
 
 

 
  
  
  

 

 

 

 

Executive Summary 
 

Adira’s Transformative Fund Strategic Review Report 

 
 
 
 
 
 
 
 
 



 
 

 
  
  
  

 

 

Introduction 
In 2020, Adira commissioned faculty at GWU’s Milken Institute of Public Health to 
research three successful, multilateral approaches: Ryan White HIV/AIDS Program, 
Global Fund, and PEPFAR. Researchers conducted literature reviews on the programs 
and interviewed experts with knowledge about their development and implementation 
and professional stakeholders in the ND community. They took best practices of the 
existing programs and considered how they might be applied to a similar model for ND, 
detailing 16 recommendations (Appendix A).  

We recognized early on the importance of amplifying the voices of the ND community, 
particularly marginalized groups, so in 2020 we also sought input from GOODSTOCK to 
develop a community engagement strategy targeting people of color (POC). 
GOODSTOCK conducted focus groups with POC living with ND and caregivers and 
interviewed POC healthcare providers. They recommended 15 activities to Adira to 
implement an effective community engagement strategy (Appendix B). 

Goals 
This report details the activities of Adira from 2019 to 2021. It focuses on Adira’s 
Programs, specifically the steps that have been taken to implement the strategies 
identified through our collaborations with GWU and GOODSTOCK. It assesses the 
lessons we’ve learned, prioritizes what still needs to be done, and identifies strategies to 
build off progress made to achieve our goal of better lives for people impacted by ND. 

• Align Adira’s Programs activities with the strategic recommendations made 
by GWU and GOODSTOCK 

• Identify strategic recommendations that have been implemented and those 
that have not 

• Assess Adira’s activities and analyze the successes and lessons learned 

• Develop priority recommendations for Adira’s Programs, 2022 - 2024 

 

Key Insights 
 Low 

Engagement  
(0-1 
Mentions) 

Medium 
Engagement  
(2-3 
Mentions) 

High 
Engagement  
(4+ 
Mentions) 

GWU Recommendations 
Collect data regarding disease 
prevalence & associated needs, 
as well as economic and social 
costs  

 x  

Create specific opportunities for 
robust community engagement   x 



 
 

 
  
  
  

 

 

Amplify the voices of 
marginalized groups within the 
ND community 

 x  

Amplify attention to the social 
determinants of health (SDOH)  x  
Avoid high-cost needs with other 
potential payers x   
Start strategically with 
demonstration projects  x  
Plan to evolve when facing 
changes in research, treatment, 
testing, and systems 

 x  

Consider advocating for policy 
changes in existing programs x   
Identify significant, discrete, 
unmet need(s) to create a shared 
vision of a problem 

  x 

Set clear targets and track 
results  x  
Create clear mechanisms for 
fiscal responsibility  x  
Build on personal connections to 
at least one of the diseases x   
Involve donors in programmatic 
development and 
implementation 

x   

Clearly delineate roles among 
funders and coalition partners  x  
Recognize the limits of altruism 
and make other cases for 
involvement 

 x  

Be aware of the roles of 
assumptions and stigma  x  
 Low 

Engagement  
(0-1 
Mentions) 

Medium 
Engagement  
(2-3 
Mentions) 

High 
Engagement  
(4+ 
Mentions) 

GOODSTOCK Recommendations 
Prioritize Network Mapping and 
Network Building  x  
Develop a Targeted Partnership 
Strategy x   
Develop and Implement 
Engagement Opportunities  x  
Deploy Targeted 
Communication Efforts x   



 
 

 
  
  
  

 

 

Recommendations 
Operate through an enhanced person-centered approach 

• Grow the Sounding Board to include a community of people most impacted that 
is truly representative of the make-up of the ND population 

• Offer more ways for people to interact and share their opinions 

• Host events, distribute surveys, collect feedback, etc. with more frequency 

Set a clear vision and goals to advance health equity priorities 

• Define specific sub-groups of the ND community experiencing health inequities 

• Identify the goals Adira aims to achieve to move the needle on health equity 

• Implement processes to track and assess the impact of health equity activities 

Act intentionally and demonstrate impact 

• Refine Adira’s quality-of-life measures to include specific indicators 

• Analyze and publish outcomes across grants programs 

• Create a plan to act intentionally by combining impact data with network data 
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Introduction 
Adira Foundation (Adira) is addressing the growing need for a better framework to find 
effective and efficient solutions to improve the quality-of-life of people impacted by 
neurodegenerative diseases. Applying best practices of large-scale, successful 
multilateral approaches like the Ryan White HIV/AIDS Program, the Global Fund to 
Fight AIDS, Tuberculosis, and Malaria (The Global Fund), and the President’s 
Emergency Plan for AIDS Response (PEPFAR) Adira aims to better understand the 
common needs of this complex disease community and activate a widespread response 
to fund and sustain effective solutions.  

We engaged George Washington University’s (GWU) research arm to identify those best 
practices and outline strategies to replicate them in a model focused on 
neurodegenerative diseases (ND) collectively. The resulting report, “Building new 
collaborative approaches: Best practices and lessons learned from three successful 
models addressing HIV/AIDS”, outlined 16 recommendations in two categories:  

1. identifying and addressing unmet needs 

2. engaging other funders  

From the beginning, we sought to integrate effective health equity approaches into this 
strategy. We engaged GOODSTOCK Consulting, Inc. (GOODSTOCK) to identify priority 
recommendations to increase outreach and engagement to groups within the ND 
community that have historically experienced less power and privilege. GOODSTOCK’s 
recommendations prioritized four categories:  

1. prioritize Network Mapping & network building 

2. develop a targeted partnership strategy 

3. develop & implement engagement opportunities 

4. deploy targeted communication efforts 

This report details the activities of Adira from 2019 to 2021. It focuses on Adira’s 
Programs, specifically the steps that have been taken to implement the strategies 
identified through our collaborations with GWU and GOODSTOCK. It assesses the 
lessons we’ve learned, prioritizes what still needs to be done, and identifies strategies to 
build off progress made to achieve our goal of better lives for people impacted by ND. 

