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Evaluation Specialists employed strategic measurement and evaluation (M&E) including: 
• Information gathering and data collection
• Development of an HFC M&E framework 
• Establishment of organizational and programmatic theories of change  
• Development of KPIs and an assessment strategy for evaluation of HFC anchor 

programs
• Survey development 
• Written data collection, analysis, and reporting

In total, 240 caregivers and 121 support group participants were surveyed. Response rates 
were 29% among HFC care grant recipients and 57% among support group participants, 
indicating an investment in the programming and its growth. 
HFC is grateful to our partner, Home Instead, for their tremendous commitment to serving 
families impacted by Alzheimer’s, for giving caregivers a platform for feedback, and their 
ongoing support of our caregiver support programs. 

ProcessIntroduction
HFC aims to support family caregivers throughout their experience of Alzheimer’s and related 
dementias (ADRD) by providing free and tailored services focused on emotional support, 
respite, skillbuilding, coaching, and brain health education. 

Two of HFC’s most robust ongoing care programs are our Alzheimer’s and Dementia Care 
Grant Relief program, which provides free, professional respite to families caring for loved 
ones with ADRD; and our online Caregiver Support Groups, which are facilitated by licensed 
social workers and provide a safe, virtual space with opportunities to connect, learn, share, 
laugh, and build relationships. 

HFC is the only national non-profit organization that offers full-service grants for lengthy 
sessions of respite care. Ranging from three to six months, HFC grants, in partnership with 
Home Instead, place professional caregivers in the home, giving family caregivers time off 
for self-care, essential tasks, and critical social connection. 

HFC’s online support groups bring together an intergenerational cohort of participants at 
different stages in their caregiving trajectories. These groups are a rich source of shared 
knowledge and learning. By improving the caregiver’s quality of life, the quality of patient care 
is also elevated, benefiting everyone involved.

In 2020, HFC engaged in a strategic planning process to ensure we continue to have a 
critical impact in changing the trajectory of ADRD. One of four strategic priorities to result 
from this plan was to transform the caregiving experience for young people and 
families impacted by ADRD, increasing their well-being and helping them thrive.

Thus, HFC established a robust measurement and evaluation (M&E) strategy to 
ensure the foundation of our programming was sound and effective, in order to 
scale - and eventually transform - the caregiving experience for young people. 
Because a person caring for a family member with dementia is more likely than their 
peers to also get dementia, and because research shows that dementia begins in 
the brain many years before the onset of symptoms, we also set out to explore our 
participants’ knowledge of and interest in their own brain health, in order to provide 
the most impactful resources and programming. 

We engaged a research partner, Evaluation Specialists, to complete an impact 
study on HFC’s programs, focusing on caregivers and establishing a M&E strategy to 
move us to and beyond the goals of our strategic plan. 

https://www.homeinstead.com
https://evaluationspecialists.com/
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Care 
Grant  

Diagnosis

Survey participants were from 32 U.S. states and 3 Canadian Provinces

Survey participants were from 25 U.S. states and 4 Canadian Provinces

Support 
Group  

Diagnosis

240 

Caregivers who received 
HFC care grants from 2014 

to 2020

121 

121 support group 
participants since 2018

Respondent Demographics
Support Group Participants

Gender

Language

Race

Employment

Care for a

Age

Care Grant Recipients

85%
Identified  
as female 

Consider English 
to be their primary 
language

Identified as
White: 68%
Black: 18%
Latinx:  9% 
Asian:  8% 

Retired: 38% 
Full time: 22% 
Unemployed: 22%

Parent: 60%
Spouse: 36%

Over 60: 56%
50-59: 24%
Under 49: 20%

95%

89%
Identified  
as female 

Full-time: 40%
Retired: 20%
Self-Employed: 15%

Parent: 64%
Spouse: 33%

Consider English 
to be their primary 
language97%

Identified as
White: 89%
Asian:  6% 
Latinx:  4% 
Black: 3%
Native American: 1%

Over 70: 14%
50-69: 42% 
30-49: 34%
Under 30: 10% 



Improving Quality of Care: 
Most caregivers consider the HFC care grants helpful in improving the quality of care 
they delivered to their care recipient. When caregivers were asked to reflect on a time 
when respite care was especially helpful to them, a common theme was that taking 
time for themselves helped them provide the best possible care to their loved ones.

