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Project Details 
Grants Program: Fall 2020 Pervasive Needs Grants 

Organization Name: Family Caregiver Alliance (FCA) 

Project Title: Enhanced Neurodegenerative Disease Caregiver Support: A Three-
Pronged Approach 

Project Summary: Our three-pronged approach will deliver enhanced and expanded 
wraparound services to neurodegenerative disease (ND) caregivers through (1) 
Listening Sessions, (2) education, (3) and direct support. This project will address the 
three Pervasive Needs Grant Program Focus Area priorities - caregiver mental health, 
care coordination and management, and community resource sharing. 

 
“I think you've done a wonderful job, talking about most of the major aspects of 
caregiving for someone with PD. I was especially impressed with how deep the 
resources are that you've included as well as the progression from diagnosis to late-
stage PD caregiving…This project will be a wonderful source of support for PD 
caregivers. Again, great work by all involved.”  

- Steven Russell, Stanford Parkinson's Community Outreach Program 

Project Retrospective 
Summary of Project Objectives 

• Host at least 3 Listening Sessions with ND caregivers. Collaborate with 
community organization partners to recruit for Listening Sessions, inform ND 
community needs, and connect ND caregivers to curriculum.  

• Create a video-based curriculum with short, targeted education topics which can 
be self-led and integrated into Caregiver Action Plans. The curriculum will 
include videos for the Adira targeted caregiver communities and resources that 
are printable/accessible. (Modified in June 2021) 

• Deliver direct services to ND caregivers including individualized assessment, 
creation of Caregiver Action Plan, and service grants (respite, therapeutic 
counseling) based on caregiver need.   

Obstacles 

• As mentioned in our mid-year report, our team faced difficulties connecting with 

two local disease specific organizations who represent the amyotrophic lateral 

sclerosis (ALS) and multiple sclerosis (MS) communities. After some persistence 

and help from I AM ALS, we were eventually able to connect with the ALS 

Association Golden West Chapter. Ultimately, leadership staff members at the 

state chapter level served as the subject matter experts (SME) who reviewed the 



ALS caregiver video script. While our initial plan was to partner with the National 

MS Society Northern California chapter for this project, they remained 

unresponsive. Instead, we reached out to a highly regarded gerontologist who 

lives with MS and has used the services of the Oregon MS Society. She graciously 

agreed to be the SME for the MS caregiver video script.  

• Another obstacle was securing caregivers who were open to participating in in-

person videotape and photo sessions during a surge in the pandemic (late 2021 – 

early 2022). With the help of local community organizations and from FCA’s 

clients, we were able to include at least two caregivers for each of the four videos. 

Our success was also due to the determination of the caregivers to share their 

experiences. Our video team worked tirelessly to ensure the health and safety of 

everyone involved and were all vaccinated, boosted, outfitted in PPE, and 

followed recommended safety protocols. Caregivers were also required to be 

vaccinated as part of the eligibility to participate. Our team was flexible while 

planning the in-person sessions to ensure caregivers were comfortable (e.g., 

completing interviews outside instead of in the home, including other family 

members). 

• Because we pivoted mid-way through the project, the project timeline took longer 

than originally proposed. Our team’s dedication to offering high-quality 

resources resulted in the request of a no cost extension for the grant, which we 

were grateful to receive. 

Accomplishments 

• The project successfully addressed the three Pervasive Needs Grant Program 
Focus Area priorities of caregiver mental health, care coordination and 
management, and community resource sharing.  

• Feedback received during the Listening Session portion of the project informed 
our decision to redesign the proposed written educational curriculum to a 4-part 
educational video series to shed light on caregiving for someone living with ND. 
We also wanted families and professionals working with ND communities to have 
information beyond the videos, so we created accompanying fact sheets and 
resource guides that can be printed and easily shared.   

• During the creation of the videos and accompanying resources, we convened an 
incredible team consisting of caregivers, care receivers, ND professionals at local 
hospitals and community-based organizations, and a video team (including a 
videographer/producer, photographers, sound tech, narrator, coordinator) who 
all voiced their excitement in bringing this idea to life. With more caregiver 
interview footage than we could include in the videos, we are considering other 
ways to share this important information.   