Goals 
• Align Adira’s Programs activities with the strategic recommendations made 

by GWU and GOODSTOCK 

• Identify strategic recommendations that have been implemented and those 
that have not 

• Assess Adira’s activities and analyze the successes and lessons learned 

https://adirafoundation.org/wp-content/uploads/2021/10/GWU-report-111820.pdf
https://adirafoundation.org/wp-content/uploads/2021/10/GWU-report-111820.pdf
https://adirafoundation.org/wp-content/uploads/2021/10/GWU-report-111820.pdf


 
 

 
  
  
  

 

 

• Develop priority recommendations for Adira’s Programs, 2022 - 2024 

Background 
Founded in 2019, Adira is an independent national 501(c)(3) public foundation focused 
on five neurodegenerative diseases (ND) that are highly complex and have much in 
common: Alzheimer’s disease and related dementias, ALS (amyotrophic lateral 
sclerosis), Huntington’s disease (HD), multiple sclerosis (MS), 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. The impact of ND is nearly universal, most 
felt by the person diagnosed but rippling out to engulf caregivers, and pull in family, 
friends, neighbors, and co-workers. While the human toll of these diseases should be 
enough reason for action, the impact of the growing prevalence of ND also affects our 
health systems, social support systems, and economy. 

In 2020, Adira commissioned faculty at GWU’s Milken Institute of Public Health to 
research three successful, multilateral approaches: Ryan White HIV/AIDS Program, 
Global Fund, and PEPFAR. Researchers conducted literature reviews on the programs 
and interviewed experts with knowledge about their development and implementation 
and professional stakeholders in the ND community. They took best practices of the 
existing programs and considered how they might be applied to a similar model for ND, 
detailing 16 recommendations (Appendix A).  

• Collect data regarding disease 
prevalence and associated needs, 
as well as economic and social 
costs 

• Create specific opportunities for 
robust community engagement 

• Amplify the voices of 
marginalized groups within the 
ND community 

• Amplify attention to the social 
determinants of health (SDOH) 

• Avoid high-cost needs with other 
potential payers 

• Start strategically with 
demonstration projects 

• Plan to evolve when facing 
changes in research, treatment, 
testing, and systems 

• Consider advocating for policy 
changes in existing programs 

• Identify significant, discrete 
unmet need(s) to create a shared 
vision of a problem 

• Set clear targets and track results 

• Create clear mechanisms for 
fiscal accountability 

• Build on personal connections to 
at least one of the diseases 

• Involve donors in programmatic 
development and implementation 

• Clearly delineate roles among 
funders and coalition partners 

• Recognize the limits of altruism 
and make other cases for 
investment 



 
 

 
  
  
  

 

 

• Be aware of the role of 
assumptions and stigma 

The findings from GWU’s report have informed Adira’s strategy to create a successful, 
multilateral approach to strengthen systems and fund solutions for the most common 
and urgent needs of people impacted by ND.   

Adira recognized early on the importance of amplifying the voices of the ND community, 
particularly marginalized groups, so in 2020 we also sought input from GOODSTOCK to 
develop a community engagement strategy targeting people of color (POC). 
GOODSTOCK conducted focus groups with POC living with ND and caregivers and 
interviewed POC healthcare providers. They recommended 15 activities to Adira to 
implement an effective community engagement strategy (Appendix B). 

• Adira staff and board members 
should complete a Personal 
Network Map 

• Introduce Adira to those 
identified in the Personal 
Network Maps 

• Host “friend-raisers” to increase 
POC supporters in Adira’s 
network to champion efforts of 
the organization 

• Adira staff should conduct a 
SWOT or SOAR analysis 

• Develop a strategic plan to 
increase engagement of and 
impact for POC and POC serving 
organizations 

• Pursue opportunities to engage 
with the pharmaceutical industry 

• Establish a POC “Advisory 
Council” or “Engagement 
Committee” 

• Establish a mentorship program 

• Identify opportunities to engage 
with social service organizations 
working to address key SDOH 
that disproportionately impact 
POC 

• Coordinate “ND Expo” 

• Host virtual happy hours and 
other social events for POC 
impacted by ND 

• Launch an awareness day/week 
that spotlights Adira’s prioritized 
ND 

• Identify and recruit POC to 
represent key stakeholder groups 

• Develop a social media strategy 
that increases Adira’s visibility 

• Identify local and national 
publications that target POC to 
increase Adira’s visibility 

The recommendations from GOODSTOCK have informed Adira’s efforts to build a 
community of people invested in ND that is representative of the demographics of 
people living with ND and caregivers. 

Using the strategic recommendations identified by GWU and GOODSTOCK, Adira set to 
work developing a strategic timeline to convene stakeholders, listen to their experiences 



 
 

 
  
  
  

 

 

and shared 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. This work is 
demonstrated through Adira’s “Listen, Learn, Act” model. 

Listen: Adira creates spaces for open conversation and brings together everyone 
invested in ND health care solutions, prioritizing the points-of-view of people living with 
ND and caregivers. 

Learn: Adira gathers knowledge from a diverse group of professionals with experience 
directly and indirectly delivering ND care services to inform best practices and identify 
innovative solutions. 

Act: Adira awards funding to non-profits working to improve quality-of-life for people 
most impacted by ND, exploring ways impactful programs can be scaled, replicated, and 
sustained across ND communities.  

This model provides the structure through which Adira iterates its approaches to 
implement strategic recommendations to improve the lives of people impacted by ND. 

Listen, Learn, Act 
From 2019 – 2021 Adira created and implemented the “Listen, Learn, Act” model. Each 
cycle, we collect feedback from people living with ND, caregivers, grantees, and partners 
and make iterative improvements to the process.  

2019 – Laying the Foundation 
Prior to the official launch of “Listen, Learn, Act” Adira’s values began to form the basis 
of this iterative model. These ideas informed our collaborations with GWU and 
GOODSTOCK whose recommendations in turn informed and refined our strategic 
approaches. 

• Adira is a “people first” organization. All people, especially people most impacted 
by ND, are valued as experts for their lived experience as other stakeholders are 
for their career experience. Our approach prioritizes the points-of-view of people 
most impacted by ND, people living with the diseases and caregivers. 

• Adira recognizes that good work is being done to support ND communities. Our 
approach aims to break down silos and form meaningful alliances that add to – 
not replace – the systems of support for people most impacted by ND. 

• Adira’s mission is to invest in better lives for people most impacted by ND. Our 
approach leverages the universal impact of ND to mobilize funds and invest in 
programs that will help all people living with ND lead better and more connected 
lives. 

Adira began by visiting support groups across Virginia to listen to people living with 
ND and caregivers. 24 participants completed a 7-question survey about their 
experience navigating health and social support systems and then divided into small 



 
 

 
  
  
  

 

 

group (2-3 people) discussions to share their greatest needs. Their perspectives revealed 
commonly felt challenges in caregiving, mental health, legal and financial uncertainties, 
and limited provider access and quality of care. 

