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Dedication

One evening in February 2020, as I cut through Cambridge’s cobblestone alleys after my
graduate classes, I got an incoming call from my mother back in Ohio. I could tell she was sitting
in the car, her voice choppy from the poor Bluetooth connection on CarPlay. “Ok good news,”
she said, her voice crackling, “so the chest x-rays came back clean. No pneumonia, no suspicious
spots. [ guess it’s just a bad cold or something.”

“Good news,” [ repeated as I arrived at my apartment, juggling my purse and books to
unlock the front door. For the past few weeks, my mom had been dealing with some sort of
respiratory issue. She was coughing on and off, shallow coughs that came in bouts, and she was
running a fever, some nights sweating through her nightgown. My mom is a breast cancer
survivor, and chemotherapy treatment twenty years ago had weakened her heart by thirty-five
percent. [ was always a little on edge when she had any sort of illness related to her chest.
Relieved, I put my bags down inside, talked to mom about the rest of her day, and hung up the
phone to hop into the shower. The goal for the night was to finish packing for a research trip I
was taking to Rome during spring break, a few weeks away.

Over the next ten days, however, plans began to shift. First, a health conference in
Boston surfaced the first COVID-19 cases on the East Coast, igniting a chain reaction of
shutdowns across all of Boston'’s university campuses, including my own. My research trip was
cancelled. Scared, overwhelmed, and residually worried about my mom who was still coughing
a week later, [ rented a car, threw my Rome suitcase in the trunk, and drove back to Ohio.

During the drive from Cambridge to the Midwest, I listened to radio coverage about the
growing pandemic. Somewhere along the way, I also developed a small cough, what felt like a
tickle in my throat. It was probably seasonal allergies, I thought, but when I pulled into our
driveway in Ohio, I called my parents from the car and suggested that I stay in our basement for
a few nights. My mom hated the decision; it didn’t feel right, she said, but we fought on the
phone until she agreed. | heard her coughing upstairs as I hung up and entered the basement
from our garage.

On day three of basement living, my coughing had subsided, and I was in the middle of
class when I noticed an incoming FaceTime call from my mom upstairs. I was surprised to see
her name; she had given me the silent treatment since I moved into the basement,
communicating only through passive-aggressive stomps in the kitchen. When I answered, I
could hear her simultaneously onscreen and one floor above me. She turned the camera onto
her neck, “Look, Adriana, it’s swelling,” she said, pointing to the soft, almost translucent skin
between her neck and collarbone. The area was red and tender, and she kept coughing as she
held back tears. “It’s not getting better, I don’t know what to do.”
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In the span of thirty seconds, I decided that virtual communication was no longer our
best option. I hung up the phone and ran up the stairs. As we hugged on the couch, I gently
touched my mother’s neck, promising that we’d sort this out together.

To be clear; I exercised serious risk forgoing the phone and heading upstairs to see my
mom. While it turns out that I didn’t have COVID-19, there was no way I could have confirmed
that at the time. It was by sheer luck that I hadn’t been infected back on campus; other students
had been, including classmates I had shared seminar rooms with only a week before. By
choosing to accompany my mother in-person instead of virtually, [ gambled making things
exponentially worse instead of making them better.

And even though I was physically with her, my mother still faced her fair share of digital
hurdles. Ohio had closed down all health offices except for emergency services, and our local
hospital ran public service announcements on TV, asking anyone considering an ER visit to
schedule a virtual consultation. It took two days for us to schedule a virtual appointment for my
mom, all while her temperature continued to rise. Her coughing intensified and her neck
swelled. By the time we finally coordinated an appointment, she was having trouble lifting her
head.

I remember our first virtual consultation, peering at the nurse practitioner over my
mother’s shoulder onscreen. “Do you think it’s COVID?,” I asked, watching her stare back at us.
“Honestly, I can't tell,” she murmured, leaning over to try and get a better look at my mom’s
collarbone. “She has all the big signs of the virus—couch, breathlessness, fever—but this neck
thing is throwing me off. Maybe it’s a unique COVID-19 reaction. But she’s not in respiratory
distress... So Ma'am, so I think it’s best if you stay home and rest there, instead of coming into
the emergency room.”

After a few more formalities, the nurse practitioner signed off. My father, who was
sitting out of camera view, stood up and stormed off. “This is bullshit,” he said, “Now you tell me
how they're supposed to actually tell what’s going on with her by looking at a screen.” My
mother sighed, her temperature still above 101°F. I decided to call the hospital back and
schedule another consultation under a different name. This conversation, I was informed, was
going to be over the phone. When I was put through, I got straight to the point. “Hi Doctor, my
mother has a cough, shortness of breath, and a fever at 103. She’s having a hard time lifting her
head. Can you please approve her admittance?” “Sounds like COVID,” the doctor said. I told him
my mother’s real name, and in minutes he wrote her a ticket for emergency arrival. My father
and I helped my mom into the car, knowing fully well we had cheated the digital system.
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My mother walked alone into the emergency room, dragging her overnight bag with
what little strength she managed. Because they wouldn’t allow guests beyond the vestibule, I
watched from the parking lot, standing next to my father who sat in the car. We drove home in
silence and looked out at the empty city. My mom called us four hours later after finishing two
[Vs filled with fluid. “Two COVID-19 tests done, both negative,” she said. She was scheduled to
stay in the hospital for three more days for staff to run tests.

Every time my mom Facetimed me from the hospital, I would take a second to swipe up
and tap my SCREEN RECORD button before answering, because a small part of me believed these
were the last moments she and [ would share together. Altogether, I have four video recordings
of our conversations, including a recording of the moment she shared her diagnosis: stage four
cancer. Her breast tumors had returned and metastasized, moving through the lymph nodes in
her neck. They pushed against her thyroid and windpipe, causing the coughing and constant
fevers. She held the phone camera up to show the nurses prepping her for the lymph biopsy,
rubbing alcohol wipes along her chest.

My mother came home from the hospital on April 14, 2021, my twenty-seventh birthday.
She had lost over fourteen pounds since early March, her eyes sunken and her voice weak. But
slowly, in the midst of a pandemic, my mother began to heal. She underwent radiation therapy
to shrink the tumors in her neck and started an immunotherapy regimen that fought her cancer.
On October 5, almost six months after her diagnosis, my mother sent me a text message: “CT
scan shows resolution.” The cancer had shrunk beyond measurement. When I got her message,
[ stood up from my desk, closed and locked my office door, and began to cry.

This project is dedicated to my mother, Maria Krasniansky, who resolutely continues to
live her life fully amidst an ongoing pandemic and a lifelong (though currently managed)
stage-four cancer diagnosis. Her story is so much more than her cancer, but her most recent
cancer experience—much of which was mediated by technology—is the driving force behind
this work.

Sometimes I look back to the videos I recorded of my mother in the hospital. I leave the
sound off and watch our two faces trapped in boxes on the screen, trying desperately to convey
love.
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Preface: Who Cares?

