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Summary 
 
 
 

Adira Foundation supports common goods 
and services—co-designed by people who 
use them and co-funded by a diverse 
alliance of people and entities driven to 
invest in better lives for people dealing with 
neurodegenerative diseases. 

 
 
 
 
 
 

Through the ND Congress, Adira gathers 
people with lived expertise in congress 
with those with professional expertise 
to build appealing, viable, sustainable 
solutions to common, seemingly intractable 
problems. 

Adira launched the series with a two-day 
virtual congress where 16 people living with 
ND and care partners, shared their lives and 
experiences as well as the concerns that they 
hold in common with one another. They 
discussed issues in real time alongside 13 
people, who in one way or another, work on 
solutions.  

They named priority areas and began thinking 
about solutions. From April to June, four small 
working groups, called “Teams,” met to begin 
designing solutions for the top priorities: 

1. Navigation 
2. Mental health 
3. Caregiving 
4. Engagement and accessibility 

 

They came away with a list of 12 solutions. 

Then, June 16-17, more than 50 people 
gathered in Denver and online to prioritize 
the solutions Teams named. 

Those participants named six solutions as 
priority for action: 
1. Peer-to-peer support 
2. Workforce development and training 
3. Road maps 
4. Decreasing stigma 
5. Caregiver education and training 
6. Multidisciplinary care 

Teams met again, August to October, to 
begin shaping what a Request for 
Proposals (RFP) could look like to deliver, 
evaluate, and sustain these solutions.  

Each Team considered and agreed on the 
focus areas, eligibility criteria, health 
equity approaches, and impact measures – 
decisions driven by their experience, 
expertise, and community inputs. 

At the final event of the ND Congress 
series, a virtual convening hosted 
November 3-4, we debuted the RFP 
and shared ideas to inform a 
Blueprint for Action. 

Together, 20 people living with ND and 
care partners and 12 people working on 
solutions discussed how the priority 
focus areas of care partner education 
and training, decreasing stigma, 
workforce development and 
education, and other common solutions 
might be evaluated, delivered, and funded.   

 

This year, a grants program for 
common needs was designed top-to-
bottom through the Neurodegenerative 
Disease (ND) Congress  
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ND Congress Series Timeline 
 
 
 

LISTEN LEARN ACT 
Pilot 
Virtual | 1/20 - 1/21 
Discover Needs 

Extended Pilot 
Denver, CO | 6/16 - 6/17 
Finalize Solutions 

ND Congress 
Virtual | 11/3 - 11/4 
Implement Solutions 

 

 
 

 

Teams Form | February - June 
Teams create viable grants 

 
• Build teams to volley potential solutions 
and use evidence to build and grow these 
informed solutions 

 
• Invite and recruit an evergreen alliance 
of people living with ND, care partners 
and professionals to participate in part 
two of the ND Congress series and 
beyond 

Teams Advance | June - November 
Teams finalize grants and impact metrics 

 
• Prioritize between three and five 
programmatic ideas for funding 

 
• Set markers and metrics to best monitor 
and evaluate impact 

 
• Ask people to bring forth their best 
strengths to see this plan of action through

 
 

 

Much of the help that exists for people with complex health is essential, but still limited—siloed 
by disease state or other narrow categories. Adira aims to take diseases out of isolation— 
starting with ALS (amyotrophic lateral sclerosis), Alzheimer’s disease and related dementias, 
Huntington’s disease, multiple sclerosis and Parkinson’s disease—for a wider view of common 
goods and services that address shared issues too big to tackle alone. 

Adira invites people and organizations to come together to share, prioritize and 
fund needs, guided by the people most impacted by neurodegenerative diseases 
(ND)—those living with them and care partners.

“At Adira we ask people what they need but aren’t getting, then fund what’s most 
important to them in easier ways they can find and use. The ND Congress series lets us not 
just consult with people at the middle and end of the grantmaking, but from the start.” 

Greg Smiley 
CEO & Founder of Adira Foundation 
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Attendee Demographics 
 
 
 

We sought to listen and learn from people representing some diversity in geography, identity, 
age and more about life from their point-of-view. The majority of the 32 congress participants 
were people living with ND and care partners. Here is some of what they represented: 

 

 

 5 People of Color  
of Color 

 15 White   

13 Female 

7 Male 

 
 

 
 

 
 

   

30% 
Alzheimer’s 

disease & related 
dementias 

 
ALS 

25% 
Huntington’s 

disease 

 
Multiple 
sclerosis 

15% 
Parkinson’s 

disease 

(Note: Some people are impacted by more than one ND. This may be a person living with an ND while acting as a caregiver for another 
person with ND, or a multi-caregiving role for two or more people living with ND. These situations are not reflected in these charts.) 

