ALS Caregiver Education Expands with
Virtual Instruction

Social distancing measures put in place in response to the
COVID-19 pandemic created a unique dilemma for Amber
Stalker. Stalker is director of care services for The ALS
Association Northern New England Chapter, which runs a regular
training seminar to teach caregivers how to use critical assistive
living devices that enhance the quality of life for their loved ones
living with ALS. Throughout the spring and summer, quarantine
rules made it impossible to meet her caregivers and trainers in
person.

But ALS will not stop during the pandemic, which means
caregivers in Amber’s region can’t wait for the trainings to
resume. We talked to Amber about the ALS Family Caregiver Lab
and adjusting to service delivery during quarantine.

Families provide the majority of the long-term care for their loved
ones in the United States, and the need for information and
education is great. With an ALS diagnosis comes a long list of
devices, technology, equipment and tools to help make every day
in the home as comfortable and carefree as possible throughout
the progression of the disease. For many, the learning curve to
provide this care can be steep and often time daunting.

The ALS Family Caregiver Lab is a day-long workshop created for
friends and family members caring for people with ALS. This



program is designed to provide the education and training
caregivers need to use equipment like Hoyer lifts, communication
devices, and respiratory equipment safely to keep their loved one
comfortable as they help them perform the basic daily tasks of
living.

The chapter usually conducts the training at physical therapy
schools or clinics. “It was an obvious place to hold them so we
didn’t have to worry about getting the equipment like hospital
beds or properly fitted bathrooms for demonstration because they
were already there,” Amber said. With the aid of doctoral physical
therapy students and additional health care professionals,
participants learn about proper nutrition and feeding, basics on
respiratory therapy, various communication methods and devices,
as well as mobility and accessibility needs throughout the ALS
journey.

“This is all delivered in an environment for them to receive hands-
on instruction and be able to ask the really hard questions that
sometimes they don'’t feel comfortable asking in front of the
person they are caring for,” said Amber. “It also allows for them
time to meet with others like them and make connections with
other families.”

Due to the pandemic, Amber and her team are in the process of
reinventing the program to be able to provide the same type of
instruction virtually through the help of technology using videos
and Zoom calls. With the help of several physical therapy
students from Franklin Pierce University, they are creating a
series of videos and assessments for participants to watch and



will be holding a series of virtual meetings for caregivers to ask
guestions about what they have watched and will hold open
discussion and training virtually via Zoom.

“While it’s still work in progress, we’re excited about finding new
ways to continue providing this type of education for our families,’
Amber says. “And this new virtual opportunity will hopefully help
us to reach even more caregivers throughout our region because
they won'’t have to travel or leave the home.”