• Finally, our team helped raise awareness for ND conditions that don’t always get 
their due attention. During the listening portion of our project we heard from 
caregivers and professionals who shared their enthusiasm for this project and 
who seldom hear about tools and resources being developed for these NDs 
communities.  



Project Evaluation 
Reach 

Who did the project reach? How, when, and where did we reach them? 

During the listening portion of the project, our team completed 7 key informant 
interviews with Subject Matter Expert (SME) professionals representing the five ND 
communities. The interviews were scheduled for 30 minutes and conducted over Zoom. 
In March, the team facilitated 4 Listening Sessions with 21 SME ND caregivers 
representing the five ND communities. Each session lasted 75 minutes and was held 
over Zoom. Recruitment for these sessions included creation of a flyer and sharing it 
with our community of caregivers, utilizing social media, and including session 
information in our organization’s newsletter, Connections. The project team also 
reached out to ND professionals who shared session information with their networks. 
Interested caregivers completed an application through SurveyMonkey. We then 
selected caregivers from those who responded with an aim toward creating a diverse and 
representative group.  Sessions were offered at different times of day, including evening 
time, and on different days of the week to accommodate caregiver schedules. Gift cards 
were purchased and distributed to participating SME ND caregivers. 

During the period of Fall 2021 to Spring 2022, 9 ND family caregivers participated in 
the video education portion of the project. Of these 9 caregivers, 8 completed 
videotaped interviews and 4 participated in photography sessions with the person they 
care for. Interviews and photography sessions were completed wherever the caregivers 
were comfortable, either at their home or a nearby location. We focused our outreach 
efforts based on what was learned while recruiting caregivers for the Listening Sessions. 
We created a flyer and shared it with our community of caregivers, our community 
partners, and on social media. We also learned caregivers were more likely to participate 
if they were individually contacted by a social worker or staff that they already knew and 
trusted. 

Since the beginning of the project period, direct caregiver support services have been 
offered to Bay Area ND caregivers by email, phone, and Zoom. Between January 1, 2021 
and May 31, 2022, 481 ND caregivers received individualized assessment with long-
term care planning, 978 ND caregivers received family consultation, and 367 ND 
caregivers received a service grant (e.g., respite, individual counseling, legal 
consultation, and supplemental). Of those ND caregivers who received a service grant, 
19 received a grant directly from Adira funding (5 caregivers received an individual 
counseling grant and 14 received a respite grant).  

When caregiver information is collected, it is entered into FCA’s e-record system and 
service portal, CareNav™.  Aggregate data reports from the system provides information 
about the needs and interests of clients served for use in service delivery and can 
highlight trends e.g., use of technology, impact of COVID-19 SIP (shelter in place) 
orders on counseling requests, and similar.   

Did the point of view of people affected by ND drive each step of the project? 

Upon completion of the listening portion of the project where we heard from people 
personally and professionally affected by ND, our team worked collaboratively to 
determine the best way for FCA to offer education in response to direct stakeholder 
input. A common request from caregivers was the need for more “just-in-time” 
information that would be available at any time of day. We determined the best path 
forward would be to pivot from a traditional class-based curriculum to a video-based 



curriculum where caregivers could access information when they needed it. We 
purposefully made the videos shorter in length (all are around 20 minutes) based on 
caregiver feedback and after completion of an environmental scan where we saw a gap 
in resources available at this length. 

Outputs 

What tangible products or commodities have been developed as components of the 
project? 

The project team developed multiple tangible products. During the first part of the 
project, 2 interview guides were created, one for the key informant interviews and one 
for the Listening Sessions. Our team also compiled the feedback received from SME 
professionals and caregivers and integrated it into a table to compare priorities and 
inform the project moving forward.  

During the second half of the project the team created a 4-part educational video series 
for family caregivers caring for someone living with ALS, Huntington’s, MS, and 
Parkinson’s disease. While completing an environmental scan of available caregiver 
education, we observed there was an ample amount of resources for caregivers with 
Alzheimer’s disease and related dementias, but far fewer available for the other four ND 
communities. A strategic decision was made to use our resources to create videos for 
those NDs that are less represented. The ‘You’re Not Alone’ videos are available to view 
on FCA’s YouTube channel and on our website, www.caregiver.org. Each video is 
accompanied by a new fact sheet and Caregiver Resource Guide. 