If you ask any clinician who treats serious illness about the best way to measure a
patient’s quality of life, they’re likely to say “days at home.” Days at home refers to the number
of days in a person’s last six months spent outside of the hospital.! If a patient isn’t in a hospital,
researchers assume, they’re more comfortable in their own spaces, surrounded by family and
friends and the possessions and routines they love.

In 2020, days at home in the United States skyrocketed; as the COVID-19 pandemic
spread across the nation, individuals were forced into their houses indefinitely, increasing the
metric for most Americans by at least a factor of ten. However, despite being in their own
spaces and controlling their own routines, many suffered. Forty-six percent of adults over 50
reported speaking to others less than once a week, an eighteen-point increase from the year
prior.? In big cities such as New York and Houston, EMS forces reported new records in the
number of dead-on-arrival calls.? In a world where days at home were soaring, people were
dying at home, untreated, alone in their final moments.

Of the Americans who did receive care during the COVID-19 pandemic, most did so
virtually. At least sixty percent of citizens used telehealth in 2020, an increase from two
percent from 2019.* Virtual care extended beyond the health contexts, too. For example,
one-third of Americans participated in a live-streamed faith service during the pandemic, and,
in any given month of 2020, fifty-seven percent of the country video-called someone to say
hello, the highest number of any year collected. ® ¢ The virus and its subsequent lockdowns
initiated a great experiment to test the quality of care one could give and receive when all of our
days were spent at home.

! Adam C. Groff, Carrie H. Colla, and Thomas H. Lee, “Days Spent at Home — A Patient-Centered Goal and
Outcome,” The New England Journal of Medicine 375, no. 17 (October 27, 2016): 1610-12,
https://doi.org/10.1056 /NE|[Mp1607206.

2 “Loneliness Among Older Adults Before and During the COVID-19 Pandemic,” National Report on Health
Aglng (University of Mlchlgan September 2020)
h health 11

3 Charles Ornstein Hixenbaugh Mike, “A Spike in People Dying at Home Suggests Coronavirus Deaths in
Houston May Be ngher Than Reported ProPubllca accessed February 4,2021,

on-may-be- hlgher than- reDorted7token ODdIm7 ngUchwahZoUB 55f8AFTFV
* Research and Markets, "Global Telemedicine Virtual Healthcare Market Report 2020, November 18, 2020

> “Will the Coronavirus Permanently Convert In-Person Worshippers to Online Streamers? They Don t Thlnk

so,” Pew Research Center (blog] accessed February 4, 2021

worshl_r_)pers -to-online-streamers-they-dont-think-so/.

6 «

Coronavirus Prompts Increased Use of Video Chat Platforms for Work, Connectlon Ipsos Research, May 7,



https://www.ipsos.com/en-us/news-polls/coronavirus-prompts-increased-use-of-video-chat
https://www.pewresearch.org/fact-tank/2020/08/17/will-the-coronavirus-permanently-convert-in-person-worshippers-to-online-streamers-they-dont-think-so/
https://www.pewresearch.org/fact-tank/2020/08/17/will-the-coronavirus-permanently-convert-in-person-worshippers-to-online-streamers-they-dont-think-so/
https://www.pewresearch.org/fact-tank/2020/08/17/will-the-coronavirus-permanently-convert-in-person-worshippers-to-online-streamers-they-dont-think-so/
http://www.globenewswire.com/news-release/2020/11/18/2128944/0/en/Global-Telemedicine-Virtual-Healthcare-Market-Report-2020-Impact-of-COVID-19-on-the-91-9-Billion-Market-Forecast-to-2026.html
http://www.globenewswire.com/news-release/2020/11/18/2128944/0/en/Global-Telemedicine-Virtual-Healthcare-Market-Report-2020-Impact-of-COVID-19-on-the-91-9-Billion-Market-Forecast-to-2026.html
http://www.globenewswire.com/news-release/2020/11/18/2128944/0/en/Global-Telemedicine-Virtual-Healthcare-Market-Report-2020-Impact-of-COVID-19-on-the-91-9-Billion-Market-Forecast-to-2026.html
https://www.propublica.org/article/a-spike-in-people-dying-at-home-suggests-coronavirus-deaths-in-houston-may-be-higher-than-reported?token=0pdjm7_QgkUcUf2wxh2oU8-55f8AFTFV
https://www.propublica.org/article/a-spike-in-people-dying-at-home-suggests-coronavirus-deaths-in-houston-may-be-higher-than-reported?token=0pdjm7_QgkUcUf2wxh2oU8-55f8AFTFV
https://www.propublica.org/article/a-spike-in-people-dying-at-home-suggests-coronavirus-deaths-in-houston-may-be-higher-than-reported?token=0pdjm7_QgkUcUf2wxh2oU8-55f8AFTFV
https://www.healthyagingpoll.org/report/loneliness-among-older-adults-and-during-covid-19-pandemic
https://www.healthyagingpoll.org/report/loneliness-among-older-adults-and-during-covid-19-pandemic
https://doi.org/10.1056/NEJMp1607206
https://doi.org/10.1056/NEJMp1607206
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When the COVID-19 pandemic hit, [ was working as a graduate student researcher at
Harvard Divinity School in Cambridge, Massachusetts. In 2019, | had submitted a proposal to
study how new virtual technologies could impact the ways that we deliver care for homebound
older adults. At the time, the project was received as an interesting but abstract question, one
that had little impact on the real time decision-making happening in hospitals, long-term care
facilities, and homes across the country. However, six months later, as the virus took hold within
communities and forced us all inside, I was asked by my research supervisors to resurface the
project. Virtual caregiving had morphed from an interesting hypothetical to a critical process
that we all needed to understand as quickly as possible.

This book is a culmination of that research project, restarted in March 2020. It starts
with some questions you've probably heard in books, papers, or on TV in 2020: Can virtual care
ever be as effective as in-person treatment? How do caregivers adapt from in-person to virtual
caregiving? However, these questions serve only as gateways to deeper issues | hope to
address: What does it really mean for us to care about other people? What does an ethic of care
require us to actively do?

A Note on Caregivers

Before diving into the work, it’s worth mentioning that the virtual channels necessitated
by the pandemic have shone light upon all the different roles that deserve to carry the title of
“caregiver” Back in 2019, when I first proposed my research, my supervisors asked how I
would define a person's care team. Everyone suggested including roles such as physicians,
nurses, chaplains, social workers, and therapists. But 2020 has shown us just how many other
people are involved in the care process.

Countless people work as caregivers without being formally acknowledged by the
medical system. If you or a loved one have ever experienced health-related needs, you probably
know that your care team includes family members and friends, and pharmacists, maintenance
staff, domestic workers, faith leaders, and social service providers play important roles too.
During the COVID-19, each of these professionals faced similar challenges, thinking about how
they could use virtual platforms to make physical, mental, and spiritual burdens a little bit
lighter. Perhaps, in the broadest sense, this is our definition of care.

