
 

  

 

 

 

 

Compassionate Care ALS 

Adira Grant, Final Report, Feb. 8. 2022 

Compassionate Care ALS (CCALS) has utilized funding from the Adira Foundation to 

create our Volunteer Caregiver Program to further serve the families in our care.  Over 

the course of the past year, we have recruited and trained two cohorts of volunteer 

caregivers. The first cohort launched in March and consisted of nine individuals and the 

second cohort in October consisted of ten participants. The third and fourth cohorts will 

receive training during 2022. 

Both cohorts participated in a weekend-intensive consisting of ten hours of training 

spanning three days. In addition, the first cohort completed the Upaya Zen Center’s 

world-renowned end-of-life training, Being with Dying in April, which consisted of 11 

hours of training over three days. The second cohort will participate in this training in 

May of 2022. Numerous other training and self-inquiry opportunities were provided 

throughout the year. These opportunities included: 

●  Trauma Workshop I Dr. Julie Brown Yau, April 13 

●  How to Show Up for Families in Crisis with Jeffrey Duvall, Founder ofThe 

Men’s Council Project, May 23 

●  Developing Moral Resilience with Dr. Cynda Rushton of Johns Hopkins 

Hospital, July 11 

●  Preparing for One’s Passing with Rosemary Lloyd of the Conversation Project, 

June 27     

●  Developing Inner Resources with Ron Gladis of The Gestalt Institute, August 22 

●  Weekend retreat for the first cohort, October 5-7 

●  How to Move Through Edge States to Avoid Burnout with Roshi Joan Halifax, 

founding abbot, Upaya Zen Center, October 10 

●  Finding Joy After an ALS Diagnosis with Chris Beutler, November, Chris was  

diagnosed with ALS in Oct. 2019, passed December 2021 

● Trauma Workshop II Dr. Julie Brown Yau, December 17  

●  Four Zoom shadowing sessions with CCALS founder, Ron Hoffman 

In addition, CCALS convened 12 check-in councils with the entire roster of volunteers 

and program staff throughout the year. These check-ins built the volunteer community,  



 

 

 

aided in the healing of volunteers who were in the grieving process with the loss of a 

loved one to ALS, and deepened participants’ understanding of the CCALS approach to 

care. Volunteers were also encouraged to participate in our weekly Cultivating 

Compassion Education Series gatherings, including the workshops: Beyond ALS, 

Caregiver to Caregiver, Women of ALS, and Men of ALS. 

Trainings and conversations created a nurturing space for the first two cohorts of 

volunteers to discuss their personal stories of caring for someone diagnosed with ALS. 

Time and facilitated discussions formed strong bonds that enhanced the skills of these 

Volunteer Caregivers to be of service in the challenging environment of ALS care. 

Qualitative data from the first cohort reflects programmatic success. Volunteers said of 

their Volunteer Caregiver Program experience: 

 “It’s been surprising to me the 360-degree focus of the program—not just on the clients 

of CCALS but on my personal growth. We’ve had all of these great teachers. It’s 

revelatory for me. I’m now able to have deep conversations with my daughters that would 

have never been possible before.”—Dana 

 “I think all of the sessions and speakers were exceptional, and they are coming from 

totally different philosophies and approaches to self-inquiry. All of it has been pertinent 

to working with people who have ALS. This program has unlocked a lot of different doors 

in the heart and emotions. It has been life changing.”—Darlene 

 “The content of all of the teachings was phenomenal, and I’ve read all of the books you 

gave me. I’ve learned so much.”—Cheryl 

 “It’s been really impactful for me, the content very thought provoking and enriching, 

and how to engage with families to help them find meaning and depth as caregivers. The 

chance to look at the caregiver role in a different way, from a distance has been very 

valuable.”—Kerri 

 “I think you’ve done a thorough job of creating a space for the volunteers to speak about 

their personal experiences. The trauma healing and self-reflection as been wonderful. 

The intentionality of the program has been wonderful. It hasn’t felt rushed or haphazard. 

