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Project Objectives and Achievements
This section provides a summary of the project objectives, accomplishments, and changes made to
achieve them.

We launched I AM ALS Navigation in July 2020 and the Peer Support Initiative in October 2020
after developing both programs with direct input from people impacted by ALS across the
United States. As 2021 was the first full year for both programs, we committed to expanding
the scope and reach of them, while maintaining the high quality of service provided. Our goals
included:

● Increase the number of people supported through Navigation and the Peer Support
Initiative

● Collaborate with ALS community organizations and reduce the information seeking and
outreach burden on ALS families by facilitating introductions to helpful resources

● Regularly train peer mentors to provide unique support to people impacted by ALS
through the Peer Support Initiative

● Involve people impacted by ALS in the design and development of the Caregivers
Platform

● Identify and implement appropriate e�orts to engage and connect with underserved
populations impacted by ALS.

A full list of the goals are included in Appendix A.

We served 446 new clients impacted by ALS through Navigation, which is a 203% increase
from 2020 (n=147). Of the 446 people served through Navigation, 28% (n=126) requested a peer
mentor through the Peer Support Initiative. This was significant as we did not receive any
requests for a peer mentor after the program launched in 2020. Additionally, the number of
people interested in becoming mentors grew by 293% from 27 in 2020 to 106 in 2021. We
o�ered two training sessions per month for mentors, one during the day and one in the
evening to ensure flexibility. While we initially o�ered pre-scheduled training sessions for
mentees, we altered our approach to providing trainings on a rolling basis for mentees in an
e�ort to connect them to support as soon as possible.

We facilitated 403 referrals to other organizations for 35% of Navigation clients, which
resulted in increased awareness and utilization of existing community resources, and
reduction in the information seeking and outreach burden on clients.

In an e�ort to address another burden related to home healthcare, we initially proposed
creating a database of paid caregivers with experience in ALS or related neurodegenerative
diseases, with the goal of making it easier for people to find appropriate home healthcare
support. We engaged in a series of stakeholder interviews and focus groups to 1) understand
the most critical non-medical concerns of people who care for someone with ALS, 2) identify
the challenges in accessing and utilizing home health care, and 3) determine the value of a
platform with independent caregivers with experience in ALS or related neurodegenerative
diseases. Participants in both the interviews and focus groups seemed to be conflicted with
regards to their preference for an independent caregiver versus a home healthcare agency due
to reliability, training and a�ordability related to both. As such, we pivoted our strategy from
creating an external-facing platform to crowdsourcing caregiver recommendations from the
community to create an internal database that our Navigation team could utilize to better
support clients. We are collecting information about independent caregivers and agencies
through the Recommend a Caregiver form. Results of the interviews and focus groups are
included in the evaluation section below.
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With regard to engaging and supporting underserved populations impacted by ALS, we entered
2021 with an educated hypothesis that Black, Brown and Indigenous people of color (BBIPOC)
and those who are geographically distanced from ALS clinics are more likely to experience
care and support deficits than White people and those who live in metropolitan areas and
near an ALS clinic. These communities have a historical and current experience of a lack of
access to support services, care and healthcare information. Recognizing that this is a broad
and diverse group which may require a variety of tailored solutions, we narrowed our initial
focus to two specific populations: Black and African American people impacted by ALS and
people who live in cities that are far from an ALS clinic or neurological care.

We launched a series of listening sessions with Black and African Americans to learn more
about their experiences with ALS. The listening sessions shaped action steps, including the
creation of the Many Shades of ALS Community Team , whose mission is to bring attention to
and provide resources for the mental, physical and social health of people of color living with
and impacted by ALS. We also used US Census data to learn about the demographics of
people in the deserts of ALS care, including race, sex and age. Deserts of ALS care refer to
cities with a population of more than 30,000 people and that is more than a 90-minute drive
or 200 miles from an ALS clinic.

We have developed thoughtful strategies to create and distribute tailored resources to our
priority populations, including but not limited to relationship building with ALS clinics,
neurology clinics and local community organizations in these areas, and the creation of an
Outreach Advocate program that will train people from our priority populations to become
ALS advocates in the deserts of care to help us learn about these communities and to
increase awareness of ALS support and resources.

Project Evaluation
This report includes data from January 1st through December 31st, 2021.

Reach
This section aims to answer who this project has reached, as well as how, when and where we reached
them.

As mentioned above, we served 446 people through the Navigation program in 2021, including
126 people who requested a peer mentor through the Peer Support Initiative. In addition to
new clients in 2021, the Navigation team continued to support more than 100 clients who
contacted I AM ALS in 2020. Table 1 below presents the number of new and active clients
through I AM ALS Navigation and the Peer Support Initiative.

Table 1: I AM ALS Navigation and Peer Support Initiative New and Active Clients

Month
New Clients
- Navigation

New Clients -
Peer Mentees

Total Active Clients

January 18 5 135

February 23 9 158

March 39 21 182

April 32 12 202

May 27 7 230

June 29 14 257
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July 40 15 289

August 24 6 316

September 21 14 336

October 23 9 358

November 23 7 380

December 21 7 401

Total 320 126 401

About Navigation Clients
The majority (50%) of I AM ALS Navigation clients contacted us through our online intake
form, while 21% and 11% contacted us via email and phone respectively. An additional 1%
contacted us through live chat on our website.

While many clients (34%) identified as people living with ALS, the majority were either primary
caregivers (18%) or loved ones (39%) of someone living with ALS. Table 2 presents all clients’
connection to ALS. Two percent of clients identified as veterans with ALS, and an additional
2% reported that they were spouses of a veteran with ALS, while 62% noted that they were
neither. Thirty-eight percent of clients identified as being between the ages of 40 and 59,
while 32% indicated they were 60 years of age or older. Additionally, while 39% of clients
identified as female and 18% identified as male, 43% chose not to self identify. Table 3
presents the age ranges of Navigation clients.

The majority of clients who contacted I AM ALS Navigation identified as White or Caucasian
(53%), while 4% identified as Hispanic/Latinx, 3% identified as Black or African/American, and
2% identified as Asian. Table 4 presents clients’ race or ethnicity.

Table 2: I AM ALS Navigation Clients’ Connection to ALS

Connection to ALS Percent

I have been diagnosed with ALS 34%

I may have ALS 1%

I am the primary caregiver for a loved one with ALS 18%

I am a loved one of someone diagnosed with ALS 39%

I lost someone diagnosed with ALS 4%

Other 0%

No response 4%

Table 3: I AM ALS Navigation Clients’ Age Range

Age Percent

18-29 6%

30-39 13%
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40-49 14%

50-59 24%

60-69 20%

70-79 10%

80+ 2%

Table 4: I AM ALS Navigation Clients’ Race or Ethnicity

Race/Ethnicity Percent

White 53%

No response 34%

Hispanic/Latinx 4%

Other 2%

Prefer not to respond 1%

Black 3%

Asian 2%

Pacific Islander 0%

Multi-ethnic 1%

Many clients learned about I AM ALS Navigation through an online search engine (19%) and
social media (18%). However, some clients also heard about Navigation through another person
a�ected by ALS (6%), another ALS organization (5%), and ALS clinics (4%). Table 5 presents all
the ways in which clients learned about Navigation.