By pushing unrecognized caregiver roles through the same highly-visible virtual
communication channels as “conventional” healthcare professionals, the COVID-19 pandemic
can help us to acknowledge and dismantle the hierarchy of caregiving encoded within our
social frameworks. Zooming with a doula is not all that different from Zooming with a doctor,
and I hope that these similarities prompt us to ask, more deeply, whether these two professions
have more in common than we think. For this reason, I use the term telecaring rather than
telehealth to encompass all virtual caregiving work. “Telehealth” has historically encompassed
only conventional healthcare roles, but we know that caregivers exist beyond the health system.
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They are the people we call when we’re down, who visit us when we’re sick, and who help us
through the long and complex journey of life. During the pandemic, they worked just as hard to
care for us virtually as did our “conventional” healthcare providers.

The following chapters interview dozens of telecaregivers who share how they adapted
to the virtual world during the COVID-19 pandemic. For almost all the individuals interviewed
in this book, the pandemic forced them to explore telecare for the first time. I acknowledge the
courage it takes to share their learning process, stumbles and all, with a wider audience, and I
am deeply grateful to each of these professionals for exercising the humility to candidly share
their stories, assumptions, biases, and learnings. Several expressed how important it was to
share these experiences with others, so that we could all learn from and alongside them.

Interestingly enough, not one of the caregivers interviewed predicted that our society
would ever fully abandon virtual care. Even when the pandemic fades into our collective
memory, there will still be families who rely on digital means to check in with loved ones or to
say their final goodbyes. While COVID-19 increased our awareness of loneliness and isolation,
many people felt alone long before the virus, and will continue to experience loneliness after
the pandemic. For these individuals, today’s experiments in telecaring open the door for a more
open connection to the world, if and only if we take today’s learnings with us into the future.

Further, telecare has challenged us to look directly at the forces of inequity that impact
our care experiences. Barriers such as poverty, insurance coverage, education, and social capital
compound when you bring technology into the mix; if someone can’t afford the copay for a
primary care visit, it's also unlikely that they can afford the type of high-speed broadband plan
needed to access “free” virtual appointments. The COVID-19 pandemic has confirmed that basic
internet access and literacy are now social determinants of health. In today’s
socio-technological system, technology accessibility can impede care that ultimately affects
physical, mental, and spiritual health outcomes down the road.

As a last disclaimer, [ would also like to note the uniqueness of every caregiver’s
experience. Some of the caregivers interviewed here work within the largest health systems in
the world, organizations that come with robust telecare resources, guidance, and stipends.
Others work completely on their own, Googling “best telecare practices” from their personal
computers and funding any digital services out of their own pockets. As a researcher, [ commit
to holding each caregiver’s experience as its own unique story. However, I have named larger
themes and insights that rise above the stories in each and every chapter. While stories are not
statistics, they are data, and [ hope this data uncovers lessons or new perspectives to inform
digital interactions well into the future.

In a world where “the promise of technology” sounds like a crude overgeneralization,
the following chapters are meant to provide a deep and enriching view into what caregiving
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through technology looks like. Telecaring is not easy, nor is convenient. It is a monumental
effort of creativity and love. Thank you, to all our telecaregivers, and to all of you who are
learning.
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Chapter 1: A Sudden Introduction

Virtual care moves from fringe project to necessity

Featuring perspectives from:

Tiffany Chhuom, Trauma Counselor and Ethicist
Viraj Lakdawala, Emergency Room Physician
Davis Baird, Policy Advisor

Sage Rosenthal, Policy Advisor

Marian Grant, Policy Advisor

Before 2020, Tiffany Chhuom was one of the only trauma counselors offering virtual
appointments within Washington state. Many of her clients were first responders: police
officers, army sergeants, and EMS staff who worked irregular schedules that prevented them
from attending sessions during the normal workday. Some also experienced social anxieties,
PTSD, and other conditions that made it difficult to navigate loud and bustling spaces, like office
buildings, regularly.

Tiffany didn’t mind her odd hours or virtual workstyle; as a wheelchair user and trauma
survivor herself, Tiffany found that virtual care suited her professional workstyle better than
renting a cookie-cutter therapist’s office. Besides, since her undergraduate days, Tiffany had
been fascinated by the internet and virtual experiences. In addition to meeting with clients, she
ran a practice as a technology ethicist, helping hospitals and healthcare organizations
implement new technologies and draft usage guidelines. To ring in the new decade and
celebrate a few new clients, Tiffany had spent December 2019 converting her backyard shed
into a telecare studio, adding bright wall paint, some potted plants, and high-speed broadband
to make the space cheery and functional for work. In early March 2020, right after she had put
the final touches on her backyard studio, Tiffany’s phone started ringing off the hook. Tiffany’s
studio, conceived as an oasis from “conventional” caregiving, became ground zero for telecare
advice and instruction to dozens of Tiffany’s colleagues from around the state.

Though virtual communication was near ubiquitous in the United States by
2020—millions of people used cell phones, computers, and apps like FaceTime to talk to
friends and loved ones daily—virtual caregiving had remained a fringe industry, used only for
unique healthcare situations or to reach rural patients who lived far from full-service hospitals.
Before the COVID-19 pandemic, nearly half of the U.S. physicians and 43% of mental health
professionals had never used telehealth in their careers.” Less than 1% of Medicare health

’ Elise Reuter, “Survey: More than 90% of Physicians Are Treating Patients Remotely,” MedCity News (blog),
May 1, 2020,
https://medcitynews.com/2020/05 /survey-more-than-90-of-physicians-are-treating-patients-remotely/.
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appointments—the largest class of health appointments in the country—happened virtually.?
So when COVID-19 overloaded hospitals, shut down non-essential care facilities, and even
made the process of traveling to an appointment dangerous, telecare professionals like Tiffany
were suddenly catapulted into leading a national caregiving revolution.

In this first chapter, we head to Tiffany’s shed, and beyond, to explore the immense
regulatory and infrastructural telecare changes enacted in response to the COVID-19 pandemic.
The pandemic’s emergency accommodations and protocols laid the groundwork for a yearlong
hyper-acceleration of telecare: a national, necessary experiment that prodded deeper questions
about how we design, mediate, and scale caregiving acts between human beings. It’s almost
impossible to underscore the true magnitude of the year’s telecare uprising: in less than twelve
months, the United States Department of Health and Human Services approved coverage for
over eighty new telecare procedures and extended new telecare authorities to thousands of
healthcare professionals. New caregiving experiences were tested out en-mass onscreen,
simply because there was no safer option.

Uniquely, this chapter is told through the eyes of Tiffany and four other professionals
who each had established themselves as telecare experts long before the COVID-19 pandemic.
On one hand, listening to their leadership in 2020, built upon years of insight, guides us in
understanding how policy, organizational decisions, and clinical actions should work together
to secure a safe and accessible national telecare environment. On the other, hearing even their
surprise and urgency in 2020 helps us to imagine just how jarring this transition must have
been for the providers, caregivers, and individuals who were less ready, who had never even
considered telecare as a real possibility. Even for the experts, telecare came suddenly and with
force.