We also focused on learning. We gathered disease information to better understand 
the similarities and differences of each ND including who the diseases impact, what 
symptoms appear and how they progress, and common service needs across 
communities. We also created a digital map to identify the landscape of organizations 
providing ND care. Our Basic Network Map identified more than 1,500 organizations 
nationwide specifically focused on serving ND communities, detailing six basic data 
points for each one. Details like the organizations’ target populations, location, and 
program types offered important insights into the existing state of ND care.  

Acting kicked off with Adira’s first award, a grant to the Huntington’s Disease Society 
of America (HDSA) to develop a pilot program that provides education and planning 
services for Social Security Disability Insurance (SSDI). This grant created new 
resources through a comprehensive SSDI resource library and delivered SSDI education 
and support to people living with HD, caregivers, nonprofit professionals, medical 
providers, and social workers. This demonstration project was funded to provide 
immediate impact to HD communities while exploring how a model delivering SSDI 
education and planning services could be scaled and replicated to other NDs. 

Strategic recommendations addressed: 
• Collect data regarding disease prevalence and associated needs, as well as 

economic and social costs (GWU) 

• Create specific opportunities for robust community engagement (GWU) 

• Identify significant, discrete unmet need(s) to create a shared vision of a problem 
(GWU) 

• Start strategically with demonstration projects (GWU) 

2020 – Round One 
With the outbreak of the novel SARS-CoV2 Virus (COVID-19) in early 2020 Adira 
quickly adapted its programs to provide urgently needed support to ND communities 
impacted by disruptions to vital health and social services. Adira launched an 
emergency grants program to deliver funds to nonprofit organizations serving ND 
communities directly impacted by COVID-19 while maintaining our commitment to the 
important activities of listening and learning.  

Listen 

Listening activities in Round One of the complete “Listen, Learn, Act” cycle focused on 
conversations to  

• help change the narrative around ND 



 
 

 
  
  
  

 

 

• understand the most urgent and prevalent needs named by people living with ND 
and caregivers 

• amplify the voices of POC impacted by ND 

We produced a conversation series with StoryCorps to help change the narrative around 
people living with ND. Lifelong friends, spouses, siblings, and parents and children 
impacted by ND talked about their lives together and how ND has become a part of that 
journey. These conversations spotlighted the day-to-day lives and relationships of 
people most impacted by ND, offering insights into what’s most important to them. 

Round One listening also introduced convenings. At these engagement events, Adira 
brings together people living with ND, caregivers, and professionals invested in ND care 
to name those things people most impacted by ND say they need and aren’t getting and 
to identify priority solutions for funding. In 2020, Adira placed special interest on 
listening to caregivers and POC impacted by ND to better understand their lived 
experiences and priorities for funding.  

Caregivers are an important part of the healthcare system and the ND community. In 
partnership with the National Alliance for Caregiving (NAC) we hosted two convenings 
of caregivers and professionals serving caregivers. The first “Weathering Caregiving in 
a Crisis” brought together more than 100 participants nationwide to discuss caregiver 
challenges and priorities.  

Later, we expanded this conversation to a global audience, leveraging an existing 
successful event ‘World Carers Conversation’ to host a bonus 5th day of content, a global 
town hall “Caregiving and COVID-19” with NAC. The insights from these conversations 
informed our work with NAC to deliver resources to caregivers for their most persistent 
and urgent needs.  

Black and Latino people are a fast-growing proportion of the ND community. On top of 
dealing with the symptoms and consequences of a complex diagnosis, non-white people 
living with ND and caregivers also often experience discrimination, increased isolation, 
unequal access to quality health care, and culturally inappropriate support. These 
factors lead to worse health outcomes for Black and Latino communities and further 
disadvantage their ability to achieve their quality-of-life vision.  

We hosted Pain, Passion, Purpose: Advancing health equity & building community, an 
open discussion with a group of 4 POC impacted by ND. The topics of this discussion 
were directly informed by our work with GOODSTOCK. Participants discussed delayed 
diagnoses, isolation, a lack of resource awareness and personalized support, mental 
health impacts, caregiving challenges, and the effects of COVID-19. 

Strategic recommendations addressed: 
• Create specific opportunities for robust community engagement (GWU) 

• Amplify the voices of marginalized groups within the ND community (GWU) 

https://archive.storycorps.org/search/interviews/?q=&search_type=basic&search_context=interviews&page_num=1&page_size=10&sort_by=newest&view_by=grid&visibility=all&partnership%5B0%5D=adira-foundation-fee-for-service-july-2020
https://www.takecare.community/the-framework/


 
 

 
  
  
  

 

 

• Amplify attention to the social determinants of health (GWU) 

• Identify significant, discrete unmet need(s) to create a shared vision of a problem 
(GWU)  

• Plan to evolve when facing changes in research, treatment, testing, and systems 
(GWU) 

• Identify and recruit POC to represent key stakeholder groups (GOODSTOCK) 

Learn 

In this cycle of learning we focused on strategic planning. We started with the 
commission of the GWU report, Building New Collaborative Approaches: Best 
Practices and Lessons Learned from Three Successful Models Addressing HIV/AIDS.  

This report assessed strategic opportunities to implement Adira’s model by looking to 
existing, similar models and drawing from their best practices and lessons learned. The 
researchers offered 16 key recommendations: eight to identify and address unmet needs 
and eight for engaging other funders (Appendix A). 

We also engaged GOODSTOCK to deliver a report, Community Engagement & 
Outreach Strategy with recommendations for Adira to create better opportunities for 
people of color to participate in and inform our work. They identified 15 
recommendations across 4 topic areas: process, engagement, events, and 
communications (Appendix B). 

Adira, also in partnership with GOODSTOCK, conducted three focus groups with POC. 
1) Two people living with ND discussed the challenges of accessing quality health care 
and the isolating nature of their diagnoses 2) Two caregivers discussed the impacts of 
caregiving on their own health and the fear and anxieties of not knowing what’s next 3) 
Four health care providers discussed the impact of cultural differences and SDOH on 
outcomes for people living with ND and caregivers.  

Convenings were also utilized as a learning environment for Adira and our grantees. In 
mid-2020 we convened the 12 Pervasive Needs Grants, Fast-Track Response: COVID-
19 grantees to discuss their communities’ persistent needs, share best practices, and 
collaborate on challenges like patient recruitment, program delivery, and evaluation. 