In an e�ort to increase awareness and utilization of Navigation, we adopted a robust social
media strategy to amplify awareness of our support services. We posted about the Navigation
program and related resources 606 times on Twitter, Facebook, Instagram and LinkedIn
throughout the year, with an average of 12 posts per week across the platforms. We had a
total of 836,883 impressions and 4,868 link clicks. Table 6 presents social media metrics for
the Navigation program by platform.

Table 5: I AM ALS Navigation Referral Sources

Referral Source Percent

Online search engine 19%

Social 18%

Other 12%

Person a�ected by ALS 6%

Other ALS organization 5%

ALS Clinic 4%
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Support group 3%

IAA sta�/volunteer 2%

No response 30%

Table 6: Metrics for Social Media Posts About Navigation

Social Media
Platform Posts Impressions Engagements Post Link

Clicks
Additional

Details

Twitter 196 558,710 13,135 2,567 865 retweets
3502 likes

Facebook 168 140,328 8,548 1,748
406 shares

3,457
reactions

300 comments

Instagram 83 119,114 5,925 Not
applicable

228 saves
5,567 likes

130
comments

LinkedIn 159 18,731 1,426 553
90 shares

761 reactions
22 comments

Total 606 836,883 29,034 4,868

Clients who contacted us this year have been impacted by ALS for an average of 1.05 years,
which is 34% lower than 2020 (n=1.59 years). This demonstrates that we are reaching people
earlier in their ALS experience, and equipping them with essential information to aid decision
making, connecting them with a community to reduce loneliness, and ensuring they feel
supported throughout their journey. Correlated to this, the majority of clients have requested
assistance with understanding ALS and care options (59%), emotional support (55%), clinical
trials and other research opportunities (49%), and financial assistance (46%). Figure 1 presents
clients’ average time since diagnosis by month, and figure 2 presents clients’ needs.

I AM ALS Navigation is based on a collaborative model. We facilitate introductions between
clients and other ALS organizations that may be helpful to them. As part of this approach, and
as mentioned previously, we made 403 referrals to other ALS organizations. Some of the
organizations most frequently referred to include ALS Association chapters, Project Main St.,
Hark ALS, ALS Foundation for Life, Smile Inside and Team Gleason.
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Fig. 1: Navigation Clients’ Average Time Since Diagnosis

Fig. 2: Navigation Clients’ Needs1

About Peer Support Initiative Participants
One hundred and six people impacted by ALS requested to become a mentor in 2021, and 126
people requested to connect with a mentor during this time.

Sixty-five percent of mentors reported that they had lost someone to ALS, while 24% reported
they were actively living with ALS and 11% said they were the primary caregiver for someone

1 The sum of percentages in this chart exceed 100% as each client may have multiple needs.
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living with ALS. Most mentees reported that they were a primary caregiver for a loved one
with ALS (41%), while 39% identified as loved ones of someone living with ALS. Mentors who
identified as living with ALS were on average 5.4 years out from when they were diagnosed,
while mentees who identified as living with ALS were on average 1.9 years out from when they
were diagnosed. Figure 3 presents mentors’ and mentees’ connection to ALS, and table 7
presents the average time since being diagnosed with ALS for mentors and mentees.

Fig. 3: Mentors’ and Mentees’ Connection to ALS

Table 7: Mentors’ and Mentees’ Average Time Since Diagnosis

Role
Average Time Since

Diagnosis (Years)

Mentor (People living with ALS) 5.4

Mentor (Caregivers/Loved Ones) 11.2

Mentee (People living with ALS) 1.9

Mentee (Caregivers/Loved Ones) 2.2

The majority of mentors (75%) and mentees (79%) identified as female, and the average age of
a mentor is 49 while the average age of a mentee is 50. Additionally, 86% of mentors and
mentees each identified as White or Caucasian, while 8% and 6% of mentors and mentees
respectively identified as Hispanic/Latinx, and 2% of mentors and mentees each identified as
Black or African American. Tables 8 and 9 present mentors’ and mentees’ genders and
race/ethnicity respectively.

Table 8: Mentors’ and Mentees’ Genders

Gender Mentors Mentees

Male 24% 21%
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Female 75% 79%

Non-binary 2% 0%

Other 0% 0%

Table 9: Mentors’ and Mentees’ Race or Ethnicity

Race/Ethnicity Mentors Mentees

Caucasian/White 86% 86%
Hispanic/Latinx 8% 6%
Black/African-American 2% 2%
Native-American/American-Indian 0% 0%
Asian 2% 2%
Pacific Islander 1% 0%
Multiracial 0% 3%
Other 1% 0%

When asked about why participants wanted to become mentors, 94% reported that they
wanted to give back and help others navigate ALS, 58% noted that they wish they had support
from someone who understood what they were going through at the time and 55% reported
that they were doing this in honor or in memory of someone.
Most mentees reported seeking a mentor because they wanted to speak with someone who
understands what they’re going through (83%). Eighty percent noted that they also wanted to
learn about what others found helpful and challenging and 59% reported that they wanted to
learn about others' experiences with ALS. Tables 10 and 11 present all mentors’ and mentees’
respective reasons for participating in this initiative.

Table 10: Mentors’ Reasons for Participation

Reason for Mentoring Percent

I want to give back and help others navigate ALS 94%
I wish I had help from someone who understood what I was going
through 58%
I'm doing this in honor or in memory of someone 55%
I'm doing this for religious or spiritual reasons 8%
Other 5%

Table 11: Mentees’ Reasons for Participation

Reason for Seeking a Mentor Percent

I want to speak with someone who understands what I'm going
through

83%
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I want to learn about what others found helpful/challenging 80%

I want to learn about others' experiences with ALS 59%

I want to learn how to navigate relationships with my family and
friends

48%

I want to learn how others supported their children while
navigating ALS

27%

Other 18%

In an e�ort to amplify awareness of the only national peer support initiative for people
impacted by ALS, we posted about it 66 times on Twitter, Facebook, Instagram and LinkedIn
in six months, with an average of 5.5 posts per month across the platforms. We had a total of
84,739 impressions and 445 link clicks. Table 12 presents social media metrics for the Peer
Support Initiative by platform.

Table 12: Metrics for Social Media Posts About Peer Support Initiative

Social Media
Platform Posts Impressions Engagements Post Link

Clicks
Additional

Details

Twitter 21 50,845 1,125 187 96 retweets
349 likes

Facebook 20 15,941 999 226
57 shares

379 reactions
28 comments

Instagram 14 16,949 796 Not
applicable

30 saves
749 likes

17 comments

LinkedIn 11 1,004 96 32
8 shares

54 reactions
2 comments

Total 66 84,739 3,016 445

Caregivers Platform
We engaged the community in stakeholder interviews and focus groups. We conducted
interviews with six current and surviving unpaid family caregivers who utilized home
healthcare to help care for their loved ones with ALS. The majority of the caregivers (83%,
n=5) were female, and 50% were White, while an additional 17% (n=1) each were Black,
Hispanic/Latino and Asian. Fifty-percent of the caregivers also identified as spouses of a
veteran with ALS.

