
 

 
 

 

Demonstration Project, Interim Report 

Project Details 
Grants Program: Demonstration Project 

Organization Name: VirginiaNavigator Family of Websites 

Project Title: Network Map and Resource Navigation 

Project Summary: The purpose of this project is to develop a network map and 
resource database for support programs and services available to residents of Virginia 
living with Alzheimer’s, ALS, Huntington’s, multiple sclerosis, Parkinson’s, and their 
caregivers. The project will include a process for involving the perspectives and opinions 
of ND community leaders, individuals living with a ND, and their caregivers in the 
design and implementation of the network map. The development of widgets for 
deployment on community partner websites will increase awareness of the network map 
tool. 

Project Evaluation 
Reach 

Answer the following questions: 

• Who has your project reached so far? 

Except for the co-led “Share Your Voice: Navigating Neurodegenerative Disease in 
Virginia”, most of the deliverables of this project consisted of “back-end” work that will 
lead to better tools and resources for people with neurodegenerative diseases (ND) and 
their families and caregivers.  The project activities were as follows: 

1.  ND Data Integration, audit, and certification: 

a. Our data team cross-referenced our VirginiaNavigator dataset with Adira’s 
ND Network Map dataset, collaborating to create a patient and caregiver 
support program dataset 

b. The VN team created appropriate organization, taxonomy (program 
types/keyword workbook) and listing details and ensured the ability to 
share data with Adira in a digestible format.  VN provided the first data set 
to Adira in February 2021, with 274 ND-related programs and services. 
VN had contact with these service providers during data set verification 
and creation. 

2. Interface with Key Partners and Organizations that Serve Individuals 
with ND and with the ND Patient and Caregiver 
Community/Application to the Creation of Tools 

a. Considering the pandemic and limited face-to-face opportunities to 
connect, the VN team produced an extensive electronic survey to gauge 
where ND 



 

 
 

 

 

b.  patients and caregivers turn for assistance and what their needs are.  The 
survey was promoted widely by VN and we had 78 respondents. 

 

c. The VN team did in-depth analyses of the survey results and utilized them 
in widget creation and insights for the convening.   

 

d. VN co-led the “Share Your Voice: Navigating Neurodegenerative 
Disease in Virginia” convening on July 13, 2021.  The forum included 3 
breakout sessions, two of them led by VN staff with Care Partners and 
Professionals.  The VN team also led discussions around widgets and other 
tools.  VN assisted with convening recruitment, signing up 21 participants, 
with 14 attending. 

• How did you reach them? 

• When did you reach them? 

• Where did you reach them? 

We reached both ND patients, their families/caregivers 
and service providers in a variety of ways.  In addition 
to the direct contact we had with service providers 
during our data work, we also utilized our internal 
email lists to do email blasts, which went to both our e-
Quicktip listserv, as well as other listservs.  We also 
reached out to our 700+ navigator centers to build 
awareness.  This included customized emails from our 
Community Team to contacts out in their 
communities, building on existing relationships and 
connections.   We also distributed information via our 
social media channels (Facebook, Twitter, and 
Instagram), using specific social media posts that were 
aligned with Adira.  We also leveraged targeting to find 
our audience on Facebook, resulting in a robust survey 
and convening response. (Picture of one Facebook ad 
included) 

We also added articles to our websites to promote the 
survey and convening.  We also featured stories in our 

Compass Newsletter.   

Outputs 

Answer the following questions: 

• Have any tangible products been created as part of the project? 



 

 
 

There have been several tangible products/tools created as part of this project and/or 
there will be when they are finalized.   

 

 

 

1.  A dataset of programs and services centered around ND 

2.  Data from a survey of 78 ND patients and their caregivers and data from 
transcripts of the convening, woven together  

3.  A portable widget, designed to provide those most impacted by ND with easy 
access to key programs and services to meet their needs (IN PROGRESS, to be 
finalized by end of October) 

Project Retrospective 
Areas of Success 

Provide a brief narrative or bullet-point list of the top 2-4 highlights / successes of the 
project so far: 

Through a collaborative approach, VirginiaNavigator worked with the Adira Foundation 
to develop a prototype and replicable model that: 

• Created a resource database of support programs and services for people with 
Alzheimer’s and related dementias, ALS, Huntington’s, MS, Parkinson’s and their 
families and care partners 

• We engaged directly with ND stakeholders to validate our work and Adira’s, 
ensuring what we were building would meet their needs now and in the future 

• We helped start the process of identifying community partners to use and 
promote the network map tool and the widget 

• We have started a framework and built a relationship as partners that has great 
potential to be replicated beyond Virginia 

 

Obstacles Identified 

Provide a brief narrative or bullet-point list of the top 1-3 obstacles identified during the 
project so far 

• One obstacle in this project was the pandemic, which made it more difficult to 
connect with ND stakeholders and PMI by ND.  We were able to pivot in several 
different ways, with the survey and convening, to glean the information we 
needed to be effective. 

• A second obstacle was the project being more resource intensive than we had 
expected when we put our proposal and budget together.  This is not uncommon 
for small non-profit organizations, especially when working with a new 
foundation for the first time.  With a goal to be more accurate with anticipated 



 

 
 

allocation of resources in the future, we would pull more of our colleagues in to 
discuss the planned project in detail and help us breakdown each project task 
down and get more realistic estimates, so we can staff up appropriately.  


	Demonstration Project, Interim Report
	Project Details
	Project Evaluation
	Project Retrospective