Strategic recommendations addressed: 
• Set clear targets and track results (GWU) 

• Be aware of the role of assumptions and stigma (GWU) 

• Recognize the limits of altruism and make other cases for investment (GWU) 

• Amplify the voices of marginalized groups within the ND community (GWU) 

• Develop a strategic plan to increase engagement of and impact for POC and POC 
serving organizations (GOODSTOCK) 



 
 

 
  
  
  

 

 

• Identify local and national publications that target POC to increase Adira’s 
visibility (GOODSTOCK) 

Act 

Adira invested in several more demonstration projects and launched our grants 
program, Pervasive Needs Grants.  

A network mapping project to help people impacted by ND navigate resources most 
relevant to their needs began with VirginiaNavigator. Network mapping technology can 
organize and visualize large networks as a searchable database, providing a powerful 
tool for trend analysis, community building, and navigation.  

This demonstration project created a visual directory of health and social support 
resources specifically for people impacted by ND in Virginia. With the help of 
VirginiaNavigator, we collected 75 data points for each organization’s profile, created a 
search tool with more than 12,000 ND-related search terms (including misspellings and 
less common search terms), and added 282 new programs to VirginiaNavigator’s 
statewide resource directory for seniors and people living with disability. 

A second demonstration project started in 2020 was a digital caregiver resource hub, 
Take Care Community. In this partnership with the National Alliance for Caregiving 
(NAC) we developed an online platform to act as a clearinghouse of resources for topics 
identified by caregivers as their biggest challenges. These topics were outlined in a 
Caregivers During Crisis framework and we collected resources for each topic area.  

In addition to demonstration projects, 2020 also produced Adira’s first grants program. 
Round One, Pervasive Needs Grants, Fast-Track Response: COVID-19, was adapted to 
the needs of ND communities during the COVID-19 pandemic. These fast-track grants 
awarded $100,000 across 12 projects nationwide serving people living with ND and 
caregivers to meet their immediate needs during the COVID-19 crisis.  

Projects funded through this round included direct financial assistance to families 
impacted by ND, video teleconferencing services to support physical and emotional 
health, palliative care telehealth services, trained assistance dogs for people living with 
ND without a primary caregiver, support groups, and more.  

Later in the year we opened the application and review period for our second round of 
grants, Pervasive Needs Grants, Fall 2020. We improved on our grantmaking practices 
by meeting with every organization that applied to offer feedback on their submission. 
We also added a panel of 4 ND professionals to the application review process.  

Strategic recommendations addressed: 
• Plan to evolve when facing changes in research, treatment, testing, and systems 

(GWU) 

• Clearly delineate roles among funders and coalition partners (GWU) 

https://adirafoundation.org/grants/closed-pervasive-needs-grants-round-one-fast-track-response-to-covid-19/


 
 

 
  
  
  

 

 

• Start strategically with demonstration projects (GWU) 

• Amplify attention to the social determinants of health (GWU) 

• Create clear mechanisms for fiscal accountability (GWU) 

2021 – Round Two 
Activities prioritized in the second iteration of our listen, learn, act cycle were to 

• grow PMI-centered programming to inform demonstration projects and 
grantmaking practices 

• demonstrate impact on measures affecting quality-of-life 

• broadly increase organizational health equity approaches 

Listen 

Adira hosted multiple convenings in 2021 to hear from a range of ND stakeholders. 
These conversations, in consideration with 2021 learning activities, ultimately shaped 
the priorities for our third round of Pervasive Needs Grants.  

We hosted Neuro Health Equity: Let’s Talk during National Minority Health Month 
which featured our first guest speaker. At this event 65 people living with ND, 
caregivers, and professionals heard from health equity experts from Adira and 
UsAgainstAlzheimer’s Center for Brain Health Equity to better understand the 
significance of data for engaging funders and building support for policy changes and 
discussed the importance of building trust and engaging non-white communities to 
ensure health equity in the design, delivery, and evaluation of programs serving people 
most impacted by ND.  

A second convening, Let’s Talk: The Patient and Caregiver Experience, focused on the 
experiences of people most impacted by ND. A group of 24 people living with ND and 
caregivers talked about their priority issues such as mental health and isolation, lack of 
confidence navigating resources, and the difficulty of accessing quality care. Family 
Caregiver Alliance, an Adira grantee, also gave a presentation focused on the caregiving 
journey, providing tips and resources to support caregivers in their role. This event 
provided the opportunity for people living with ND and caregivers to not only share 
their experience but to communicate specifically how they would like to see Adira and 
other organizations better serve them.  

A third convening in the format of a focus group collected feedback on our networking 
mapping project with VirginiaNavigator. Share Your Voice: Navigating 
Neurodegenerative Disease in Virginia brought together 10 people from the ND 
community to preview the network map for ND resources in Virginia. The people living 
with ND, caregivers, and professionals who participated shared their opinions to inform 
improvements in the tool’s visualization features, types of resources included, 
searchability, accessibility features, and more.  



 
 

 
  
  
  

 

 

Another major listening activity to grow PMI-centered programming was the creation of 
Adira’s Sounding Board, a low-commitment way for people living with ND and 
caregivers to influence Adira’s work and priorities on an ongoing basis. 

By the end of 2021 we recruited 50 Sounding Board members, representing people from 
all five disease communities. Membership is about 60% people living with ND and 40% 
caregivers, includes people in their 20’s to their 80’s and brings together people from 27 
states. About 20% of Sounding Board members self-identify as non-white. 

Adira uses the Sounding Board as a ready tool to recruit people most impacted by ND 
for surveys, focus groups, convenings, interviews, storytelling, and committees. 
Members can express their interest on a variety of topics like storytelling, demonstration 
projects, grantmaking, and health equity and receive information about opportunities to 
engage on those topics. The Sounding Board has become the primary tool driving 
Adira’s PMI-centered programming and listening activities and continues to grow.  

Strategic recommendations addressed: 
• Involve donors in programmatic development and implementation (GWU) 

• Create specific opportunities for robust community engagement (GWU) 

• Amplify the voices of marginalized groups within the ND community (GWU) 

• Collect data regarding disease prevalence and associated needs, as well as 
economic and social costs (GWU) 

• Identify significant, discrete unmet need(s) to create a shared vision of a problem 
(GWU) 

• Identify and recruit POC to represent key stakeholder groups (GOODSTOCK) 

Learn 

Adira implemented two new major learning activities in 2021 in addition to our ongoing 
survey series and grantee convenings. These activities advanced our goals of 
demonstrating impact on measures affecting quality-of-life and broadly increasing 
organizational health equity approaches. 