A Project Two Years in the Making

Like Tiffany, Dr. Viraj Lakdawala had been thinking about virtual care long before the
COVID-19 pandemic. For ten years, Dr. Lakdawala worked as an emergency room physician in
New York City, and he knew firsthand how hard it was for the city to manage acute care cases.
High real estate prices constrained the number of emergency room beds available, traffic
clogged ambulance routes to and from patients, and emergency rooms had constant visitors
with few periods of downtime. In late 2017, Lakdawala began researching how to use virtual
communication to limit in-person emergency room visits. He took the idea to his hospital’s
executive board at NYU Langone Health System and was named the hospital’s first Chief for
Emergency Medicine Telehealth. His goal was to reduce the number of New Yorkers who
needed to visit the emergency room in person.

8 “ASPE Issue Brief: Medicare Beneficiary Use of Telehealth Visits: Early Data From the Start of the COVID-19
Pandemic,” ASPE, July 28, 2020, https://aspe.hhs.gov/pdf-report/medicare-beneficiary-use-telehealth.
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In winter 2019, a month into Dr. Lakdawala’s first official virtual training cohort, NYU
staff started to hear from colleagues that COVID-19 cases were picking up in Chinese hospitals.
The hospital administration began to think through possible COVID-19 patient flows. Virtual
care was designated as one of the safest COVID-19 screening approaches, and, with hospital
approval, Lakdawala began to focus his virtual emergency room training on COVID-19 cases.

To start, Lakdalawa began taking inventory of NYU’s telecare resources. A few years
earlier, the hospital had built a new inpatient tower on its Manhattan campus with
state-of-the-art technology (personal HD TVs, high-speed internet) in each patient room. Every
bed had an iPad with video chat apps installed. Lakdawala designated these rooms as
telehealth-preferred. Other hospital wings had a telemedicine cart, which consisted of a
personal computer perched up on a rolling dolley, connected to several wearable sensors and a
20-inch TV. These carts were designed to videoconference out-of-state medical specialists into
complex cases, but Lakdawala figured they would work for basic telecare needs too. Lastly, the
hospital gerry-rigged a modular telehealth solution—an iPad strapped to the top of a tripod.
“We called them iPads on a stick,” Lakdawala says. NYU ordered hundreds of these setups to be
purchased and deployed.

As NYU prepared for the COVID-19 pandemic, Dr. Lakdawala started receiving calls from
all over the country—friends, classmates, and former colleagues who knew about his
longstanding work in virtual care. “They’d call and say, ‘Hey Viraj, we know you’ve been running
this emergency telecare thing for a while and we need to do the same, but we don’t have
anything started,” Lakdawala remembers, “That’s when I realized how lucky we were [at NYU
Langone]. We had built our virtual infrastructure over two years. This wasn’t something you
could just scale overnight.”

Regardless of the roadblocks, Dr. Lakdawala started sharing everything he knew with
hospital systems calling across the country. However, he quickly realized that knowledge
wasn’t the only barrier to getting organizations ready. There were other roadblocks to
telecaring that had to be addressed inside the nation’s capital.

New Rules of Engagement

In Washington, D.C., two blocks from the White House, three policy analysts, Marian
Grant, Davis Baird, and Sage Rosenthal, sat in their office conference room editing a memo to
the Department of Health and Human Services (HHS), the federal office responsible for
regulating healthcare within the United States. The memo proposed significantly expanding
telecare benefits available to Medicare patients.

Historically in the United States, virtual healthcare has been viewed as a last resort
healthcare option, available only to the country’s most remote or rural communities. In order to
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qualify for a Medicare-eligible virtual visit, patients in rural communities were required to
travel to a nearby health clinic (known as the “originating site”) and use an onsite device to
connect with a licensed in-state doctor. Telecare visits couldn’t happen at home, patients
couldn’t meet with providers from outside the state, and only certain types of appointments
were accommodated.

However, Marian, Davis, and Sage saw a different opportunity for telecare expansion.
The trio worked at the Coalition to Transform Advanced Care (C-TAC), a nonprofit organization
advocating for Americans with serious and terminal illnesses. They knew that many elderly and
seriously ill Americans had trouble getting to and from their healthcare appointments. Some
people could not arrange or afford transportation to the hospital or doctor’s office, while others
were too sick to work up the energy to go. The three figured that if they could petition for
broader telehealth access, they could help thousands, if not millions of Americans keep up with
their healthcare regimens. While the C-TAC had tinkered with a telecare policy strategy for a
few years, Marian, Davis, and Sage felt that 2020 was the right year to kickstart a serious policy
initiative.

While Marian, Davis, and Sage worked for weeks preparing their HHS memo and getting
buy-in from colleagues across town, conversations about COVID-19 began to pick up in
Washington D.C. The first cases had been reported in the United States, and health experts
warned of the virus’s high transmissibility, endangering staff and patients in care facilities.
Non-critical health appointments and procedures were canceled. Everyone waited with baited
breath to see if HHS would change telehealth regulations in response to the pandemic.

On March 13, 2020, HHS delivered. President Donald Trump announced an emergency
declaration expanding Medicare’s telehealth protocols.” Over 80 different health services, from
check ups to physical therapy, were authorized to be done virtually. The agency also committed
to reimbursing all telehealth-eligible visits for Medicare patients. Virtual visits increased by a
factor of several hundred, and thousands of new providers were asked to deliver telecare for
the first time—a privilege and responsibility they had never trained for. While Marian, Davis,
and Sage advocated for telecare expansion, they hadn’t planned for an increase at this level. The
great telecare experiment had begun.

Starting the Discussion

In late 2020, I asked Tiffany, Dr. Lakdawala, Marian, Davis, and Sage to share their
perspectives on the year’s telecare changes. Together, the group resembled some sort of “Four

? Centers for Medicare and Medicaid Services, “President Trump Expands Telehealth Benefits for Medicare
Beneficiaries During COVID-19 Outbreak,” CMS.gov, March 17, 2021,
https://www.cms.gov/newsroom/press-releases/president-trump-expands-telehealth-benefits-medicare-be

neficiaries-during-covid-19-outbreak.
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Horsemen of the Apocalypse” arrangement, each person having foreshadowed, in their own
way, the rise of the telecare movement.

[ started by asking everyone to share what they thought had been the biggest driver of
telecare expansion during the pandemic. Policy was the first thing to come to mind; obviously,
Trump’s emergency declarations had opened the floodgates for millions of new telecare
engagements.

However, the group worried about the breakneck pace of all these policy changes.
Tiffany, who practiced as a virtual therapist for over four years before the pandemic, spoke up:
“Before COVID-19, when I'd train other therapists to practice virtually, we'd approach it as a
6-12 month goal. You know, it’s really a big learning curve; you have to adapt to a new work
setting, learn how to manage your schedule and workflow, and develop new skills to really
shine as a provider online,” she explained, “But now, boom, COVID-19 hits and everyone has the
permission—if not the obligation—to practice virtually with all their patients or clients. There’s
no time granted for professional development or planning to take on this new responsibility.”
Marian chimed in. “Being allowed to do a new thing is just part of policy innovation,” she said,
“But innovation should also include training and best practice guidelines to help professionals
master the necessary skills. We simply didn’t have the time to prepare these best practices
before the pandemic set in.”