10 
people 
living 

with ND 

 
Care 

partners 

 or more of attendees are people with one of 
the five target diseases and/or a care partner 
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Get to Know a Few Attendees 
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Introducing the community 
 
 

To introduce the five focus diseases in Adira’s community, a representative from 
each community shared about one. Here are some highlights: 

 
 Patti LaFleur, care partner in dementia: When my mom moved in with 

me, she was at a point where she needed 24/7 care. So, help using the bathroom, 
getting dressed, eating and preparing meals. I was working full-time and trying to 
care for her, and I had to quit my job so I could support the various mobility and 
emotional needs.  

Chris Gilmore, spousal care partner in ALS: For Christine, my wife, she 
first experienced symptoms when we were hiking, actually. She started to trip a lot 
more and her core became weaker and wasn’t able to hold her body up. Then it just 
got further and further along to where she wasn’t able to walk. She’s now in a 
wheelchair full-time. 

Janice Smith, spousal care partner in Huntington’s: The disease causes a 
deterioration in a person’s physical, mental, and emotional abilities, usually during 
their prime working years, and currently has no cure. Most people start developing 
symptoms in early adulthood, but HD can also occur in children and young adults. 

Jennifer Stoffels, living with MS: MS has impacted me financially because 
I’m not able to work. So, I think the biggest thing is financial resources and 
navigating the system. They don’t make the system easy for people that have 
chronic diseases or mental health issues to be able to navigate, to be able to get the 
help that we need. 

Maria de Leon, living with Parkinson’s: I’ve been living with it for 15 years 
and every stage is a different challenge. Getting diagnosed, even as a specialist, took 
me three years because I was in my thirties and didn’t have the tremors 
prominently. Finding the right treatment, getting used to a new life – do I work? 
Do I not work? Do I tell my employees? And at every stage you require a whole 
community of support. It takes a village to keep up with all the things that go on 
with a chronic illness. Life is still going on; it’s not just living with a disease.  

  
        Jennifer Stoffels      Maria de Leon 
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Request for Proposals (RFP) 
   

 
The following RFP was cocreated through the ND Congress series of events and Teams. Thank you 
to each person living with ND, care partner, and professional who participated to inform these 
outcomes. The design of this grants program is very much “community-driven” by the stories, 
experiences, feedback, and ideas shared. 

 
Program Background 
The Pervasive Needs Grants program seeks solutions to problems frequently cited by people living 
with ND and care partners themselves to improve their quality-of-life by providing: 

• More time to spend doing the things they enjoy 

• More money to live full and rich lives 

• More physical and mental energy to take on daily life 

• More confidence to navigate systems and make informed decisions 

• More connection through opportunities that build shared community 

Adira’s approach looks to impact individuals and the systems that serve them. We take on issues 
that may seem hard to define or too large to own by one group. We believe that when you listen to 
people living with ND and care partners, you can better understand their unique, individual needs 
and the gaps in the health and social care systems meant to support them that are affecting not 
only that person, but others with similar experiences. 

Solutions that provide immediate benefit to people living with ND and care partners while creating, 
testing, or disseminating a best practice for ND care with the intent to improve the ability of 
systems to impact quality-of-life in ND are prioritized.  

 
Prioritizing Focus Areas 
Insights shared with us directly by people with ND, care partners, and professionals invested in ND 
care helped prioritize the three program focus areas. Here are a few: 

 

ON CARE PARTNER EDUCATION AND TRAINING 
   
  Person living with Parkinson’s: 
 

If you educate and empower caregivers, they will force change in other areas of the system. 

 
  Person living with Parkinson’s: 
 

Not everyone is the same but there are certain things that have a greater chance of occurring. 
Lay out a plan of action in advance so that when those times come the care partner is able to do 
something. 
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ON DECREASING STIGMA 
   
  Parent and care partner for a daughter living with Juvenile Huntington’s: 
 

We have to get out there and raise awareness. The more people understand about these diseases 
the less judgement there will be. Stigma can play such a significant role in how a person is 
treated. 

 
Professional for a nonprofit serving people impacted by Parkinson’s: 
 
The stigma around these diseases really is a huge perpetrator of loneliness and isolation. There’s 
a lot of trauma that can come from misunderstanding – like being accused of being drunk or on 
drugs. Getting people out into their communities, with the space for whatever symptoms they 
may be having, is critical to their health and wellbeing.  