We developed a set of universal quality-of-life measures to measure impact on ND 
communities on a broad scale in our report Assessing the Validity of Establishing a 
Common Set of Measures to Evaluate Quality-of-Life in Neurodegenerative Disease 
Within the Context of Existing Quality-of-life Assessment Tools and Best Practices. 

This project explored the more than 1,000 quality-of-life (QoL) assessment tools in 
existence worldwide to identify more than 50 assessment tools most used to evaluate 
impact on ND communities today. We aligned the specific questions asked in each 
assessment tool with larger themes of QoL to determine 5 universal QoL metrics – time, 
money, energy, confidence, and connection.  



 
 

 
  
  
  

 

 

We published our research in a report, hosted Let’s Talk: Measuring QoL in ND with 50 
professionals delivering and evaluating programs serving ND communities, distributed 
a survey focused on QoL, and created a library tool to help organizations identify the 
best assessment tools for their program based on the desired outcomes of time, money, 
energy, confidence, and connection expressed by their communities.   

Our second major learning activity of 2021 was the launch of our project Improving 
Access to Diagnostic and Support Resources for Rural Populations Impacted by 
Multiple Sclerosis in Maryland, North Carolina, Virginia, and West Virginia, a three-
year project made possible by funding from Bristol Myers Squibb Foundation. 

This project aims to improve access, delivery, and utilization of MS specialty care in 
rural areas of the four target states by bringing together an expanded coalition of 
community assets to work toward shared goals like early health interventions, tele-
mentoring expansion, and improved resource navigation. 

Project activities include convenings, provider training on the risk factors, early 
symptoms, and treatment options for MS, resource identification and network map 
expansion, and public health education and awareness. Key internal goals of this project 
are to demonstrate Adira’s model and secure co-financing to sustain and expand the 
effort to include a national scope and ND communities beyond MS.  

We also continued learning activities for existing projects like network mapping and our 
Pervasive Needs Grants programs. Adira and VirginiaNavigator distributed a survey to 
better understand the navigation experiences and needs of people impacted by ND in 
VA. We collected 78 survey responses from ND community members that informed our 
network mapping tool and user convening. 

Finally, we hosted a convening with our second round of Pervasive Needs Grants 
grantees to understand the persistent needs of their communities, share best practices, 
and collaborate on solutions for project challenges. The 5 grantee organizations 
discussed topics like the need for quality healthcare providers, mental health awareness, 
resource navigation, and the traumatic experience of receiving a ND diagnosis.  

Strategic recommendations addressed: 
• Amplify attention to the social determinants of health (GWU) 

• Set clear targets and track results (GWU) 

• Be aware of the role of assumptions and stigma (GWU) 

• Clearly delineate roles among funders and coalition partners (GWU) 

• Recognize the limits of altruism and make other cases for investment (GWU) 

• Collect data regarding disease prevalence and associated needs, as well as 
economic and social costs (GWU) 

https://adirafoundation.org/wp-content/uploads/2021/07/FullReport_MeasuringQOL-inND.pdf
https://adirafoundation.org/wp-content/uploads/2021/07/EventSummary_QOL-inND.pdf
https://www.surveymonkey.com/r/ZTL6TZN
https://www.surveymonkey.com/r/ZTL6TZN
https://adirafoundation.org/?attachment_id=82136


 
 

 
  
  
  

 

 

• Identify significant, discrete unmet need(s) to create a shared vision of a problem 
(GWU) 

Act 

In 2021 Adira continued to invest in demonstration projects and our Pervasive Needs 
Grants program. We launched a peer-mentor program for people impacted by 
Alzheimer’s disease, implemented the projects awarded in Round Two, Fall 2020 and 
awarded a third round of grants, Pervasive Needs Grants, Fall 2021.  

We funded Memory Advocate Peers, a program developed and led by a spousal pair 
impacted by Alzheimer’s disease in collaboration with CaringKind. This program trains 
volunteer mentors to provide support to people newly diagnosed with Alzheimer’s and 
their caregivers. The mentors are former Alzheimer’s caregivers themselves. They lend a 
listening ear and connect their mentees to helpful resources including information 
about relevant clinical research trials. 

Adira’s Pervasive Needs Grants, Fall 2020 program awarded grants to organizations 
addressing caregiver mental health, care coordination and management, and 
community resources sharing. The 12-month projects began January 2021 and included 
interventions to improve the physical and mental health of caregivers, a statewide 
navigation service for people impacted by ND in Colorado, disease education and 
planning tools for caregivers, and peer mentor programs for people impacted by ALS.   

Later in the year we announced our third round of grants, Pervasive Needs Grants, Fall 
2021. This round of grants focused on simplifying access to clinical research, preparing 
for future threats to livelihood, and thriving again in common pursuits.  

We continued to improve our grantmaking practices in this round. We again met with 
all the applicants to the Pervasive Needs Grants program and provided extensive written 
feedback, project recommendations, and resources. We also enhanced the grant review 
process by recruiting people living with ND and caregivers as a majority of the grant 
review committee alongside professionals, finally achieving our vision of including 
people most impacted in every aspect of our listen, learn, act cycle.  

Strategic recommendations addressed: 
• Start strategically with demonstration projects (GWU) 

• Build on personal connections to at least one of the diseases (GWU) 

• Be aware of the role of assumptions and stigma (GWU) 

• Create clear mechanisms for fiscal accountability (GWU) 

• Create specific opportunities for robust community engagement (GWU) 

• Pursue opportunities to engage with the pharmaceutical industry (GOODSTOCK) 

• Establish a mentorship program (GOODSTOCK) 



 
 

 
  
  
  

 

 

• Identify and recruit POC to represent key stakeholder groups (GOODSTOCK) 

Assessment of Strategic Priorities Implementation 
2019 retrospective 

Adira was founded in mid-2019, so activities this year were conducted on an abbreviated 
timeline. We focused largely on evaluating the landscape of need and introducing 
ourselves to ND communities to begin to build trust with people most impacted by ND.  

Our greatest successes this year were 

• Gathering information on the physical, emotional, social, and economic impacts 
of each of our five ND communities 

• Creating a network map of organizations serving people most impacted by ND 

• Beginning to develop relationships with ND-focused and community-based 
organizations across the U.S. 