In effect, the pandemic’s emergency policy changes thrust caregivers into telecare
contexts. While this transition is covered more deeply in the next chapter, for now, it’s
important to understand how a sudden global health event and subsequent government
decisions set caregivers up to dive in headfirst into virtual spaces.

Infrastructure & Regulation

Next, the group talked about the role that digital infrastructure played within 2020’s
great telecare shift. The past ten years of widespread internet and smartphone adoption made
it possible to even consider telecare as a national COVID-19 response. “I know this sounds silly,
but think about how lucky we were to have this pandemic hit when we had the means to
virtually communicate,” Davis said. “Otherwise there would have been no alternatives. Without
virtual means, the pandemic would have forced us to forgo care altogether in thousands of
cases, compounding people’s even more down the line. Or we would have had to risk so many
more people’s lives—as caregivers and recipients—to deliver even the bare minimum.”

However, widespread internet adoption didn’t make telecare accessible to everyone.
Equity gaps persisted not only in device ownership but also in usability: language barriers,
poor UX design, and lack of patient training closed off virtual platforms for many. Healthcare
organizations also struggled to set up and finance telecare infrastructures in the short
timeframe necessitated by the pandemic. Davis added, “Emergency policies are really nothing
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without necessary infrastructure. There are enormous costs associated with setting up a
working telecare system, and there hasn’t been a lot of government funding assistance to date.
So unless you had telecare in the works for years or you're a huge system who had hundreds of
thousands of dollars on-hand to pivot quickly, 2020’s emergency telecare provisions were more
of a challenge than a solution.” Dr. Lakdawala chimed in, counting how many colleagues called
him asking for last-minute help to set up their telecare infrastructures. “There must have been
nine or ten different health systems that called,” he said. “They were starting with already
overstretched or underfunded IT departments, and they really needed to upgrade their
broadband and devices before even thinking about delivering virtual care.” While there were
federal IT funding measures passed by the FCC and other entities, everyone agreed that the
money—which started flowing in April 2020—was too little, too late.

The digital infrastructure hurdle was even more daunting for the thousands of care
providers running their own private practices; in a manner of days, they were asked to close
down their offices and transition to a new world of virtual visits, telecare billing codes, and
internet privacy protocols.

Tiffany recalled the week her private practice colleagues began to call with targeted
questions about how to use telecare in light of HIPAA, or the Health Insurance Portability and
Accountability Act. HIPAA requires that care providers use virtual platforms that have
extremely high levels of data encryption and are covered under a Business Associate
Agreement, a contract by which they promise not to share collected data with anyone but the
patient and authorized healthcare partners. During the COVID-19 pandemic, the Trump
administration had suspended all HIPAA requirements for virtual care platforms, in order to
help providers get started with telecare without worrying about regulatory barriers. While
some providers chose to use HIPAA-compliant virtual platforms during the pandemic (which
often charge a monthly fee), others administered care over everyday platforms like Facetime,
Skype, and Zoom, which aren’t HIPAA-complaint.

While Tiffany appreciated the emergency flexibility that the HIPAA accommodations
offered, she couldn’t help but wondering—what if something goes wrong? “The HIPAA
accommodation facilitated a democratization of telecare because even private practice
therapists could see clients virtually, using platforms both they and the client both felt
comfortable with,” she said. “But [ worry...if something bad happens, like a data breach. Who
will protect the patient? I also wonder what happens after this emergency moment. Will my
colleagues be forced to upgrade to HIPAA-compliant platforms? Will clients feel comfortable
transitioning to new platforms, after they’ve met so long on Facetime? And will providers be
supported with the tools and funding they need to upgrade to more protected platforms when
the time comes?”
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Marian chimed in. In an ideal scenario, she said, HIPAA's emergency accommodations
would force the government to rethink the future barriers it puts around telecare and rewrite
regulations to keep up with the fast pace of virtual technology’s evolution. Hopefully, popular
virtual communication platforms would also see the benefit of increasing their software
protections in order to be telecare-eligible. However, Tiffany and Marian shared the same
concern: as emergency accommodations from the pandemic end, there’s a chance that small,
family- or community-based caregivers will be priced out of the future telecare industry. Future
regulations could prohibit small caregivers from offering digital services altogether, while
consolidating digital access within only the most well-off care institutions.

Next Steps

U.S. saturation of telecare most likely reached its peak in the early days of the COVID-19
pandemic. In March and April 2020, when health systems closed down all non-essential visits,
almost half (43.5 percent) of Medicare primary care visits happened virtually, compared to 0.1
percent one month before the pandemic.’ Later that year, as we all settled into a “new normal,”
health systems began opening up for certain in-person visits. Dr. Lakdawala estimated that 20
percent of NYU Langone’s December 2020 visits were virtual, down from 50 percent in the
spring. However, Dr. Lakdawala and the others don’t expect that these numbers would ever be
0.1 percent again.

“Even as the telecare numbers plateau, we should focus on understanding what can be
done virtually, in the long term” said Sage, the third policy team member at C-TAC. “We know
how great in-person visits are, and it doesn’t look like telecare will replace them. More likely,
we’ll have a ‘both-and’ care approach instead of an ‘either-or’ dichotomy.” For policy makers,
the biggest question moving forward will be how to redesign health payment models to
incentivize both telecare and in-person visits where each is most appropriate. C-TAC and other
organizations are working closely with the U.S. federal government to restructure payment
models and incentivize in-person care, while still keeping telecare options for those who really
benefit from them—older adults, people living with disabilities and serious illnesses, and those
facing transportation insecurity, among other groups.

Perhaps that biggest pandemic learning for care professionals is the reminder that,
when push comes to shove, the behemoth $3 trillion U.S. healthcare industry can act nimbly.
“Even not knowing what we were doing, we fell into something and we figured it out. We were
able to deliver care,” said Marian, “There are still kinks, but by-and-large the telecare experience
kind of worked. It’s one of the silver linings of this pandemic: it hastened something that we’ve
been talking about for years. Otherwise, it might have taken us five to ten years to get telecare

10 “HHS Issues New Report Highlighting Dramatic Trends in Medicare Beneficiary Telehealth Utilization amid
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to where we are today. By the end of this pandemic, we’ll have been doing telecare as a nation
for over a year. You can’t put the toothpaste back in the tube. It’s going to be really hard to tell
providers you can’t go back to practicing pre-telecare.

[ asked Dr. Lakdawala, Tiffany, Marian, Davis, and Sage to share a final thought about
telecare policy. Davis spoke up: “Most of the stories you'll hear from 2020 are about providers
using telecare in an emergency. But life won’t be in emergency-mode forever. In certain health
contexts, telecare has already started to feel normal. Policy and infrastructure will need to keep
up, but care is evolving. People are adapting to meet care needs.”