85% of caregivers said the care grant was “helpful,” “very helpful,” or “extremely helpful” in 
providing the care their care recipient needs and being present and patient.

Caregivers “agreed” or “strongly agreed” 
the respite time helped them feel more 
prepared to continue caregiving:

85% 
felt more emotionally 

prepared

86% 
felt more physically 

prepared

HFC Care Grants: 
1.   Help Caregivers Meet Important Needs
2.  Improve the Lives of Caregivers
3.  Improve the Quality of Care Provided by Caregivers

HFC Care Grants

Meeting Needs: 
Most caregivers used the respite time to take care of personal daily activities, manage 
the stress associated with caregiving, and attend to their own medical and financial 
needs. 

85% of caregivers said the care grant was “helpful,” “very 
helpful,” or “extremely helpful” at meeting their needs.

Improving Lives: 
Many caregivers mentioned how the respite care provided them with “some time 
to myself to decompress,” “a sense of my own ‘me’ time,” and time “to stop and 
breathe.” Many caregivers shared that the respite grant allowed them to leave the 
house, knowing the person they care for was safe while they were away. Caregivers 
frequently shared that the care grant helped them attend to their own personal 
needs, such as going to doctor’s appointments and taking care of their own health. 
Finally, several caregivers said the respite care made them feel supported. 

79% 
reported feeling more positive 
about their role as caregivers.91% 

of caregivers said the respite time 
helped them manage their stress. 

Key FindingsKey Findings
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The application was thorough and addressed the right questions and concerns. It 
made me do a fair bit of soul searching, which let me know the people asking the 
questions weren’t just an organization or charity, this was personal to them, and they 
knew what it’s like to care for someone with dementia and wanted to help.”

Every time a caretaker would come to my house, a huge weight would lift off my 
shoulders. Not only did I get to attend to my kids and other needs, but I also got to 
take a step back and appreciate my mother. I could sit and be with her. It was like 
I could take a different position. One of love and care and not just be stressed out 
about what she needs next.”



HFC Support Groups: 
1. Help Caregivers Engage in Self-Care and to Feel More Emotionally and 

Physically Prepared to Continue Caregiving  
2. Improve the Quality of Care Provided by Caregivers

HFC Support Groups

Enabling Self-Care: 

Thanks to HFC Support Groups, caregivers: 
• Feel less lonely and isolated

• Learn from others who have had similar experiences

• Enjoy a safe space to debrief and vent without judgment 

• Value having a skilled facilitator

75%
of caregivers said the 
support groups were 

“helpful,” “very helpful,” 
or “extremely helpful” at 
helping them engage in 

self-care

85% 
of caregivers said the 
support group helped 
improve their overall 

well-being

79% 
said the group helped 
to manage the stress 

of caregiving

75%
 reported feeling 

more positive about 
being a caregiver

Improving Quality of Care: 
78%-80% 
of caregivers said the 
support groups were 

“helpful,” “very helpful,” 
or “extremely helpful” 

in learning both how to 
provide better care and 

about Alzheimer’s or other 
dementia

74% 
said it helped them be 
present, patient, and 

provide the care their care 
recipient needed. 

Caregivers “agreed” or “strongly agreed” 
the support groups helped them feel 

more prepared to continue caregiving:

62% 
felt more 
physically 
prepared

79% 
felt more 

emotionally 
prepared
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Key Findings

The support group is set up so 
professionally. Our psychologist was 
incredible, there was a judgment-
free zone, and all my emotions were 
welcome. I was able to come there 
just as I was; I didn’t have to achieve  
anything or come up with anything.”

It’s the sense of connection that you 
share with other individuals dealing 
with this disease. There is an unspoken 
understanding that just in itself makes 
everything feel like it’s going to be ok that 
you don’t get from people not directly 
dealing with this disease. It is also just so 
freeing to be able to just cry and know 
that everyone understands.” 

Carving out a time to talk about 
Alzheimer’s has moved me to 
a more accepting place, and 
it’s extremely helpful to have a 
container for these emotions - a 
dedicated time and space to 
process  these feelings.”