• Testing ways to formalize a framework around program activities of person-
centered, community-informed grantmaking to improve QoL  

As a new foundation in the ND community, we recognized the importance of really 
leaning into listening and learning activities in these early cycles. This approach helped 
to demonstrate our commitment to ongoing, intentional conversations with people most 
impacted by ND and positioned us early on as a trusted resource.  

The research and learning we conducted during this phase led to the creation of a 
working list of common needs across ND communities – a set of about 30 issues broadly 
important to people most impacted by ND yet sufficiently unaddressed. This work 
allowed Adira to come into conversations with ND communities informed and ready to 
guide discussions about persistent needs and uncover their priorities for action. 

Our most significant shortfalls this year were 

• Reaching people most impacted by ND on a broad scale 

• Connecting to a diverse, representative sample of our ND communities 

• Showing impact through clear targets and measures 

While we were building momentum, we knew we had to do more - reach more people, 
reach more distinct sub-groups within ND communities, and translate our work to 
demonstrate real impact. What were identified as shortfalls for 2019 became 
opportunities for 2020, a retrospective activity that also helped us realize the final 
design of our programs model would be most effective as a repeating yet iterative cycle. 

2020 retrospective 



 
 

 
  
  
  

 

 

Often, with grand plans come grand disruptions. 2020 speaks for itself. Despite these 
external challenges however, Adira forged on, investing heavily in programs serving ND 
communities while strengthening every facet of our programming.  

Our greatest successes this year were 

• Identifying best practices to successfully advance Adira’s model 

• Commissioning a strategy to amplify the voices of underserved groups 

• Responding nimbly to the evolving, urgent needs of ND communities 

• Creating more opportunities for people most impacted by ND to engage 

• Launching a grants program to fund organizations serving ND communities  

Adira accomplished a lot in 2020 even amid increasing national uncertainty. We 
formalized our listen, learn, act model, expanded listening activities to hear from more 
people living with ND, caregivers, and professionals, collaborated with experienced 
partners to define and further clarify our strategic priorities, and invested in creative 
solutions to support people most impacted by ND through unprecedented times.  

Testimonials from partners, people living with ND, and caregivers demonstrated how 
the Fast-Track Grants were unique, impactful, and highly responsive to the greatest 
needs of ND communities during the COVID-19 pandemic.  

Our most significant shortfalls this year were 

• Showing impact through clear targets and measures 

• Involving people most impacted by ND in every stage of decision-making 

• Defining a clear strategy to address health inequities through funding 

While Adira pivoted well, we didn’t emerge from 2020 completely unscathed. We had to 
rebuild momentum around our listening activities and dedicate already limited 
resources to transition to fully virtual environments. Further, while we did strengthen 
our grantmaking by adding an external panel of professionals to the review process we 
failed to recruit people living with ND and caregivers to engage in that process. 

We also delayed our work to clarify our impact measures and health equity goals amid 
the disruptions of COVID-19. Though the Fast Track Grants had impact, the awards we 
distributed were too small to require overburdensome impact reporting. We added 
health equity practices as a preferred eligibility criteria in our Pervasive Needs Grants 
program but left the direction of those activities broadly unfocused and up to grantees.  

2021 retrospective 

In 2021 we again iterated our listen, learn, act process. We focused on strengthening 
each phase of the cycle to be more person-centered and prioritized our work around 
impact measures and health equity.  



 
 

 
  
  
  

 

 

Our greatest successes this year were 

• Launching the Sounding Board to engage people living with ND and caregivers 
on an ongoing basis in all aspects of our work 

• Including people most impacted by ND in the grant application review process 

• Creating metrics to measure QoL impact on a broad scale in ND communities 

• Securing an award from the Bristol Myers Squibb Foundation (BMSF) to expand 
our network mapping project and decrease inequities in rural areas in four states 

This year, each part of the listen, learn, act cycle was led by people most impacted by 
ND. We saw growth in nearly all our demonstration projects, many securing new 
investments to strengthen their impact and sustainability. We also began an important 
partnership with BMSF to apply and test our model in one of the most vulnerable 
groups within the ND community – those living in rural areas with limited access to 
treatments and resources to support social determinants of health.  

The introduction of metrics to measure QoL impact on a broad scale through our 
Pervasive Needs Grants program sparked interest from all ends of the ND community. 
We had inspiring conversations with people most impacted about what quality of life 
means to them. We also learned how organizations serving people most impacted by ND 
currently measure impact and began to explore how we could better work with them, 
rather than over top of them, to measure QoL impact on a broad scale for ND.  

Our most significant shortfalls this year were 

• Advocating for policy changes in existing programs 

• Creating clear mechanisms for fiscal accountability 

• Coordinating an “ND Expo” 

Adira talked about many issues with ND communities that could be impacted through 
policy action at the local, state, or federal level – for example, caregiver pay, Social 
Security Disability Insurance (SSDI) benefit wait periods, and workforce development. 
We haven’t stepped into the policy advocacy ring directly though to take a public stance 
on any specific issues or coordinate an advocacy movement of ND communities.  

In the Pervasive Needs Grants program, we collect both impact reports and financial 
expense reports from grantees. We try to be as flexible as we can to accommodate the 
needs of grantee projects and support their success, sometimes at the expense of our 
own intended timelines. We’ve found this flexibility has been particularly beneficial to 
our grantees and hope to continue in that form. It should be a priority however for Adira 
to develop a strategy and process to analyze and use both impact and financial expense 
reports in a more intentional and effective manner. 



 
 

 
  
  
  

 

 

Recommendations 
Operate through an enhanced person-centered approach 

At Adira, sharing your lived experiences impacts real change. Listening is the first step 
in anything we do —listen, learn, act— which means the voices of people most impacted 
by neurodegenerative diseases lead the conversation. We hear from and engage with 
people living with our five focus diseases and their loved ones and caregivers in many 
ways: one-on-one, at events, through stories, through surveys, as volunteers, as 
advisors, through paid positions, and more.  

To fully represent the person-centered approach we seek to embody, our priorities must 
be to 

• Grow the Sounding Board to include a community of people most impacted that 
is truly representative of the make-up of the ND population 

• Offer more ways for people to interact and share their opinions 

• Host events, distribute surveys, collect feedback, etc. with more frequency 

Adira should double the size of its Sounding Board to include a minimum of 100 people 
most impacted by ND. Through data collection and analysis, Adira should recruit 
Sounding Board members that mirror a representative sample of populations within the 
ND community on factors like geography, age, economic status, race, and gender.  