Understanding the infrastructural and regulatory underpinnings of telecare will help us
to put the following chapters’ telecare stories in context. Many of the perspectives in this book
explore telecare through the lens of an acute health emergency, but as they progress, they grow
into stories about human experience and caring for one another, regardless of modality. The
soul of care offers an ongoing drumbeat within this sea of regulatory and technological change.
If we listen closely enough, things almost start to sound normal.
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Chapter 2: Webside Manner

Professionals learn to provide care online

Featuring perspectives from:
e Ranjana Srivastava, Oncologist
e Erica Long, Hospital Chaplain
e Sally Hammel, Chaplaincy Intern

After deep diving into telecare policy, my next step was to speak to the professionals at
the front lines of virtual caregiving. Through the hospital provider community, I was introduced
to Dr. Ranjana Srivastava, an oncologist in the Monash Health System, a rural community
healthcare provider near Melbourne, Australia. Dr. Srivastava had made a name for herself as a
virtual oncology leader in the pandemic, and I was excited to hear about her first experiences
caring over a screen. Clearly, I assumed Dr. Srivastava would have some motivational insights
about getting started.

Her answer wasn’t at all what I expected. “Let’s just say, | was not sold on virtual care
when I heard about it!” she said, laughing as I tried to hide my surprise across our Zoom
screens. In 2019, Srivasta was first asked to conduct a virtual consultation for a patient over
video chat. “Immediately, [ thought, ‘oh no, this is going to be a headache,” she remembered. It
took her team over one month to set the call up, between procuring a camera for the hospital
computer, confirming privacy protocols with their legal team, and upgrading antivirus security
software. “At this point, I was only doing it as a favor to the patient,” she said, “And then they
canceled! Because the whole thing was too complicated. [ remember turning to my team and
saying, ‘There you go. It’s just too hard.”

Like Dr. Srivastava, most health care providers were not prepared to adopt telecare
before the COVID-19 pandemic; in fact, before 2020, nearly half of U.S. physicians had never
used virtual platforms in their careers.! Learning how to deliver telecare was a serious
professional commitment that involved radical change. Health care providers, used to meeting
patients in exam rooms or even hospital hallways, had to upgrade their devices, learn entirely
new software programs, and reestablish professional mannerisms to translate their work
onscreen. For many providers, the telecare revolution shook their self confidence, raising
questions about their long-term roles within health care’s increasingly digital future. Perhaps
most acutely, telecare forced health care providers to reorient their relationships with patients.
Some practitioners felt as if they were meeting their patients again for the first time, sorting out

"Elise Reuter, “Survey: More Than 90% of Physicians Are Treating Patients Remotely,” MedCity News, May 1,
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boundaries and naming power dynamics that had lurked beneath the surface all along. Many
realized how much they relied on patient encounters for their own personal meaning-making
and healing. As we'll see in the following stories, virtual provider-patient experiences
transformed the definition of caring for both parties.

Navigating the Telecare Transition

After I (politely) stopped laughing at Dr. Srivastava’s 2019 story, | asked her to share
when she realized that her hospital was undergoing a telecare transition during the COVID-19
pandemic. “Well, the telecare experiment started slowly, and then quickly,” she started. “When
news of the pandemic began to spread in February 2020, we noticed a decrease in the number
of patients inside our clinic. And then, all of a sudden, we were at 50 percent our normal
numbers. And then 25. Not long after, we decided to cancel all nonessential in-person visits.
Throughout the whole process, I remember telling patients, ‘Our visits will only be delayed by a
few weeks. I didn’t think about alternative ways of meeting. Looking back, all the things I
thought, did, and told patients feel foolish now.”

The same week [ interviewed Dr. Srivastava, I also met with Reverend Erica Long, a
Unitarian Universalist minister and chaplain at Massachusetts General Hospital in Boston.
During our first conversation, I asked Rev. Long a similar question—when did she begin to
notice the telecare transition within her hospital? Rev. Long recalled experiencing a feeling of
impending doom in February 2020, as everyone prepared for the COVID-19 pandemic to reach
Boston. Once the first cases surfaced in the hospital’s emergency room in early March, Long was
told that all hospital chaplains would be working from home. She had less than 24 hours to
pack up her office for the foreseeable future.

Despite working in different departments, at different hospitals, and across two
continents, Dr. Srivastava and Rev. Long went about their transitions to telecare in similar ways.
Both started with the huge task of converting all of their in-person appointments into virtual
visits. Dr. Srivastava assembled a team to call patients at home and prepare them for their first
virtual oncology appointments. Rev. Long, who works on the hospital’s psychological and
neurological care units, started fielding emergency e-chaplaincy requests while simultaneously
planning how she would manage her full caseload virtually.

For both women, this transition involved working with limited technological resources.
For example, Dr. Srivastava recalled asking a patient if they had a virtual communication device
and being told that they had a VCR player in the living room. Rev. Long, whose patients were
mostly in the hospital, had to work around the fact that inpatient resources were being rationed
due to the pandemic. “On one floor we only had two phones for twelve patients,” Long
explained. “As a chaplain, [ was supposed to call one of these phones, see if a patient was
available and willing to talk, and then try to support them in their situation, all while making
sure I didn’t tie up the phone line for others.”
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Dr. Srivastava continued to work from her hospital office, seeing patients remotely and
bringing them in as necessary. However, Rev. Long was required to work from home, calling
patients who were in the hospital as well as their family members across the country. Working
from home forced Long to upgrade her home office setup, which she saw as a necessary
investment to do her work well. “Most people don’t realize the home upgrades that care
providers had to undertake in order to work virtually,” Long said. “Even though I was only
making phone calls, | had to learn how to navigate electronic health record software on my
home computer, access and edit patient files, and navigate phone conversations and data
procedures in light of privacy rules. As basic as this sounds, I had to update my home Internet
package. Some of my colleagues didn’t even have WiFi at home when the pandemic started, and
they had to figure out how to work around that in a matter of days.”

As Rev. Long and I talked, I realized just how much of her own time and money she put
into making virtual care seamless and accessible for her patients. She worried about her
colleagues, including administrators, chaplains, and social workers, who might not be able to
afford home upgrades. She also worried about what these digital contingency requirements
meant for the future of hospital chaplaincy and these other career fields. “When you go into
hospital chaplaincy, you don’t expect to need a home office or dual-monitor setup,” she
explained. “But what happens if a pandemic strikes again?” On top of years of schooling and job
searching, digital investments could deter students from entering the job market. Having grown
into her career in a hospital setting, Rev. Long wondered if future chaplains would have the
same sense of workplace security.

A Team Behind the Screens

The next time I spoke to Dr. Srivastava, she was preparing for a virtual check-in with her
telecare coordination team, responsible for transitioning all of her patients onto virtual care
platforms. During the pandemic, Dr. Srivastava and her staff met almost daily to tweak their
virtual caregiving system and protocols, making changes week-by-week or even visit-by-visit to
improve the patient experience. “First, because of privacy concerns, we were only allowed to
speak with patients over phone,” she explained, “When we were cleared for video consultations,
we started by giving patients an option of whether they wanted to speak over video or via
phone call. Most patients chose the phone option because it was easier; they didn't have to deal
with a link and such. In effect, our team realized we were giving patients an easy out.”