Talking about our experiences with 
the knowledge that the group is 
understanding and empathetic, 
and facing similar challenges, is 
invaluable. It is hard to find people 
who are going through the same 
thing. This group makes me feel 
less isolated, less desperate, less 
crazy, and more normal.”

Having specific advice from 
people in a similar situation 
whose parents are farther 
along has been invaluable. It has 
helped me prepare for situations 
and manage obstacles every 
caregiver seems to face.”

This has been the single greatest 
source of support, comfort, 
connection, and a check-in with 
my sanity. This feels incredibly 
isolating, especially in your 20s, but 
I’m not alone. I don’t wish anyone this 
experience, but I’m so happy there 
are others I can share with and learn 
from who are in similar situations.”



Caregivers demonstrated the greatest need for further education in 
the connection between brain health and hearing and dental care, 

followed by high cholesterol, diabetes, and a sedentary lifestyle. 

Over 90%
of care grant recipients

and 98%
of support group participants

worry about developing Alzheimer’s 
or other forms of dementia.

The majority of caregivers are interested in 
learning how they can reduce their own risk.

Brain Health
While the feedback we received was overwhelmingly positive and confirms our beliefs 
that respite and support are critical for family caregivers who often have never or 
very rarely get a break from providing care, we were also pleased to learn how HFC 
can provide even more effective support to our care grant recipients and support 
group members. Specifically, we learned that caregivers would like additional and 
improved communications throughout the application and enrollment process for more 
transparency around program logistics. Caregivers are also interested in receiving 
additional resources such as coaching, mentoring, and disease education as part of the 
programs. Provider knowledge and experience with Alzheimer’s disease and dementia 
specifically, ranked high as meaningful and important among respondents, for both the 
care grant and support group programs. Other suggestions for improvement included 
considering geographically-based support groups so participants could more easily 
engage outside of the groups, additional flexibility for use of care grant hours, and 
increased bilingual service delivery. HFC will be looking at ways to incorporate these 
learnings moving forward.

Potential Future Program Expansion:
• Caregiving coaching: one-on-one support to family caregivers and help them 

understand their options and build caregiving skills
• Caregiving peer mentoring: support from someone who has experienced similar 

challenges and situations - to provide you with additional support and guidance 
along your journey

• Resource counseling (case management): individualized support to identify 
resources specific to your caregiving needs

• Caregiving education: workshops, webinars, written or online materials, specific to 
Alzheimer’s caregiving skills and/or caregiver wellness information

• Disease education: materials that explain Alzheimer’s disease or other forms of 
dementia
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Key Findings



HFC’s vision is to change the trajectory of Alzheimer’s and dementia by providing critical 
support to families impacted by the disease and empowering people with the tools, 
knowledge, and skills to take care of their brain health. Through our signature caregiving 
programs, our goal is to help caregivers manage their well-being over time; be informed and 
well-prepared to provide care throughout the stages of Alzheimer’s disease; and provide the 
supportive space for caregivers to connect, share, and give back. Building on the invaluable 
feedback we received from the survey and HFCs three-year strategic plan, HFC aims to 
ensure that caregivers feel supported, are informed, and find community by:

• Increasing the types of support available to caregivers, such as coaching;
• Increasing social connection within the context of a very isolating disease;
• Creating community with other caregivers with similar circumstances;
• Decreasing feelings of depression, stress, and anxiety related to caregiving;
• Teaching self-care strategies; 
• Providing brain health education and prevention resources; and
• Engaging more caregivers disproportionately affected by ADRD.

HFC remains committed to scaling our growth by focusing on and engaging young people, 
an under-represented and often overlooked group in the Alzheimer’s space. We will continue 
to grow our reputation and expand offerings as we create a social movement designed to 
destigmatize Alzheimer’s and other dementias and educate the public about the importance 
of living a brain healthy life.

Conclusion

About HFC:
Founded in 2012 by Seth Rogen and 

Lauren Miller Rogen, HFC is a national 
non-profit on a mission to care for 

families impacted by Alzheimer’s 
disease, inspire the next generation of 

Alzheimer’s advocates, and be a leader 
in brain health research and education.
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@WeAreHFC  
 

wearehfc.org

HFC
9301 Wilshire Boulevard, Suite 507

Beverly Hills, CA 90210