In addition to increasing the size of the Sounding Board it is also important that we 
increase the type and frequency of interactions with Sounding Board members. By 
offering more ways and more opportunities for people most impacted to engage we can 
better accommodate the needs of our community and decrease barriers to participation.  

We can also increase the number of programs inputs that people most impacted directly 
inform, resulting in better outcomes that deliver effective services for priority needs. As 
part of the engagement process, Adira should also provide more explicit ways for 
Sounding Board members to propose new topics for discussion.  

Set a clear vision and goals to advance health equity priorities 

Adira aims to represent the many different voices which make up the ND community. 
Some of these are those voices that rarely, if ever, have their chance to be heard. It is our 
job to magnify and lift the voices of those marginalized groups that have typically 
experienced less power and privilege and to restore and share that power with them.  

To effectually impact positive change and level the playing field for ND communities 
unfairly impacted by health inequities, our priorities must be to 

• Define specific sub-groups of the ND community experiencing health inequities 

• Identify the goals Adira aims to achieve to move the needle on health equity 

• Implement processes to track and assess the impact of health equity activities 



 
 

 
  
  
  

 

 

Adira should be more specific when defining and prioritizing health equity goals by 
describing the intended target populations for intervention and needed equity solutions. 
More specific guidance should elicit higher quality submissions for funding, increase 
Adira’s opportunities for funding, and deliver better equity outcomes. 

To evaluate impact Adira should also set specific goals for each community identified for 
intervention. These goals should align with the prioritized needs of each community and 
be significant enough to reduce inequities on a broad scale.  Goals must be measurable 
and should utilize quantitative data in addition to qualitative data. We should apply the 
listen, learn, act model to health equity activities to ensure the needs and priorities of 
underserved communities are being met and iterate our approach on a regular basis. 

Act intentionally and demonstrate impact 

Adira must be able to effectively demonstrate the impact of our work – not only for 
sustainability, but for transparency and accountability to our community. We also have 
an opportunity to be a leader in the conversation around quality-of-life and the effective 
measurement of factors related to social determinants of health. 

To improve our impact and the ability to clearly demonstrate that impact to others our 
priorities must be to 

• Refine Adira’s quality-of-life measures to include specific indicators 

• Analyze and publish outcomes across grants programs 

• Create a plan to act intentionally by combining impact data with network data 

Adira should continue to focus on improving the quality-of-life measures of time, 
money, energy, confidence, and connection by further defining these measures and their 
correlating indicators. By offering clear, universal, flexible measures for evaluating 
impact Adira can transform the conversation around quality-of-life and support our 
grantee and partner organizations in their quest to evaluate and show impact.  

We also must be better about analyzing and reporting on the success of our grant 
programs. Refining our quality-of-life measures will help with this effort but we must 
also find ways to offer flexibility to grantees without losing our ability to report on grant 
programs in a timely manner. Some options to consider include providing more 
evaluation resources and support or requiring a more comprehensive or standardized 
interim report. 

To begin to impact change on a broad scale Adira should act more intentionally in our 
grant programs. By using tools like the network map, we can identify where funds are 
needed most, avoid duplication of efforts, and begin to show the health and social 
service systems ability to impact these measures for ND communities on a broad scale.  



 
 

 
  
  
  

 

 

Appendix A 
16 Key Findings from “Building new collaborative approaches: Best 
practices and lessons learned from three successful models 
addressing HIV/AIDS” 
 
Recommendation Description 
Identifying and Addressing Unmet Needs 

Collect data regarding 
disease prevalence and 
associated needs, as well as 
economic and social costs 

More information regarding unmet need among 
the ND community could provide Adira with 
critical information with which to drive 
improvements in care and wellbeing for people 
with ND and their families. Adira might consider 
data generation itself as a core funding focus. 

Create specific 
opportunities for robust 
community engagement 

Adira should encourage or require grantees to have 
processes for involving impacted communities in 
program design and execution. Partners should 
also have significant expertise with data collection, 
storage and security, analysis, and dissemination, 
in order to contribute to Adira’s forward-thinking 
approach to transforming the health care system. 

Amplify the voices of 
marginalized groups within 
the ND community 

Adira can amplify the voices of marginalized 
communities by convening advocates and 
providing them with technical assistance and 
funding to advance their advocacy work. 

Amplify attention to the 
social determinants of 
health 

Leveraging support for investments in the 
nonmedical factors of health may help to motivate 
Adira’s donors to contribute to these issues and 
maximize the impact that Adira can have on the 
overall wellbeing of people with ND. Adira could 
also work to amplify attention around the 
particular nonmedical needs affecting ND patients 
and caregivers in order to drive greater support for 
addressing these needs from the wider public 
health and healthcare systems. 

Avoid high cost needs with 
other potential payers 

Adira may be able to maximize the impact of its 
funding by targeting the lower-cost needs that 
improve quality of life among patients and 
caregivers, and by helping patients identify and 



 
 

 
  
  
  

 

 

meet those needs early in the disease course so 
they can provide maximum support to patients and 
families. In addition, Adira could consider a 
version of a “payer of last resort” policy, which 
would allow the Foundation to focus expenditures 
on areas for which insurance and other payers are 
unavailable.  

Start strategically with 
demonstration projects 

Smaller demonstration projects could enable Adira 
to develop and refine approaches while providing 
ongoing support to people with ND. Adira could 
continue to provide grants to existing ND service 
provision and advocacy, while also working with 
other organizations to develop and implement new 
and transformative models for care delivery and 
financing.  

Plan to evolve when facing 
changes in research, 
treatment, testing, and 
systems 

Adira can plan for major changes in research, 
treatment, testing, and systems by building 
programmatic flexibility into its funding model. 
The relationships that Adira maintains may help to 
provide a lens into future opportunities to address 
current challenges as well as a broad view of needs 
within the ND community. 

Consider advocating for 
policy changes in existing 
programs 

Adira might consider advocating, directly or in 
coalitions, for expanding access to health 
insurance, improving insurance benefits, 
decreasing out-of-pocket costs, and/or reducing 
health inequities. Alternatively, Adira could act as a 
convening platform for existing stakeholders to 
form new coalitions or campaigns focused on 
shared unmet needs among people with ND. 

Engaging Other Funders 

Identify significant, 
discrete unmet need(s) to 
create a shared vision of a 
problem 

Adira has already adopted an approach that frames 
a small set of clear, defined needs to drive its work. 
Adira may endeavor to further this work by 
conducting or funding its own research and data 
collection. This data, as discussed earlier in the 
report, could serve the ND community broadly. 
Identifying unmet needs that are shared across the 
five ND communities can help shape a clear 
message to donors.  