 

ON WORKFORCE DEVELOPMENT AND EDUCATION 
 

  Person living with dementia: 
 

Those are the people on the front lines. It’s important to start there. To break the stigma, and 
hopefully by educating them it will bleed into other groups – even including better education for 
families dealing with ND. 

 
Professional for a nonprofit serving people impacted by Huntington’s: 
 
People living with these diseases know more than anybody else about what to do. They are the 
true experts and I hear neurologists and psychiatrists say that all the time. Everybody sort of 
acknowledges that – and that’s great – but also problematic. That the professionals in this area 
don’t know enough to treat the disease and really make patient’s lives better. 

 
Program Focus Areas 
 
CARE PARTNER EDUCATION AND TRAINING 
Although most people will be a care partner at some point in their lives most don’t plan for it, or 
even think about it, until it happens. They don’t know what to expect or how to adjust in this new 
role. 

Care partners, further on the front line than even healthcare 
providers, deserve the same opportunities for education, 
training, and continued learning. Programs offering care 
partner education and training can impact not only the 
wellbeing of the person living with ND, but the wellbeing of 
the care partner, and the strength of the systems meant to 
serve them. 
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DECREASING STIGMA 
For people most impacted by neurodegenerative disease, the disease is only a small part of their 
identity. Yet there is a tendency by others – online, in public, in the workplace, even by family and 
friends – to not be able to look past the disease and see the person. This can lead to many things, 
most significantly isolation and loneliness.  
 
Decreasing stigma of neurodegenerative diseases can have a 
broad, deep impact for people’s lives and our society. 
Improving how people are treated, how they live and feel, and 
how they work together for common good and understanding.  
 
 

 
 
WORKFORCE DEVELOPMENT AND EDUCATION 
Neurodegenerative diseases are complex. They may look like 
many other problems and be hard to diagnose. Their 
symptoms present differently in each person at each stage of 
disease, complicating navigation. And treating them requires a 
diverse team of providers across disciplines.  

Better help at the source – from those diagnosing, treating, 
guiding, gatekeeping, and educating – makes everything 
easier along the way.  

 
 
 
Eligibility 
 
Applicants must meet the following criteria: 

 
• 501(c)3 nonprofit in good standing 

• Currently serving people with ALS, Alzheimer’s disease and related dementias, 
Huntington’s disease, multiple sclerosis, or Parkinson’s disease and/or their care partners 

• Proposed project must be directly informed by people living with ND and/or care partners. 
They should be engaged early, often, and throughout the project to influence its design, 
delivery, and evaluation. 

 
  Preferred Eligibility 
   

We are hoping to build shared community around areas of common concern, driven by the points-
of-view of all people living with ND and care partners. In addition to the eligibility criteria stated 
above, they prefer projects that include these elements: 

 
• Aggregating – the project serves people from two or more ND communities 

 
Our intent is to expand the reach of programs to help foster a larger shared identity among 
neurodegenerative diseases and seek potential efficiencies in delivery. 
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• Health equity – the project includes activities that aim to reach those currently not 
receiving help and remove the barriers that have kept them isolated.  

 
Nonprofits should consider the make-up of their community, identified health disparities, 
and who they currently serve to determine where gaps exist. Activities should aim to “reach 
the unreachable” and offer a helping hand to those people to better access, use, and 
maintain services. 

 
Our intent is to elevate the voices of those less often heard and ensure all people have the same 
ability to access programs that support their quality-of-life, whatever that means to them.  
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Evaluating Solutions 
 
 

Alliances exist in neurodegenerative disease for advocacy and for research, but not for those 
issues that people most impacted by ND face day-to-day, right now. Issues that rob people of 
their time, money, energy, confidence, and connections and undermine their ability to 
live their lives fully in the ways that matter most to them.  

Good efforts to impact quality-of-life often face difficulties with evaluation – difficulty defining 
quality-of-life metrics, difficulty analyzing participant responses, and difficulty clearly 
communicating impact to donors.  

As a solution, Adira, in alliance with people living with ND, care partners, and professionals 
invested in ND care, have recommended those elements of time, money, energy, confidence, and 
connection as a standard set of measures to evaluate quality-of-life impact. Through this effort 
we aim to: 

• Lower the barrier to entry for organizations seeking to measure quality-of-life 

• Expand opportunities to test inventive ideas 

• Better incorporate person-driven accounts of impact 

• Improve technical assistance resources through a network of evaluators 

 

Discussion Highlights 

We heard from a grantee of Adira, the Mark Morris Dance Group, about their project Dance for 
PD. David Leventhal, the Program Director, describes the project and discusses quality-of-life 
evaluation in this recorded conversation.  