Key findings highlighted that veterans were more likely than their civilian counterparts to have
access to a�ordable home healthcare, and some VAs would provide recommendations for an
agency. However, this varies by each VA location, and the lack of standardized care can be
frustrating. Overall, half of the interviewees noted that they utilized a healthcare agency while
the other half noted that they hired an independent caregiver. Many people seemed to prefer
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the consistency and quality of care provided through an independent caregiver, however
others noted that an agency was often more a�ordable if insurance covered it and typically
provided sta� coverage when one person was unavailable. The latter was especially important
for people who could not physically move or support their loved ones with ALS on their own.

The learnings from the stakeholder interviews informed our approach to the focus groups. We
hosted 6 focus groups with 20 people. The majority of participants (85%, n=17) were female,
and 30% (n=6) identified as a caregiver for a veteran with ALS. Seventy percent (n=14) of
participants identified as White, while 15% identified as Hispanic or Latino/x (n=3), 10%
identified as Black or African American (n=2), and 5% identified as Multiracial (n=1).

The key themes related to home healthcare identified through the focus groups included:

● Finding home healthcare services can be challenging
○ Some participants reported agencies declining to provide support to their loved

one with ALS as they “weren’t sick enough”
○ Participants noted that some agencies seemed to misinform them about

Medicare coverage
● Inconsistent financial coverage of home healthcare services through insurance

○ Participants reported inconsistencies with Medicare covering varying levels of
home healthcare

○ Participants with long term care insurance reported receiving coverage that
required little to no out of pocket expenses

○ Participants who accessed benefits through the VA were more likely to have
their care covered fully or significantly

● Participants sought financial assistance through ALS organizations and financial
crowdsourcing platforms to pay for independent home healthcare professionals

● The COVID-19 pandemic brought new challenges to finding and trusting home
healthcare

○ Participants reported experiencing di�culty in finding agencies that were
well-sta�ed and followed CDC-recommended safety guidelines

○ They also reported feeling anxious about bringing a new person into the home
who could possibly spread the virus to their loved one with ALS

● While agencies seemed to be preferred for liability and sta� coverage reasons,
independent home healthcare professionals seemed to be preferred for quality and
consistency of care.

○ Some participants reported receiving neglectful or ignorant care through agency
professionals for their loved ones with ALS

● Educating home healthcare professionals, both those who are independent or hired
through an agency, on ALS and related care is challenging and time-consuming for
family caregivers

● A lack of su�cient home healthcare support can have a negative impact on the health
of family caregivers

The facilitator guide for the focus groups is included in Appendix B.

Overall, participants agreed that a platform with home healthcare professionals who had
experience with ALS would be helpful, as long as it included both independent professionals
and agencies. This led to a shift in our approach to helping people find independent home
healthcare professionals with experience in ALS or related neurodegenerative diseases. As
previously mentioned, we are now collecting information about independent professionals and
agencies through the Recommend a Caregiver form, and submissions will be added to an
internal database that our Navigation team will utilize to better support clients. We launched
the form in November 2021, and shared it through our social media platforms 6 times and our
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weekly newsletter 3 times. As we launched this form in November 2021, we have included
data through March 1, 2022. Table 13 presents social media and newsletter metrics for
Recommend a Caregiver by platform.

Table 13: Metrics for Social Media Posts and Newsletter Shares For Recommend a Caregiver

Social Media
Platform Posts Impressions Engagements Post Link

Clicks
Additional

Details

Twitter 3 1,621 45 11 8 retweets
17 likes

Facebook 2 2,743 162 45
2 shares

17 reactions
14 comments

LinkedIn 1 150 5 0 5 reactions

Newsletter 3 Not
applicable

Not
applicable 116

Total 9 4,514 212 172

Outputs
This section highlights products that have been developed through this project.

Our goal through the Navigation Education Series is to share relatable and easy-to-consume
educational and supportive content. Using a “listen, learn and act” approach, we closely
monitored data collected through I AM ALS Navigation, the Peer Support Initiative and the
focus groups to learn about gaps in support and educational resources. In addition to creating
articles and infographics with educational information and resources, we also developed a
series of content designed to be quick to consume. We distributed these resources primarily
through social media. Some of the gaps we focused on included mental health and wellbeing,
support for veterans with ALS, guidance with navigating ALS Facebook groups, and more.
Products that we developed include:

● Your Wellbeing Matters
● Mental Health Among Veterans with ALS
● ALS Facebook Groups
● Three Steps to Creating Healthy Boundaries
● Developing Healthy Boundaries
● Understanding Clinical Trials
● SSDI Benefits Without Required Work History
● Financial Management: SSDI Benefits
● Everything you need to know about SSDI
● Understanding SSDI access for people without the required work history
● The SSDI application checklist
● An updated interactive map of ALS clinics that includes the lead physician’s name.

As mentioned in our interim report, we also updated the training that mentors and mentees
receive through the Peer Support Initiative to include information about the emotional impact
of mentoring such as secondary trauma and emotional triggers. Additionally, we created a
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“cheat sheet” for mentors and mentees to easily review key information on boundary setting
and healthy communication strategies.

Impact
This section highlights short- and long-term changes to individuals and systems.

Direct Support
Overall, 93% of I AM ALS Navigation clients who responded to the post-service survey strongly
agreed or agreed that they were satisfied with the support received through the program, and
97% reported that they were very likely or likely to recommend I AM ALS Navigation to others
impacted by ALS. Fifty-nine percent of clients who responded to the post-service survey
reported that their Navigator had resolved their issue, while the remaining respondents
indicated that their Navigator was still supporting them with the issue. Additionally, 97% noted
that their Navigator was easy to talk to, 93% said that their Navigator was courteous and
respectful to them, and 90% noted that their Navigator listened to their problems, was easy
for them to reach, and gave them enough time.

We anticipated seeing a greater impact in loneliness and self-e�cacy from the post-intake
survey (response rate=20%) to the post-service survey (response rate=9%):

● 4% decrease in average score for loneliness
● 2% increase in average score for self-e�cacy related to managing emotions
● 7% increase in average score for self-e�cacy related to managing social interactions

However, it is important to note that as the surveys are anonymous and the response rate for
the post-service survey was lower than the post-intake survey:

● This is an estimated average reduction as the people who completed the post-intake
survey may not be the same people who completed the post-service survey

● We were unable to appropriately track the number or percentage of people who
experienced a reduction in these scores.

We are exploring addressing this challenge through an integration between Survey Monkey and
FAMCare, our Navigation case management system, and are also considering alternative
measures for impact evaluation.

Additionally, 83% of people who accessed resources on our website and responded to our
website survey reported that the information was helpful. Resources included the Discover
ALS Resources, information finder, checklists of questions to prepare for clinic visits and
more.

Navigation Rebranding
We observed through anecdotal data that the term “navigation” didn’t seem to resonate with
the community, and began a data gathering process to assess this. We conducted a survey
with select community members, Navigation clients and Peer Support Initiative mentors and
mentees to learn how they would describe our services, and what key words they used. The
survey responses (n=15) revealed that navigation was not frequently used.

In an e�ort to have more generalizable data, we enlisted Quadrant Strategies to survey 1,000
people across the United States to identify a revised program name, role title for Navigators,
program description and taglines to use for I AM ALS Navigation. The survey was designed in
December 2021, and launched in January 2022. The results revealed that “navigation” was the
lowest ranked program title, and “support” was the highest. As such, we are in the process of
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rebranding I AM ALS Navigation to ALS Support Team. The Quadrant survey results are
included in Appendix C, which is attached separately.