After a group meeting, Dr. Srivastava and her team decided that they would no longer
give patients such an easy option. “We started to tell patients that video chat was the only
option, unless there were extreme circumstances,” she said, “but we had to follow that up with
adequate support to make sure they could successfully manage a video visit. We tested their
WiFi strength, and our administrative assistants called patients several days in advance to walk
them through the sign-on process. After one meeting, we even set up an administrative Webex
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account so that our support team could be ‘chatted’ into an appointment if we were
experiencing technical difficulties.”

Dr. Srivastava also worked closely with the hospital’s IT department. “These past eight
months, we've probably talked as much to tech support as we have to patients,” she joked,
rattling off the names, titles, and quirks of IT staff she’s come to know at the hospital. While IT
technicians were once their own discipline, the rise of telecaring had brought them into the
caregiving journey. Dr. Srivastava personally witnessed several moments where technical staff
went above and beyond their job descriptions to shepherd patients through their virtual visits.

Telecare requires the assistance of multiple people, like IT staff, who may have never
called themselves care professionals before. This group includes computer engineers building
telecare platforms, administrative assistants helping patients sign on for telecare visits, and
even maintenance staff offering patients their phones to FaceTime loved ones. Rev. Long
recounted ministering to a COVID-positive patient through a walkie talkie, held by a nurse at
the patient’s bedside. “During televisits, | had limited clinical privilege. Honestly, I was humbled
to be so professionally vulnerable,” Rev. Long explained, “In order to do my job, [ was
completely dependent on other people—on their expertise or generosity—to make sure that
my technology was available and working.”

Virtual First Steps

While Dr. Srivastava and Rev. Long are both long-time professionals, 2020 met a whole
class of health care students who were forced to adapt to a remote setting. One of these
students was Sally Hammel, a classmate and friend of mine at Harvard Divinity School, who was
studying to be a hospice chaplain. In order to work toward her chaplaincy board certification,
she was required to complete several chaplaincy internships in real-world settings.

In early March 2020, Sally’s summer chaplaincy internship at New York’s Mount Sinai
Hospital was canceled due to the pandemic. Deep down, Sally understood the hospital’s
decision to cancel its in-person program; in fact, this decision was much safer for her
personally. Sally is over sixty years old and is a heart attack and breast cancer survivor. She was
entering chaplaincy as a second career; in our conversations, she spoke openly about her
heightened health risks related to COVID-19 and her hesitancy to interact with patients during
the pandemic. However, Sally didn’t know what these COVID-19 fears said about her future
career path. “Listen, I've changed my entire career to be a hospital chaplain,” she said during
our Zoom conversation, throwing her hands up on the screen in exasperation. “What does it
mean if I can’t be in the hospital at certain times because of my own health circumstances? Is
my career potential the same?”

Eventually, Mount Sinai offered Sally a virtual internship opportunity for the summer,
which she accepted. She was assigned to serve as a virtual chaplain for the Kittay House, an
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assisted living facility in New York’s South Bronx neighborhood. Two hundred residents lived at
Kittay House and had formed a very tight-knit community. However, due to the pandemic,
residents were effectively sequestered to their own apartments within the complex. Daily
communal lunches had been discontinued, and weekly activities such as guest speakers, choir
performances, and outings to the ballet and movies were postponed indefinitely. Even meals
were dropped at residents’ doors without contact, turning a once-vibrant building into a
network of deserted hallways littered with sandwiches. In an effort to alleviate some feelings of
isolation, Sally was asked to call 30 Kittay House residents twice a week to offer spiritual
support and conversation.

Caregiving or Cold-Calling

On the first day of her internship, Sally called each resident on her list to introduce
herself and start a conversation. “I was basically spiritually cold-calling old people,” Sally said,
chuckling. “Let me tell you, the first few days of the internship were extremely frustrating. Half
of the residents couldn’t understand me, while others were hard of hearing. Many didn’t
understand why [ was calling and bothering them. Nothing I did matched my definition of being
a chaplain, which was to be a non-anxious presence with others. If anything, [ was making them
more anxious.”

Exasperated, Sally called up her advisor at Harvard and explained the situation,
ultimately asking for permission to quit. Instead, the advisor encouraged her to adapt her
mindset and expectations during this program. Sally reassessed the internship and looked for
attainable goals. “Well, I knew that our residents were grieving the loss of connection,” Sally
said, “so I decided to focus on that.”

With a new approach in mind, Sally resumed her calls. “Sometimes, we discussed things
they were optimistic about: an upcoming visit from a loved one, a virtual event, or just a
moment of afternoon sunshine. Sometimes, we talked about grieving friendships, social
moments, their sense of normalcy,” she explained. “But we always talked about how they were
going to get through what they were going through. In many ways, we were developing
resilience. Week by week, we worked on that together.

Sally shared one experience that encapsulated, for her, both the grace and frustration of
the internship. “I got to know one resident who was Buddhist, and she wanted to join her
temple’s virtual chanting sessions, which were being live-streamed on Zoom,” Sally explained.
“However, this resident was blind. She was very capable, could work her computer well, and
even was able to pull up the Zoom meeting. However, the meeting required a password, and my
resident couldn’t figure out how to enter the password. Ultimately she couldn’t join.”

For days, Sally worked with Kittay House staff, IT support, even members at the
Buddhist temple to try and help the resident access this virtual session. Even with all of her
outreach, ultimately Sally couldn’t get the experience to work. “I felt terrible,” Sally reflected,
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“Here we have a Buddhist temple live-streaming their chanting sessions. They’re doing
everything right in the pandemic. And yet, because of a fluke, this congregation member
couldn’t connect.”

Like Sally, many health care providers felt the heartbreak of not being able to do more
for their patients virtually. They had to acknowledge the different tragedies—of COVID, terrible
diagnoses, limited technology resources, or other factors—that patients faced daily. When Sally
shared her experience to her advisor, the advisor paused and asked Sally how she, as an intern,
felt about the whole thing. “I hadn’t thought about it,” she said, “But I guess I felt grief. Inmense
grief. I felt grief for my resident, grief that I couldn’t help her, grief for so many people in similar
circumstances.” Ultimately, Sally decided that accompanying this resident in her sorrow was the
greatest gift that she could offer.

Care During Dishes

Across each of their conversations, Sally, Dr. Srivastava, and Rev. Long all mentioned how
surprising it was to virtually encounter patients outside of health care settings and within the
regular moments of their lives: while driving, cooking breakfast, or doing the dishes. “At first, it
felt unnatural calling patients or family members outside of the hospital” Rev. Long said, “and I
would start each conversation honoring that. ‘I feel so sad that we can’t be at the bedside
together, I would say, ‘That’s the way it should be.”

However, connecting with patients outside of the hospital had some benefits. By
stripping away the sterility of health care settings, telecare brought providers into the everyday
home spaces where patients and families process and live with difficult diagnoses. For example,
when Dr. Srivastava video-called one of her older oncology patients, she heard a little voice in
the background. She learned that her patient’s young granddaughter was holding up the
smartphone for the call, excited to play a part in their grandfather’s cancer care.