 

Link to Evaluating Solutions – Conversation with 

 

We were having trouble capturing that and 

turning it into an outcome that a neurologist 

would recognize. And Adira came along and 

said, no, we recognize the value of investing 

time in something that you love, that’s fun, 

that’s enjoyable. It gets you away from 

patient-dom and into humanity - that’s 

what I love about the time measure. 

- David Leventhal 

 
Congress participants discussed quality-of-life and shared their ideas on evaluation.  

Recording Summary 
 
• Dance for PD overview, 0:00 – 3:40 
• Time, money, energy, confidence, & 

connection, 3:40 – 7:20 
• Benefits of increased flexibility in 

reporting, 7:20 – 13:25 
• Problems with increased flexibility in 

reporting, 13:25 – 19:30 
• Person-driven metrics, 19:30 – 26:00 
• Technical assistance 26:00 – 31:30 
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We covered topics ranging from methods to apply a shared set of quality-of-life measures more 
broadly to policy affecting quality-of-life outcomes for ND communities.  

 
Overheard on Evaluating Solutions 

We have the measures and now we’re figuring out how to apply it. 
Let’s get a group of Six Sigma experts sitting at the table who are also health 
experts – bring the patients involved, the caregivers involved, and let’s see how 
we can come up with some things and become newly creative with ways of 
doing this. 

 
The Supreme Court made a decision, Olmstead, which is now the Olmstead 
Plan – and really the spirit of the ADA – and that’s allowing individuals to stay 
within their community and strengthening the community… they should not be 
forced to go into group homes or assisted living centers literally hundreds of 
miles from friends, family, community, simply because they have Huntington’s 
or MS. And states have put various measures in place for this already, so I 

think this is something we can build on. 

 
When you’re asking for people to quantify [quality-of-life], it’s really hard to do 
that. Sometimes the only way really is to ask, how was it before and how is it 
now? How did you feel before you started dancing? How do you feel now?  

That’s the only way we can quantify things sometimes because what it really 
does is it changes one’s outlook from one of hopelessness to one of having 

hope. I think that’s priceless. Even if it’s just for one song to be able to just dance in that song, 
or for my husband to just get on the horse one time. 

 

Delivering Solutions 
 
 

Adira’s model draws from programs that have successfully transformed care and services for 
people living with HIV, a condition that, like ND, is complex and chronic, has associated stigma, 
and requires navigating a significant number of health and associated support services. To 
transform care for ND, it is vital we adopt a tenet of those programs – the idea of “nothing about 
us without us.”  

Programs that are designed with people, not for people are better able to incorporate the wishes, 
desires, points-of-view, and language of people living with ND and care partners. Making 
stronger the design, implementation, and evaluation of programs meant to serve. To achieve the 
“nothing about us without us” promise for ND communities we suggest two things: 

• Speak with people living with ND and care partners early, often, and throughout the 
design, implementation, and evaluation of programs 

• Make efforts to reach the unreachable - people functioning outside of the systems they 
are very much a part of but who might not have the ability to access or navigate the help 
they need 
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Discussion Highlights 

We heard from Justin Kerley at Real Chemistry, a group leading healthcare innovation through 
data and artificial intelligence. He shared insights from a research initiative focused on 
identifying communication trends in language use on social media by people living with 
Alzheimer’s and other dementias and care partners compared with the language of providers. 

He described Real Chemistry’s efforts to elevate the voices of care partners and people living 
with diseases like Alzheimer’s, the gaps in communication their work has uncovered, solutions 
for closing these gaps, and the impact of speaking the same language on quality-of-life.  

 

Ultimately, for a successful visit say, to a doctor, 
it’s only as good as both parties walking away 
feeling like they know what happened in that room. 

 

How do you keep up with all the latest learnings, 
the latest needs? It’s so hard to do that. We’ve found 
there’s a greater need for continuing education – 
here are the best ways to address different 
situations, these are types of care partner support, 
and this is how you can communicate so that 
everyone is on an equal playing field. 

 
Congress participants joined the conversation, describing their experiences with program 
delivery and sharing ideas for solutions to better deliver programs to ND communities. 

 

Overheard on Delivering Solutions 

I find one of the biggest gaps between professionals and those of us in the 
community is the fact that they speak clinically, and we speak person-
centered. We speak about our person, we speak about our challenges, we 
speak about what we need – and they speak clinically. I think it’s a great 
disservice to our community.  