Deeper Understanding of Community Needs
The data collected through the Navigation program, along with information gathered through
community engagement e�orts such as the listening sessions with Black and African
Americans impacted by ALS and focus groups, have led to a deeper understanding of
high-need concerns of people impacted by ALS. We heard that many
professionally-moderated support groups had suspended operations, and there was an
increased need for more support with mental health and wellbeing. We also observed a need
for policy change related to insurance coverage of home healthcare services and the eligibility
criteria to access these services, coverage for essential equipment such as shower chairs as
well as a need for reliable respite care options for family caregivers, training manuals or
programs for paid caregivers or home healthcare professionals, and more.

In response to the observed needs, we started support groups to help people cope with
struggles around the holidays. We hosted two virtual support groups per week – one for
people living with ALS, which was moderated by a social worker, and one for caregivers and
loved ones of someone with ALS, which was co-moderated by a social worker and a surviving
caregiver. The groups were very well-received, and participants requested that we continue
them in 2022, which we have done. We are planning to introduce more focused support
groups such as a group for adult children whose parents have ALS, people whose spouses
have ALS, people who have lost a loved one to ALS and more. Additionally, our legislative
team is exploring ways to address the identified areas for policy change.

Increased Engagement with Black, Brown and Indigenous People of Color
Due to the listening and outreach activities we committed to in 2021, we experienced an
increase in Navigation clients who:

● Identify as racial/ethnic minorities: 10% (n=14) at the end of 2020 to 12% (n=37) at the
end of 2021

● Are from the deserts of care: 3% (n=4) at the end of 2020 to 6% (n=14) at the end of
2021

In addition to an increase in Navigation clients, our e�orts to become more inclusive of all
people impacted by ALS also led to more advocates joining the ALS revolution. We saw an
increase in:

● Black and African Americans on I AM ALS community teams: 4% (n=3) in 2020, 7% (n=5)
in 2021

● Black and African Americans who took an action with us: 0.21% (n=78) in 2020, 0.46%
(n=311) in 2021

● Hispanic and Latina/o on I AM ALS community teams: 3% (n=2) in 2020, 6% (n=4) in
2021

● Hispanic and Latina/o who took an action with us: 0.48% (n=178) in 2020, 1% (n=713) in
2021

● People from deserts of care who took an action with us: 2% (n=906) in 2020, 2%
(n=1608) in 2021
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Areas of Success
This section highlights successes of the project.

Navigation
● 203% increase in Navigation clients from 2020 (n=147) to 2021 (n=446)
● 93% of I AM ALS Navigation clients who responded to the post-service survey strongly

agreed or agreed that they were satisfied with the support received through the
program

● 97% reported that they were very likely or likely to recommend I AM ALS Navigation to
others impacted by ALS

● Created a series of easy to consume educational content to address gaps in knowledge

Peer Support Initiative
● 293% increase in mentors from 2020 (n=27) to 2021 (n=106)
● 100% of mentors who participated in the training and responded to the post-training

survey strongly agreed or agreed that they learned how to practice empathy and active
listening, and how to set and communicate healthy boundaries

Caregivers Platform
● Engaged a diverse group of people in stakeholder interviews and focus groups that led

to a deeper understanding of the current challenges with accessing home healthcare
● Launched the Recommend a Caregiver form to help create an internal database with

independent home healthcare professionals and agencies that people impacted by ALS
would recommend to others

Engagement with and Outreach to Underserved Communities
● Listened and learned more about the experiences of Black and African Americans

Impacted by ALS, which helped us develop thoughtful outreach strategies
● Launched support groups for people living with ALS and their loved ones, and 96

people signed up

Direct quotes from people served through I AM ALS on their experience with us:

“To be honest, I can't think of anything that could have been done to improve my experience.
[My Navigator] was very thorough in understanding what I needed help with and she's done

everything possible to support me.
- Navigation client

“I think [I AM ALS Navigation] is great and will go here when needs arise no matter what they
are. Impressed with the contact checks. Thank you. Sometimes calling [doctors] and stu� gets
very frustrating with no results or no one really caring. I feel you do here at [I AM ALS]. Thank

you.”
- Navigation client

“[The trainer] was very professional and knowledgeable. I appreciate the program and all it has
to o�er.”

- Mentor training participant
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Challenges Encountered
This section highlights challenges encountered during the project.

Navigation
We experienced a low response-rate (9%) for the post-service survey, which along with the
lack of integration between Survey Monkey and FAMCare led to data cleaning and comparison
challenges.

Additionally, our robust and proactive follow up strategy leads to Navigators reaching capacity
at a faster pace. We hired an additional full-time Navigator in August to support the
community in a timely manner, and we also are revising our follow up protocols while
ensuring the quality of the program remains high.

Peer Support Initiative
Forty-six percent of the people applied to become a mentor attended the required 2-hour
training. We continue to send reminder emails to all untrained mentors about upcoming
training opportunities.

Caregivers Platform
While we explored partnerships with Care.com and CareLinx.com, the former had limitations
regarding disease-specific updates to their platform and the latter was unable to move
forward with a partnership as they were in the process of being acquired by another entity.

Additionally, while 68 people registered to participate in a focus group, only 20 attended
despite us o�ering a $75 gift card and 15 dates with times both during and after business
hours.

Engagement with and Outreach to Underserved Communities
We have experienced challenges in our outreach to ALS and neurology clinics, as they have
often been unwilling to provide contact information for appropriate sta� members and have
asked that a request be faxed to them. Further, sta� at ALS clinics have been di�cult to
reach. We anticipate that the launch of the Outreach Advocate program and sta� travel to
deserts of care will positively change this.
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Appendix A: 2021 Goals

● Implement and maintain processes to facilitate introductions between ALS families and
needed resources, where applicable, to reduce the outreach burden on people most
impacted

● Recruit and train peer mentors to provide ALS families with additional emotional
support and guidance through the Peer Support Initiative

● Create and implement convenings and data collection practices to involve people most
impacted by ALS in the design, development, and evaluation of the Caregivers Platform.
This may include stakeholder interviews, focus groups, surveys, user testing, and more.

● Evaluate the project impact using identified tools and outcomes measurement
practices.

● Provide ALS families access to I AM ALS Navigators via phone, online request form, live
chat, and e-mail

● Curate and oversee the applicable referral of ALS families to relevant resources. This
includes maintaining the proper information and training for Navigators to be able to

○ Provide guidance and resources to ALS families to understand ALS and available
care options

○ Give information on and make connections to financial and insurance assistance,
employment and legal assistance, day-to-day activity support, and end-of-life
care

○ Assess ALS families’ need for connection with a trained peer mentor or
professional counselor

○ E�ectively research and provide information on clinical trials and resources to
adaptive living techniques

○ Supply guidance on advocating for oneself with their healthcare teams
○ Deliver on-going follow-up and resource referral services to ALS families in a

show of steady and consistent support
● Collaborate with community partners such as Team Gleason, The Les Turner ALS

Foundation and others to reduce duplication of services to ALS families and work
together to raise awareness of available support services within the ALS community

● Identify and implement appropriate e�orts to engage and connect with underserved
populations impacted by ALS
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Appendix B: 2021 Caregivers Focus Group Facilitator Guide

Date:
Time:
Location:
Audience:

Contents
1. Agenda
2. Facilitator Guide
3. Note taker Guide

Supplies
● Gift cards ($75 for Amazon)
● Consent forms
● Zoom account
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AGENDA

6:00-6:05: Participants arrive
6:05-6:15: Welcome and Introductions

● Facilitator & note taker information
● Housekeeping
● Goals of the focus group

6:20: Begin Discussion

7:20: Wrap-up discussion

7:30pm: Debrief and conclusion

SPEAKER TALKING POINTS

6:05 Welcome and Introductions (facilitator)
● Introduce I AM ALS Sta� that is present and their role
● Housekeeping

o Session will be recorded for internal purposes only
● Focus Group Goals

o Understand the most critical non-medical concerns of people who care for
someone with ALS.

o Determine the challenges in accessing and utilizing home health care
o Determine value of a platform with independent caregivers with ALS/ND

knowledge/experience
6:20 Focus Group Discussions (Facilitator)

7:20 Wrap up discussion (Facilitator)
● Ask if there are questions they may have
● Review next steps
● Ask the group if there are any concerns and encourage them to contact I AM ALS

Navigation with questions or if they need support

7:30 pm Conclusion
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DISCUSSION GUIDE

Facilitators Name: _____________________________________

Note Takers Name: __________________________________________

Total number of participants: _____________

Opening remarks
and procedure
6:05pm
(1 min)

Welcome.  My name is YOUR NAME, TITLE and
ORGANIZATION. I will be leading a discussion with you this
evening to hear your experiences with caring for someone
with ALS and accessing home healthcare.

We really appreciate you taking the time to come
today/tonight to share your views and experiences with us.

Informed consent
for  note taking
6:06pm
(1 minute)

We will be taking notes during the discussion today. The
notes will be used to help us internally to prepare our
findings and will not be shared externally.

Consent and
process
6:07pm
(2 min)

Your participation is completely voluntary and you are under
no obligation to discuss anything that you do not feel
comfortable discussing with us.  We will keep all information
you provide during the discussion confidential.  We will not
link your comments with your name in our notes. We also
ask that you respect the confidentiality of other participants
by not discussing their comments or identities outside the
group. Feel free to speak freely about organizations or
resources, it will not be shared and will not impact our
future relationships with them.   The information you provide
will help guide us in how to best engage and support others
in the future.  Any information you submit will remain
confidential and we will respect your privacy. While we may
present results from this discussion in written and oral
reports, no personally identifiable information will be shared.

Before we get started, I want to be sure that you are
comfortable with participating in this focus group.  If you
have decided not to participate, you may feel free to leave
the conversation at this time.  [FACILITATOR CHECKS TO SEE
IF ANYONE IS NOT COMFORTABLE WITH PARTICIPATION.]

Ground Rules
6:09pm
(2 minutes)

● As we talk this evening, we’d like you to give us your
honest opinions and impressions, even if you disagree
with someone else.  Since we want to hear from all of

20



you and we have a lot to talk about, we may need to
interrupt someone to keep to our schedule.

Our 1.5 HOUR discussion will last until XYZ.

This is my colleague Insert Name (Note Taker) they will be
taking notes as we talk to make sure all the valuable
information you are providing us today is captured. They will
not be writing anything that is connected to you specifically,
but instead their notes will be about general topics of
conversations we are discussing.

Introductions
6:11pm
(9 min)

Let’s begin with brief introductions.  I’ll tell you a bit about
us first.  [Facilitator introductions].

In order for each of us to get to know one another a little
better, before you answer your first question; please tell us
your first name and favorite movie.

Notes from Opening

Question 1
6:20pm
(20 min)

What would you say are the top 3 (non-medical) needs for
caregivers of someone with ALS, not including finding
meaningful treatments and cures?

Prompting questions:
1. Can you tell me about your experience learning your

loved one had ALS?
2. What type of support did you have from friends and

family?
3. As a caregiver, how has your day to day been

impacted? Think about activities as well as emotions.
Question 1
Notes
Question 2
6:40pm
(20min)

How did you go about finding paid caregivers or home health
care workers? What was your experience with them?

a. What was the process like of finding paid
caregivers?

b. How did you look for information to educate
yourself and the paid caregivers?
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c. How did you financially cope with the costs of
caregiving?

d. Would you prefer care through a single person
or an agency?

e. What resources were most helpful? Why?
f. What was least helpful? Why?
g. What could help or make life easier for you?
h. Were you surprised by anything during the

process of searching for a paid caregiver?

Question 2
Notes
Question 3
7:00pm
(20 min)

If you could dream big and money was no object in building
caregiver support services, what would you include?

Prompting questions:
1. What advice would you o�er others navigating home

health care?
2. Would a platform that listed independent caregivers

with ALS/ND knowledge/experience be helpful to you?

Question 3
Notes
Closing
7:20pm
(2 min)

Thank you for participating today/tonight.  We really
appreciate your feedback. (You can personalize this)

Are there any other items that you think that I AM ALS
should know?
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NOTE TAKERS

● Please take notes directly into this facilitator guide.

● Please write your notes in a bulleted list.

● Do not feel that you have to write down verbatim what each person is saying; instead
try to capture the themes of the conversation/discussion.

● Be conscious of the time throughout the session.

● At the end of the session please include any big picture themes you feel should be
shared.

● Please do not use identifying information in the notes.
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January 2022

I AM ALS: Navigation Rebrand



 2 

Objectives

● Determine what name most clearly communicates the value of the initiative 
and engages new community members

● Understand how the initiative's messaging can best convey the value of the 
services and engage new community members

● Gain insight into any barriers that currently prevent people from reaching out 
to access I AM ALS services

● Uncover whether there are any significant nuances across audience segments, 
such as age, gender, or political party
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Methodology

From January 5 through January 18, we fielded a poll of 1,000 respondents, representative 
of the general population. 

These respondents were divided into three distinct audiences then, based on their audience, were 
asked to respond to a separate set of questions about what they prioritize in healthcare services. 

Audience Definition N-size Margin of error

People living with 
a chronic disease

Those who have been diagnosed with a severe 
chronic disease 182 7.26%

Caregivers

Those who have been very involved, or somewhat 
involved, in the care for a family member, friend, or 
other loved one diagnosed with a severe chronic 

disease

497 4.40%

Other
Those who have not been diagnosed with a severe 

chronic disease or been heavily involved in the care of 
someone with a severe chronic disease

321 5.47%
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Key Findings
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Key Findings

● Program Title: The top scoring title was “Support”

● Role Title: Respondents felt that “Support specialists” best encapsulates the 
role played by the personal health advocates

● Message: The most effective tagline and messaging emphasizes how the 
program is meets patients’ emotional, physical, and practical needs, every 
step of the way

○ This aligns with the desire among people living with chronic diseases and their loved 
ones for a program to help them connect them with practical resources and relevant 
medical information

○ Caregivers also prioritized finding resources that would ensure their loved one was 
being regularly checked in on and assisted
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Rebranding Navigation
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         Support

Program title

         Support Specialists

Role title

There is strong alignment across the top testing program name, role 
title, and tagline

Program tagline

       We're here to listen, learn and help you with 
the challenges of living with ALS.
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Descriptions Metrics Tested
1. Living with ALS: Living with ALS can feel overwhelming and isolating. From this moment on, know 

you are not alone. We’ll be with you throughout your journey with ALS. In addition to providing you 
with relevant information, resources and emotional support, we will check in with you regularly to see 
how you’re doing and to make sure your needs are met.