You haven’t asked too much of us, so it has been managed well, getting that balance, 

people can give at different levels and that is understood.”—Max 

 

 



 

 

Challenges 

The biggest challenge for this program was pairing volunteers with our families due to 

the realities of COVID-19. The Volunteer Caregiver Program called for each volunteer to 

be paired with a staff member. The volunteer would then shadow CCALS staff on client 

visits and afterwards be the primary contact for one CCALS family. Due to the pandemic, 

many clients preferred to receive our services online. Virtual meetings between CCALS 

staff, clients, and Volunteer Caregivers made creating the personal connection more 

difficult.   

Due to COVID-19 we adapted our strategy to better vet the families that would be 

introduced to this program to insure that the matches would work remotely.  Our paid 

staff continued to assist families that needed in person contacts.  

Evaluation 

During the grant period of Jan. 1, 2021 to Dec. 31, 2021, our 19 volunteers completed a 

total of 618.5 hours of training and service for CCALS. Of this total, 100 hours were 

devoted to engagement with our clients. These opportunities for direct involvement with 

ALS families included shadowing Zoom calls with CCALS staff and ALS families, direct 

phone and video calls to families to check in and offer support and delivery of equipment.  

Volunteers also provided administrative support including help in conducting surveys and 

feedback to improve the program. 

The networks created by Volunteer Caregivers have significantly expanded our reach. 

Dayana, a Volunteer Caregiver who lives in Massachusetts with her husband and two 

sons, has connections to the ALS community in Brazil. She had just started as a volunteer 

when she informed us of her plans to visit her mother who was living with ALS in Brazil. 

She had heard through the ALS community that in her mother’s town, a man with ALS 

needed a Cough Assist machine but could not access one. CCALS provided Dayana with 

the Cough Assist, which she brought with her to Brazil and delivered to the man. 

Dayana’s connection to this expanded network allowed CCALS to improve quality of life 

for another individual with ALS. 

In the process of developing our Volunteer Caregiver Program, we created a 

comprehensive application and a thorough, year-long training curriculum with twenty 

specific training modalities, a weekend retreat for volunteers, timesheets for reports on 

hours and family visits as well as a survey, conducted by staff and volunteers, to measure 

the program’s impact.  We tailored the interview questions to the criteria Adira has 

developed, i.e. time, energy, confidence, money and connection. 

  



 

 

 

The two biggest areas of impact that emerged in our interviews were confidence and 

connection. Qualitative data revealed that those who had regular contact with one of our 

volunteers expressed feeling more confident when making difficult decisions about the 

course of their treatment, and were grateful for the reliably consistent and compassionate 

connection they had with their volunteer.  

One of the biggest factors in building confidence among the caregivers and ALS patients 

was the fact that the volunteers, in nearly every case, had direct experience with ALS. 

Interviews revealed that clients found it comforting that those offering support had cared 

for a loved one with ALS.  

Every CCALS client surveyed expressed the importance of their connection to Volunteer 

Caregivers. Many of them mentioned the emotional toll of losing friends during the 

course of their illness. The reliable presence of weekly interaction with Volunteer 

Caregivers provided a stability and connection that had previously been missing. Clients 

also expressed a fear of being a burden on others. They were relieved to have someone in 

their lives who was choosing to assist them. 

Clients being served by our volunteers reported an improvement in mood and a sense of 

anticipation and excitement about their regular phone or video call with our volunteers. 

Their energy level and sense of optimism was uplifted because of the connection our 

volunteer had made, and most importantly, the sincerity and dedication of their 

involvement. 

We are grateful to the Adira Foundation for making our Volunteer Caregiver Program 

possible. We intend to build on what we learned in 2021 to strengthen the program and 

increase reach in 2022. 

  

 

 

 

 

 

 



 

 

 

Financial 

 Our use of grant funds for 2021 breaks out as follows: 

 

 

  

 

 
 

 

Marketing Consultants $4,660 

Program Trainers $4,230 

Printing $340 

Background Checks $2,414 

Staff Salaries/Benefits $60,000 

Reference Materials $2,742 

Webpage $500 

Social Media Ads $601 

Total= 75,487 