    

I started to think outside the box. One of the things we did was put a billboard 
up in Times Square, which actually really isn’t expensive (a lot of people think 
it really is expensive) And they wanted me to promote my organization, but 
instead I put people who had the disease up and let them describe how they 
feel with the disease, so they felt heard. And then I started getting a lot of 

people contacting me.   
  

The other aspect is being truthful. I have gone on so many goose chases 
because people just won’t tell me the truth about things. It just makes you go 
round and round and gets very frustrating when they could’ve just said ‘we 
know what you’re talking about, but this is not the place, here’s somewhere 
else.’ I think that’s part of the language sometimes, is being truthful to the 

patients or family.  

Communication Gaps 
 
• Describing symptoms, ex. agitation 

differently 
• Vagueness 
• Multiple terms for the same things 

cause confusion 
• Inconsistent language during and 

after diagnosis 
• Lack of expectation setting 
• Changing language and terms 
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Funding Solutions 
 

Alliance around delivering common solutions to 
neurodegenerative disease communities must 
extend to alliances around funding these 
common solutions. One population might be 
limited in their ability to pull donors in when it 
itself is unique, specific, and connecting 
primarily with audiences that naturally already 
care about helping them.  
As a larger, neurodegenerative disease 
community with greater universal reach, a 
broader range of donors can identify the 
opportunity to be a part of transformational 
change and see the impact of contributing their 
investment to solutions for common good.  

Together, Congress participants discussed 
strategies to secure financing around alliances 
to deliver better, shared solutions to people 
most impacted by neurodegenerative disease.  

 

Overheard on Funding Solutions  

A great approach to get funding from state level appropriations is 
joining collaborations that already exist. For example, many states have 
chronic care collaboratives with patient associations as members, and 
with similar or overlapping priorities they’re able to get budget 
allocations for services, tax credits, transportation, things like that 
coming from the state budget. We had a success story on one of our last 

calls here with a grantee of Adira, Colorado Chronic Care Collaborative. The senior lobby, 
though it doesn’t sound like a great fit for everyone who’s not a senior, but they work on 
similar issues that might overlap with chronic, or progressive diseases and disabilities.  

      
I was really thinking about how inspired we all are by our different 
stories and the voices that we’re bringing to the table in this situation. 
And it makes me really think about the power of our stories and how as 
we’re sharing our stories, that’s when people are really connecting to 
them – and that’s a piece I feel like donors and others connect with.  
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Key Insights 
 
 

The ND Congress delivered time, money, energy, confidence, and connections. 

We continued to strengthen our alliance of neurodegenerative disease communities and amplify 
the voices of those people most impacted by them, people living with diseases and care partners. 

With the Congress series behind us, we look forward to the next stage of action – where we hope 
you will join us, bringing forward your best strengths to impact care for common needs.  

See the Congress Series’ accompanying Blueprint for Action for more insights. 

 

Evaluating Solutions  
 

• Measure success based on things that matter most to people living with ND and care 
partners 

• Involve people living with ND and care partners in conversation early, often, and 
throughout the design and delivery of programs for better outcomes, driven from 
their points-of-view 

 

Delivering Solutions 
 

• Reduce isolation amongst individuals and professional organizations by identifying 
gaps in care for common needs and working together 

• Elevate the importance of communication and simple language. At the end of the 
interaction everyone should agree on what happened and know what to expect next 

 

Funding Solutions 

   

• Highlight the universality of the impact of neurodegenerative diseases as a group and 
the common issues they face to build alliance and attract donor interest from health-
adjacent groups 

• Show impact on specific issues to make the case for investment. Incorporate data and 
person-driven accounts of quality to demonstrate impact.  
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Stay Involved 
 
 
 
 

 
 
 

 
 
 

 
 
 

 
 
 

Email programs@adirafoundation.org with questions and comments. 
 
 
 
 
 

 

Comment on the report 

 

Align your strengths with the Blueprint for Action  

 

Advocate for a ND community or cause 

 

Donate your time or money 

mailto:programs@adirafoundation.org
http://www.adirafoundation.org/nd-congress/
http://www.adirafoundation.org/nd-congress/
http://www.adirafoundation.org/nd-congress/
http://www.adirafoundation.org/listening-events/pilot-nd-congress/
http://www.adirafoundation.org/listening-events/pilot-nd-congress/
http://www.adirafoundation.org/join/shape-change-for-nd/
http://www.adirafoundation.org/join/shape-change-for-nd/
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Thank You Congress Sponsors 
 
 
 

Thank you to our ND Congress Corporate Sponsors for their commitment to people living with 
neurodegenerative disease and care partners. 
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