2. Navigate the Uncertainties: Our team will support you as you navigate the uncertainties of ALS. 
We’ll ask you questions and actively listen to learn what your needs are. We can then help by 
supporting you emotionally, connecting you with practical resources, sharing relevant medical and 
research information and helping you build a community of ALS support.

3. No two people: We know no two people experience the same challenges of living with ALS. We’ll 
work with you to learn your needs and will be there for you throughout your journey. We’re here to 
advocate for you and give you the tools you need to access medical information and other practical 
resources, along with emotional support and a community you can rely on.

4. Connect people impacted: We connect people impacted by ALS to a personal health advocate who 
helps by sharing relevant medical and research information, supporting them emotionally, connecting 
them with practical resources and helping them build a community of support around them.

5. Empower you on your journey: We’re here to empower you on your journey to living your best life 
with ALS. After discussing your personal needs, our team will connect you to relevant medical and 
research information along with other practical resources. We’re also here to support you emotionally 
and help you build a community of ALS support.

6. Navigating the unknowns: Living with and navigating the unknowns of ALS can be confusing and 
overwhelming. We’re here for you as you seek to understand more about this disease and what it is 
like to live with it, offering support and sharing resources customized to you.

7. Ready to support you: We have a team of personal health advocates ready to support you through 
every aspect of ALS. Reach out.

Interest

How interested are you in accessing 
support through the program 
described in this statement?

● Very interested
● Somewhat interested
● Not very interested
● Not at all interested

Perceived Value

Assuming the following statements 
are true, how valuable do you think 
the program described would be for 
people diagnosed with ALS and their 
caregivers? 

● Extremely valuable
● Somewhat valuable
● Not very valuable
● Not at all valuable

We tested seven descriptions on two different metrics 
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Metrics Tested
Interest

How interested are you in accessing 
support through the program 
described in this statement?

● Very interested
● Somewhat interested
● Not very interested
● Not at all interested

Perceived Value

Assuming the following statements 
are true, how valuable do you think 
the program described would be for 
people diagnosed with ALS and their 
caregivers? 

● Extremely valuable
● Somewhat valuable
● Not very valuable
● Not at all valuable

Then, we took the results from those questions and used this formula 
to create a single index score for each description

INDEX SCORE FORMULA = ( % Very interested) + (% 
Extremely valuable)

● To determine the rank of each message, we ordered each 
message in every audience by their index score then 
sorted from largest to smallest average ranking
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The program descriptions that resonated most strongly emphasized 
the emotional and practical benefits provided by the program

● The most effective descriptions also highlighted the personalized nature of the program

DESCRIPTION INDEX SCORES
Index score = Very Interested + % Extremely Valuable; 
Ranked by All Audiences 

All 
Audiences PLWCD Caregivers Other

Living with ALS 79 100 83 61

Navigate the Uncertainties 75 97 80 55

No two people 74 99 75 59

Connect people impacted 74 99 79 52

Empower you on your journey 72 95 78 50

Navigating the unknowns 71 88 78 51

Ready to support you 64 85 68 45

= first in audience = second in audienceFull data: Very Interested Full data: Extremely Valuable



 11 

After reading the descriptions, “Support” stood out by a large margin 
as the title that most clearly demonstrates the function of the program

● This title was favored across races and 
genders

● “Journey” and related titles of “Discovery” 
and “Navigation” were the lowest scoring

● When asked why they favored “Support”, 
respondents emphasized that it reflected the 
holistic nature of the program

○ “[They offer] help in the form of emotional 
and professional help and navigating the 
medical and community world for resources.”

○ “Helping in every aspect of care physically, 
mentally and emotionally for the client.” 

PROGRAM TITLE
Which of the following words 
most clearly demonstrates the 
function of the program you read 
about? You may select up to 2. 
Ranked by % All Audiences

All 
Audiences PLWCD Caregivers Other

Support 50% 47% 50% 51%

Community Support 25% 25% 22% 28%

Education 24% 24% 26% 20%

Assist 24% 25% 23% 25%

Connect 15% 15% 14% 16%

Journey 12% 9% 7% 9%

Discovery 11% 9% 14% 7%

Navigation 6% 9% 9% 9%

= first in audience = second in audience
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“Support specialist” was the favorite title for the role played by those 
working within this program

● The response to these role titles was consistent across audiences, as well as 
across race and gender, and aligns well with the top name for the overall 
program

● Less descriptive titles of “Connectors” and “Navigators” ranked lowest

ROLE TITLE
Which of the following titles most clearly encapsulates the 
role played by the “personal health advocate” discussed in 
the earlier questions? You may select up to 2. Ranked by 
% All Audiences

All 
Audiences PLWCD Caregivers Other

Support Specialists 35% 35% 34% 36%

Advocates 26% 28% 26% 25%

ALS Experts 25% 27% 25% 25%

Helpers 23% 21% 25% 19%

ALS Concierges 14% 16% 12% 15%

Connectors 11% 9% 12% 9%

Navigators 9% 10% 8% 9%

= first in audience = second in audience
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The most effective tagline by far spoke to the personalized, emotional 
support offered by this program 

TAGLINE
Which of the following taglines would make you most interested in becoming 
involved with the program you just read about? Ranked by % All Audiences 

All 
Audiences PLWCD Caregivers Other

We're here to listen, learn and help you with the challenges of living 
with ALS. 31% 27% 30% 35%

We're here for you on your journey with ALS. 19% 18% 18% 20%

We'll connect you with a community of ALS support and resources. 18% 24% 17% 17%

We're your advocates when it comes to all things ALS. 17% 18% 19% 12%

We'll support you as you navigate ALS. 16% 13% 16% 17%

● The top performing tagline was consistent across audiences, and across race and 
gender, by a good margin

● There was some variation among the second best scoring: compared to other 
audiences, Patients were more likely to select the tagline emphasizing community

= first in audience = second in audience
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The holistic approach of the program was strongly appealing to 
respondents, reflected in the top overall scoring statement

● When asked how they would describe it, respondents noted that the program they read about 
was personalized, and catered towards meeting emotional, physical and practical needs

○ “It's a support network that is aimed at helping people with ALS find emotional and physical support.”

○ “We are here to guide you and support you on your journey with ALS. We will connect with you 
medically and emotionally and physically to walk with you in the difficult time ahead.”

○ “[It helps] connect you with someone who can make sure your needs are met.”

○ “It seems to be a program that tries to be personally designed to each client and their needs [...]      
one that truly listens each individual client.”

Living with ALS can feel overwhelming and isolating. From this moment on, know you 
are not alone. We’ll be with you throughout your journey with ALS. In addition to 
providing you with relevant information, resources and emotional support, we will check 
in with you regularly to see how you’re doing and to make sure your needs are met.
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Challenges and Resource Gaps Across Audiences
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For those living with chronic diseases, the greatest challenge when 
initially diagnosed lay in processing the emotional impact of the 
disease and understanding the disease and its treatment

When you were initially diagnosed, which of the following 
caused you the greatest difficulty?

● They noted critical gaps in the resources available to meet these needs

Which resources do you wish you had been able to 
access when you were initially diagnosed?