 
 

 
  
  
  

 

 

Set clear targets and track 
results 

Adira should consider creating a multi-year plan 
that incorporates clear, measurable goals. ND 
patients and caregivers should ideally be involved 
in identifying programmatic goals.  

Create clear mechanisms 
for fiscal accountability 

Should Adira’s initiatives expand considerably, the 
organization may consider additional mechanisms 
such as independent audits and/or anonymous 
reporting channels. All accountability mechanisms 
should be communicated to Adira’s funders to 
build trust.  

Build on personal 
connections to at least one 
of the diseases 

Adira may initially want to reach out to funder with 
a history of supporting projects related to ND, but 
intensive stakeholder mapping efforts may be 
useful in building a broader funding base. 

Involve donors in 
programmatic development 
and implementation 

Adira may benefit from engaging donors early as it 
develops its programming, and from facilitating 
ongoing and substantive conversations with its 
own grant recipients. Adira could engage donors, 
as well as patients and other stakeholders, on 
boards or on ad hoc planning committees for 
specific initiatives.  

Clearly delineate roles 
among funders and 
coalition partners 

To find its place in the landscape of existing 
nonprofits working on ND, Adira should consider 
which of its activities could be better coordinated 
across groups and which aspects of Adira’s 
structure or financing make it uniquely positioned 
to address particular needs. 

Recognize the limits of 
altruism and make other 
cases for investment 

To make a strong case to funders, Adira should 
consider developing fiscal and other arguments to 
support its work. 

Be aware of the role of 
assumptions and stigma 

Adira could work to address the stigma 
experienced by people with ND to help others 
understand ND and their impact, as well as to 
debunk myths or misconceptions that may 
negatively impact efforts to support the wellbeing 
of members of the ND communities.  

 
 



 
 

 
  
  
  

 

 

Appendix B 
15 Key Findings from “Recommendations for Community 
Engagement and Outreach Targeting People of Color” 
 
Recommendation Description 

Prioritize Network Mapping and Network Building 

Adira staff and board 
members should complete a 
Personal Network Map 

Encourage Adira staff and board members to 
conduct a personal network inventory to identify 
POC, POC serving organizations, and key allies that 
could potentially increase the impact of Adira on 
communities of color 

Introduce Adira to those 
identified in the Personal 
Network Maps 

Send outreach e-mails to all individuals identified 
through the personal network mapping process 
which includes both an overview of Adira and 
opportunities for them to learn more or become 
engaged 

Host “friend-raisers” to 
increase POC supporters in 
Adira’s network to 
champion efforts of the 
organization 

Encourage and equip staff and board members to 
host “friend-raisers” to increase the number of 
POC friends and/or supporters within the Adira 
network that are actively engaged in and/or 
champion the efforts of the organization 

Adira staff should conduct a 
SWOT or SOAR analysis 

Conduct a SWOT Analysis (or comparable SOAR 
Analysis) to clarify how Adira is currently 
positioned as it related to engagement of POC and 
POC serving organizations 

Develop a Targeted Partnership Strategy 

Develop a strategic plan to 
increase engagement of and 
impact for POC and POC 
serving organizations 

Develop a strategic plan specific to increasing 
Adira’s engagement of and impact for POC and 
POC serving organizations. GOODSTOCK 
recommends a two-year plan with SMART goals, 
with the first year focused on clarifying, 
establishing, and strengthening key relationships, 
and the second year on the development and 
implementation of prioritized activities 



 
 

 
  
  
  

 

 

Pursue opportunities to 
engage with the 
pharmaceutical industry 

Pursue opportunities to engage with the 
pharmaceutical industry. Focus specifically on 
improving communication and access issues 
between the pharmaceutical industry and the 
communities of color impacted by ND for major 
impact 

Establish a POC “Advisory 
Council” or “Engagement 
Committee” 

Establish a POC “Advisory Council” or 
“Engagement Committee” to help guide and inform 
Adira’s efforts specific to communities of color 

Establish a mentorship 
program 

Establish a mentorship program through which 
individuals are matched with people living with or 
impacted by ND. While mentor matches don’t have 
to be racially concordant, there is value in 
connecting POC living with or impacted by ND 
with like individuals 

Identify opportunities to 
engage with social service 
organizations working to 
address key SDOH that 
disproportionately impact 
POC 

Identify opportunities to engage with and support 
social service organizations working to address key 
social determinants of health that 
disproportionately impact POC. Helping to address 
social determinants positions Adira to gain 
increased access to POC who may often be 
disproportionately impacted by these determinants 

Develop and Implement Engagement Opportunities 

Coordinate “ND Expo” Coordinate “ND Expo” and team up with other 
non-profits working in ND for the event to 
spotlight services, provide educational content, and 
feature community talk-back sessions. Incorporate 
a few recognized keynote speakers in the ND 
community and also spotlight individuals impacted 
by ND, amplifying their voices and experiences 

Host virtual happy hours 
and other social events for 
POC impacted by ND 

Host virtual happy hours and other social events 
for POC living with and impacted by ND that aren’t 
focused on their respective diseases, but rather, are 
conducted for the sole purpose of providing a social 
outlet and building community 

Launch an awareness day / 
week that spotlights Adira’s 
prioritized ND 

Launch an awareness day / week that spotlights 
Adira’s prioritized ND and further positions the 
foundation as the umbrella for these issues. Use 
this day / week to both spotlight the efforts and 



 
 

 
  
  
  

 

 

contributions of ND specific organizations and 
clearly demonstrate the commonalities and shared 
challenges across prioritized ND communities 

Deploy Targeted Communication Efforts 

Identify and recruit POC to 
represent key stakeholder 
groups 

Identify and recruit individuals who identify as PO 
to represent key stakeholder groups including 
physicians and persons who have been diagnosed 
with Adira’s 5 ND 

Develop a social media 
strategy that increases 
Adira’s visibility 

Develop a social media strategy that increases 
Adira’s visibility and strengthens the organization’s 
position as a trusted source for both information 
and commentary / perspectives 

Identify local and national 
publications that target 
POC to increase Adira’s 
visibility 

Identify local and national publications that target 
POC to increase Adira’s visibility among 
communities of color, and increase the 
participation of communities of color in Adira’s 
engagement activities and funding opportunities 
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