Impact 

Why does this project matter? 

Most family member or friend caregivers are ill-prepared for their role to care. They 
often assume physical, emotional and social support responsibilities with little or no 
training or education. Feeling unprepared for this role can be associated with fear, 
anxiety, stress, and uncertainty. Research shows that family members who provide care 
to individuals with chronic or disabling conditions are themselves at risk. Emotional, 
mental, and physical health problems arise from complex caregiving situations and the 
strains of caring for frail or disabled relatives.  

By increasing knowledge about the condition or disease, shining a light on the 
caregiving environment, and providing access to resources specific to their need, we 
sought to contribute to each caregiver’s sense of self-confidence, control over their 
environment, and ability to plan with a goal towards helping a caregiver experience a 
greater sense of well-being.  

In Enhanced ND Caregiver Support: A Three-Pronged Approach, we based our 
approach – that of soliciting caregiver input to provide informed action, delivering 
caregiver education in an approachable and easy to access format, and providing 
wraparound customized information and support – on what we have learned matters 
most to caregivers.  

At the time this report was written, the video series has received over 600 views and 12 
likes on YouTube. Our Communications team has developed a promotional plan to 
highlight individual videos throughout the month of July and in the near future will 
include pop up surveys on the FCA website to receive feedback from viewers.  



We believe our project made impacts on caregiver time, confidence, and connection. In 
regard to time, the new video series and accompanying resources are designed to offer 
an organized, streamlined guide where caregivers can find support and save time 
searching on their own. The resources also offer a universal care plan to follow, 
including where to look for information, legal and financial considerations, where and 
how to find emotional support, respite care information, what types of healthcare 
professionals to seek and more.  

The project also made an impact on confidence for both systems and individuals. FCA is 
a trusted organization with over 40 years of expertise supporting family caregivers. 
These new resources offer a professionally vetted, reliable tool that other providers can 
easily share with their patients, clients, and families free of charge. We believe these 
resources also offer validation to the caregiving experience and document how complex 
caregiving for someone with an ND can be. These tools are easy to share with family and 
friends who may not fully understand the scope of caregiving for someone living with an 
ND.  

The ‘You’re Not Alone’ messaging supports connection by relaying to caregivers that 
they are not on their own in this journey. The resources provide information for how 
caregivers can connect to more support within their own communities. In addition to 
this project bringing peer organizations together, the resources also offer caregivers and 
people living with ND a tool to share information with others, which we hope will 
cultivate more conversations with family and friends. 

Throughout the project the three Pervasive Needs Grant Program Focus Area priorities 
were addressed. Caregiver mental health was addressed in the video series, through 
individualized assessment, family consultation, individual counseling, and enhanced 
targeted respite. Caregivers who participated in assessment and family consultation also 
received care coordination and management through long-term care planning. The 
video series is a tool for caregivers to highlight and streamline relevant services available 
to them. Community resource sharing was addressed by sharing the videos and 
accompanying resources with our community partners and SME professionals and 
caregivers. These resources are also available for free online on our website and 
YouTube for others to access and share.  

Maintenance 

Did the project increase services and strengthen the network of organizations 
providing high-quality support? 

This project had a direct impact on services for family caregivers provided by FCA. 
Hosting multiple Listening Sessions in 2021 allowed staff to be directly informed by 
caregivers, to hear caregiver priorities, and what caregivers want to see more of. This 
feedback was used as the underpinning for the development of the videos, and we 
intentionally incorporated feedback into the design. The video series and accompanying 
resources were designed to be used by key organizations serving these ND conditions, 
including at FCA. They will be an ongoing resource that is easy to use, easy to share, and 
always available.  

Summary of Expended Funds 

All funds were expended and Adira Foundation funds helped to leverage additional 
funds to support the successful completion of this project. See final financial report for 
details.   