PLWCD

Full data Full data
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Caregivers faced a broad range of practical and emotional barriers 
when working to support their loved ones

How much of a barrier were each of the following when 
assisting this person with their care?

● Similarly to those living with chronic diseases, they noticed key gaps in the 
availability of resources aimed at helping to overcome these barriers

Which resources do you wish you had been able to access 
when your friend or loved one was initially diagnosed?

Caregivers

Full data Full data
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For those who have not experienced chronic disease, or supported 
someone with a chronic disease, practical healthcare concerns are top 
of mind

● The top resources they have relied on are largely aimed at providing information but 
emotional concerns have also created challenges

In your previous experience of the healthcare system, what degree 
of difficulty have you experienced with each of the following?

In your previous experience of the healthcare system, which of the 
following types of resources have you relied on?

Others

Full data Full data
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Priorities for Resources
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After the initial diagnosis, both PLCWDs and Caregivers relied on 
resources that gave them practical information about the disease and 
treatment options, as well as resources that provide emotional support

Which types of resources did you rely on the 
most when you initially received a diagnosis?

After your friend or loved one’s initial diagnosis, which 
of the following types of resources were most helpful 
to you in allowing you to support and care for them?

PLWCD Caregivers

Full data Full data
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These groups also prioritized similar outcomes from resources

What outcomes are or were most important to you when 
looking for resources to support your friend or loved one?

What outcomes were most important to you when looking 
for resources to support you?

● While PLWCDs prioritized accessing resources and free or affordable help 
navigating the disease, Caregivers found it most important to find someone who 
would regularly check in with the person living with the disease

PLWCD Caregivers

Full data Full data
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For those who have not experienced chronic disease or supported 
someone with a chronic disease, the top outcomes combine those 
prioritized by PLWCDs and Caregivers

What outcomes do you think are most important for programs 
seeking to support people living with chronic illnesses?

Others

Full data
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Appendix
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Interest in accessing support: Descriptions
INTEREST IN ACCESSING SUPPORT
How interested are you in accessing support through the program described in this statement? Showing % Very 
Interested, Ranked by All Audiences

All 
Audiences PLWCD Caregivers Other

Living with ALS can feel overwhelming and isolating. From this moment on, know you are not alone. We’ll be 
with you throughout your journey with ALS. In addition to providing you with relevant information, resources 
and emotional support, we will check in with you regularly to see how you’re doing and to make sure your 
needs are met.

38% 49% 40% 28%

We know no two people experience the same challenges of living with ALS. We’ll work with you to learn your 
needs and will be there for you throughout your journey. We’re here to advocate for you and give you the tools 
you need to access medical information and other practical resources, along with emotional support and a 
community you can rely on.

35% 47% 36% 27%

We connect people impacted by ALS to a personal health advocate who helps by sharing relevant medical 
and research information, supporting them emotionally, connecting them with practical resources and helping 
them build a community of support around them.

35% 48% 38% 22%

Our team will support you as you navigate the uncertainties of ALS. We’ll ask you questions and actively listen 
to learn what your needs are. We can then help by supporting you emotionally, connecting you with practical 
resources, sharing relevant medical and research information and helping you build a community of ALS 
support.

34% 45% 38% 21%

Living with and navigating the unknowns of ALS can be confusing and overwhelming. We’re here for you as 
you seek to understand more about this disease and what it is like to live with it, offering support and sharing 
resources customized to you.

33% 43% 37% 23%

We’re here to empower you on your journey to living your best life with ALS. After discussing your personal 
needs, our team will connect you to relevant medical and research information along with other practical 
resources. We’re also here to support you emotionally and help you build a community of ALS support.

33% 42% 36% 22%

We have a team of personal health advocates ready to support you through every aspect of ALS. Reach out. 30% 42% 33% 17%

Main Deck
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Perceived Value: Top 3 Descriptions
PERCEIVED VALUE
Assuming the following statements are true, how valuable do you think the program described would be for people 
diagnosed with ALS and their caregivers? Showing % Extremely Valuable, Ranked by All Audiences

All 
Audiences PLWCD Caregivers Other

Our team will support you as you navigate the uncertainties of ALS. We’ll ask you questions and actively 
listen to learn what your needs are. We can then help by supporting you emotionally, connecting you with 
practical resources, sharing relevant medical and research information and helping you build a community of 
ALS support.

41% 52% 42% 34%

Living with ALS can feel overwhelming and isolating. From this moment on, know you are not alone. We’ll be 
with you throughout your journey with ALS. In addition to providing you with relevant information, resources 
and emotional support, we will check in with you regularly to see how you’re doing and to make sure your 
needs are met.

41% 51% 43% 33%

We’re here to empower you on your journey to living your best life with ALS. After discussing your personal 
needs, our team will connect you to relevant medical and research information along with other practical 
resources. We’re also here to support you emotionally and help you build a community of ALS support.

39% 53% 42% 27%

We connect people impacted by ALS to a personal health advocate who helps by sharing relevant medical 
and research information, supporting them emotionally, connecting them with practical resources and 
helping them build a community of support around them.

39% 51% 41% 30%

We know no two people experience the same challenges of living with ALS. We’ll work with you to learn your 
needs and will be there for you throughout your journey. We’re here to advocate for you and give you the 
tools you need to access medical information and other practical resources, along with emotional support 
and a community you can rely on.

39% 52% 39% 31%

Living with and navigating the unknowns of ALS can be confusing and overwhelming. We’re here for you as 
you seek to understand more about this disease and what it is like to live with it, offering support and sharing 
resources customized to you.

38% 46% 41% 28%

We have a team of personal health advocates ready to support you through every aspect of ALS. Reach out. 35% 43% 36% 28%

Main Deck
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Perceived Value: Bottom 4 Descriptions

PERCEIVED VALUE
Assuming the following statements are true, how valuable do you think the program 
described would be for people diagnosed with ALS and their caregivers? Showing 
bottom 4 Ranked by % All Audiences Extremely Valuable

All Audiences PLWCD Caregivers Other

We connect people impacted by ALS to a personal health advocate who helps by 
sharing relevant medical and research information, supporting them emotionally, 
connecting them with practical resources and helping them build a community of 
support around them.

39% 51% 41% 30%

We know no two people experience the same challenges of living with ALS. We’ll work 
with you to learn your needs and will be there for you throughout your journey. We’re 
here to advocate for you and give you the tools you need to access medical information 
and other practical resources, along with emotional support and a community you can 
rely on.

39% 52% 39% 31%

Living with and navigating the unknowns of ALS can be confusing and overwhelming. 
We’re here for you as you seek to understand more about this disease and what it is like 
to live with it, offering support and sharing resources customized to you.

38% 46% 41% 28%

We have a team of personal health advocates ready to support you through every aspect 
of ALS. Reach out. 35% 43% 36% 28%

Main Deck

Main Deck
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PLWCD: Difficulty

PATIENT DIFFICULTY
When you were initially diagnosed, which of the following caused you the greatest difficulty? Ranked by % PLWCD

Processing the emotional impact of the disease on you and your loved ones 23%

Understanding the disease and related care 21%

Learning more about possible treatments and/or clinical trials and getting access to them 13%

Getting access to information and resources related to practical needs like home modifications, transportation etc. 12%

Finding help with finances, insurance and legal concerns 12%

Identifying your values and how to advocate for yourself 8%

Learning about and accessing assistive devices and technology 9%

Other: 1%

Main Deck
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PLWCD: Resource Reliance

PATIENT RESOURCE RELIANCE
Which types of resources did you rely on the most when you initially received a diagnosis? Ranked by % PLWCD

Resources that helped me to understand the disease and related care 37%

Resources that helped me to learn more about treatment options and/or clinical trials and getting access to them 34%

Resources that helped me to process the emotional impact of the disease on me and my loved ones 31%

Resources that allowed me to find help with finances, insurance and legal concerns 26%

Resources that helped me get access to information on practical needs like home modifications, transportation etc. 21%

Resources that helped me learn about and access assistive devices and technology 22%

Resources that helped me in identifying my values and how to advocate for myself 17%

None 5%

Other: 2%

Main Deck
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PLWCD: Resource Gaps

PATIENT RESOURCE GAPS
Which resources do you wish you had been able to access when you were initially diagnosed? Ranked by % Other

Resources that helped me to understand the disease and related care 40%

Resources that helped me to learn more about treatment options and/or clinical trials and getting access to them 31%

Resources that helped me to process the emotional impact of the disease on me and my loved ones 30%

Resources that allowed me to find help with finances, insurance and legal concerns 31%

Resources that helped me get access to information on practical needs like home modifications, transportation etc. 29%

Resources that helped me in identifying my values and how to advocate for myself 24%

Resources that helped me learn about and access assistive devices and technology 18%

None - I was able to easily access all of the resources I needed 12%

Other: 1%

Main Deck
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PLWCD: Outcome Priorities

PATIENT OUTCOME PRIORITIES
What outcomes were most important to you when looking for resources to support you? Ranked by % PLWCD

Being connected with practical resources and relevant medical information 31%

Accessing free or affordable help navigating the disease 31%

Receiving quick and thorough help 29%

Finding someone who would check in with you regularly to make sure your needs are being met 27%

Being able to access resources from any location on my own time 26%

Connecting with people who have been in your shoes 21%

Connecting with someone who asked questions and actively listened to learn what your needs were 21%

Building a community of support 19%

Ensuring confidentiality 15%

Other: 1%

Main Deck
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Caregiver: Barriers

CAREGIVER BARRIERS
How much of a barrier were each of the following when assisting this person with their care? Ranked by % 
Significant Barrier

Caregivers

Processing the emotional impact of the disease on the person impacted and their loved ones 35%

Finding help with finances, insurance and legal concerns 33%

Learning more about potential treatments and/or clinical trials and getting access to them 28%

Learning about and accessing assistive devices and technology 25%

Getting access to information and resources related to practical needs like home modifications, transportation etc. 25%

Identifying your values and how to advocate for the person living with the disease 24%

Understanding the disease and related care 22%

Other: 20%
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Caregiver Resource Helpfulness

CAREGIVER RESOURCE HELPFULNESS
After your friend or loved one’s initial diagnosis, which of the following types of resources were most helpful to you in allowing 
you to support and care for them? Ranked by %

Caregivers

Resources that helped me to understand the disease and related care 37%

Resources that helped me to learn more about possible treatments options and/or clinical trials and getting access to them 34%

Resources that helped me to process the emotional impact of the disease on the person impacted and their loved ones 34%

Resources that helped me get access to information on practical needs like home modifications, transportation, etc. 30%

Resources that allowed me to find help with finances, insurance and legal concerns 24%

Resources that helped me learn about and access assistive devices and technology 23%

Resources that helped me in identifying my values and how to advocate for the the person living with the disease 23%

None 6%

Other: 0%
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Caregiver: Resource Gaps

CAREGIVER RESOURCE GAPS
Which resources do you wish you had been able to access when your friend or loved one was initially diagnosed? Ranked 
by %

Caregivers

Resources that helped me to process the emotional impact of the disease on the person impacted and their loved ones 33%

Resources that allowed me to find help with finances, insurance and legal concerns 30%

Resources that helped me get access to information on practical needs like home modifications, transportation, etc. 29%

Resources that helped me in identifying my values and how to advocate for the person living with the disease 28%

Resources that helped me to learn more about potential treatment options and/or clinical trials and getting access to them 28%

Resources that helped me to understand the disease and related care 28%

Resources that helped me learn about and access assistive devices and technology 28%

None - I was able to easily access all of the resources I needed 10%

Other: 0%
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Caregiver: Outcome Priorities

CAREGIVER OUTCOME PRIORITIES
What outcomes are or were most important to you when looking for resources to support your friend or loved one? Caregivers

Finding someone who checks in with the person living with the disease and their caregiver(s) regularly to make sure their 
needs are being met 33%

Receiving quick and thorough help for the person living with the disease and their caregiver(s) 30%

Connecting the person living with the disease and their caregiver(s) with practical resources and relevant medical information 30%

Connecting with someone who asks questions and actively listens to learn the needs of the person living with the disease and 
their caregiver(s) 28%

Accessing free or affordable help navigating the disease 25%

Building a community of support for the person living with the disease and their caregiver(s) 24%

Being able to access resources from any location on their own time 23%

Connecting the person living with the disease and their caregiver(s) with people who have been in their shoes 23%

Ensuring patient confidentiality 14%

Other 1%
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Other: Healthcare Difficulties

OTHER HEALTHCARE DIFFICULTIES
In your previous experience of the healthcare system, what degree of difficulty have you experienced with each of 
the following? Ranked by % Significant difficulty

Other

Finding help with finances, insurance and legal concerns 20%

Processing the emotional impact of a disease or chronic condition on you and your loved ones 18%

Understanding specific diseases and their related care 15%

Learning more about possible treatments options and/or clinical trials and getting access to them 14%

Identifying your values and how to advocate for yourself 13%

Getting access to information and resources related to practical needs like home modifications, transportation, etc. 12%

Learning about and accessing assistive devices and technology 11%

Other: 5%
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Other: Resource Reliance

OTHER RESOURCE RELIANCE 
In your previous experience of the healthcare system, which of the following types of resources have you relied on? Ranked 
by %

Other

None 32%

Resources that helped me to understand a disease and related care 31%

Resources that helped me to learn more about potential treatment options and/or clinical trials and getting access to them 28%

Resources that helped me get access to information on practical needs associated with a disease (home modifications, 
transportation, etc.) 24%

Resources that allowed me to find help with finances, insurance and legal concerns 24%

Resources that helped me learn about and access assistive devices and technology 20%

Resources that helped me to process the emotional impact of a disease on me and my loved ones 20%

Resources that helped me in identifying my values and how to advocate for myself 16%

Other: 0%
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Other: Outcome Priorities

   OTHER OUTCOME PRIORITIES
What outcomes do you think are most important for programs seeking to support people living with chronic illnesses? Ranked by % Other

Connecting the person living with the disease with practical resources and relevant medical information 33%

Accessing free or affordable help navigating the disease 32%

Finding someone who would check in with the person living with the disease regularly to make sure their needs are being met 31%

Receiving quick and thorough help for the person living with the disease 28%

Building a community of support for the person living with the disease 28%

Connecting with someone who asks questions and actively listens to learn what the person living with the disease’s needs are 24%

Ensuring patient confidentiality 21%

Being able to accessing resources from any location on their own time 21%

Connecting the person living with the disease with people who have been in their shoes 19%

Other 1%
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