For Dr. Srivastava, the hardest part of the pandemic was realizing that she would never
meet some of her patients, but would accompany them virtually from diagnosis to death.
“Shortly after the pandemic started, | was scheduled to meet with a patient whose scans
showed aggressive metastatic cancer, but he didn’t know of his diagnosis yet. I had never met
this patient before,” she explained. “I didn’t know what he looked like or how he behaved. |
wanted to bring him in and tell him in the office, but we didn’t have the means to do that at the
time. He had a very advanced-stage disease and needed to know. So I told him the news over
the phone, with as much kindness and dignity as I could offer. The person was alone and had no
relatives at hand, but this was what needed to be done.”

Dr. Srivastava took a deep breath before continuing. “This was one of a few patients |
would never meet in person, but would care for through telehealth from diagnosis through
death. It was an emotionally hard process. When we first started meeting virtually, he’d be
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sitting at his desk, taking notes and asking questions. As the visits progressed, [ saw him
become bedridden and, eventually, enter his last stages. On one hand, I was able to accompany
him in his home throughout this whole process. On the other, I wish I could have been closer.”

Virtual care is no substitute for in-person companionship in these hard moments, but
providers adapted to offer support as best they could. Dr. Srivastava, Rev. Long, and Sally all
noted that their active listening skills improved during the pandemic. They paused more often,
vocalized affirmations, and asked follow-up questions. While these skills are not limited to
virtual conversations, telecare forced them to the forefront. All three providers mentioned how
important it was to offer silence during virtual communication—just being with patients as
they processed difficult situations. A professional’s presence, even virtually, can be a powerful
source of healing.

A Reciprocal Relationship

In his 2019 memoir Soul of Care, psychiatrist Arthur Kleinman discusses the two-way
effects of caregiving: “Care is about the vital presence—the liveliness and fullness of being—of
both the caregiver and the care recipient. Acts of caring call that presence out from within us.”*?
Care is an exercise that continually transforms the patient and the provider; shaping each
individual in relation to the other, rippling beyond any singular engagement into more distant

aspects of our rich and complicated lives.

Many patients don’t think about what health care providers do after an appointment, or
whether they bring home feelings of joy, hope, and frustration after work. Similarly, many
providers overlook (or perhaps actively block out) the realities that patients return to after
consultations, or how they cope with their illnesses outside of the clinic. Yet, as much as both
parties try to compartmentalize care to its assigned spaces, the reality is that each person
leaves a care appointment slightly changed, for better or for worse, by the conversation.

While telecare doesn’t change the fact that patients and practitioners must weave in and
out of medical interactions, it does strip away some of the barriers that have segregated these
experiences for so long. As Dr. Srivastava explained, “In oncology you become pretty good at
managing your emotions. Pre-COVID, it was common for us to walk out of a tough patient
appointment, look around and say to our staff, ‘Wow, that was heavy. But with virtual care, once
you log off with a patient, there is silence. Those transitional moments are not really available
when you’re working remotely.”

Dr. Srivastava, Rev. Long, and Sally all agreed that telecaring seemed to take more out of
them than a day at the office. | asked Rev. Long if it was difficult to find time to reflect and pray

ZKleinman, Arthur. The Soul of Care. Penguin Books, 2020.
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for her patients during her time working from home. “I didn’t make enough time for myself to
process my virtual workdays and pray for my patients,” she explained, “but I really wish I had.
However, | did have one coworker who would like a candle for each patient after talking with
them over the phone, just to make her virtual work feel a bit more real. I remember her telling
me that one day, she stepped back after her shift and realized that her desk was simply covered
in light.”
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Chapter 4: Virtual Communities

Caring for our communities over the computer

Featuring perspectives from:
e Adrian Baker, Congregation Minister
e Nancy Wilson, Professor and Dementia Care Support Specialist
e James Durham, LGBTQ+ Senior Support Specialist

Chapter Two’s stories all described telecare in terms of one-on-one conversations and
relationships. Because health is personal and nuanced, we’re quick to assume that the best care
conversations are private, personalized, and intimate.

However, as inherently social animals, humans receive a special type of care through
relationships with one another. For example, we can probably all recall a passing conversation
with a friend or neighbor that comforted us, uplifted our spirits, or motivated us into new
behaviors and mindsets. As philosopher Martha Nussbaum writes, it is through our
relationships with friends and neighbors that we come to fully understand our capabilities of
emotional expression, personal agency, and serendipitous play—some of the most basic
foundations of what we define as a good life."* Shouldn’t these factors be considered in our care
plans?

This next chapter shows us what virtual caregiving looks like when it’s conducted in a
community setting. We’'ll hear from James Durham, Nancy Wilson, and Minister Adrian Baker,
who all brought their neighborhoods and networks together virtually during COVID-19; besides
sharing lessons from that moment, their stories also teach us how communities can continue to
come together virtually after the pandemic. You might be surprised to realize how closely their
responsibilities mirror the work that happens in clinical settings. As these three figures already
know, community care is one of the strongest resources to support clinical care programs,
helping people stay healthy and engaged in their homes and among their loved ones.

We'll also explore how social boundaries between clinical and community caregiving
have historically disadvantaged community care providers, affording them less support and
forcing them to stretch limited resources across dozens, sometimes hundreds, of people. In the
face of these barriers, telecare’s opportunities for virtual connection have allowed community
leaders to expand their work, reaching whole new audiences and connecting them with “their
people.”

13 Martha Nussbaum, “Capabilities and Human Rights,” Fordham Law Review 66, no. 2 (January 1, 1997): 273.
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Connection: A Form of Care

At the very start of the COVID-19 pandemic, entire cities across the U.S. were shut down,
as businesses, churches, gyms, schools, organizations, and even hairdressers closed shop in
order to reduce the spread of the virus. Even though hospitals, nursing homes, and assisted
living facilities stayed open, senior centers— community spaces for older adults’ daily
use—were forced to close their doors, effectively stranding the millions of individuals who
relied on these centers for information, local resources, and daily hot meals.

The decision to close down senior centers was difficult to hear for James Derham, who
manages the Edie Windsor SAGE Center, the largest senior center for LGBTQ+ older adults in
New York City. Located in New York’s Midtown neighborhood, the Edie Windsor Center
organizes programs, workshops, health services, and meals for over 100 LGBTQ+ New Yorkers
who visit the center every day, many of whom live below the poverty line. In 2019 alone, 1,300
adults engaged with the center’s services at least once.

James, a patient and considerate man in tortoise shell glasses, manages a team of nine
administrators and social workers who work full-time at the center. He remembers the day that
his team learned that they were going fully remote. “We were cleaning up dinner on Friday,
March 13, and it was decided [by the city and our SAGE administration] that we were going to
take everything virtual on Monday. There was no transition, no easing in,” he said. That Monday,
James and his team met online for their first-ever Zoom status meeting to discuss priorities.
“During that first meeting, we focused on making a plan to get in touch with all of our
attendees,” he said. “Many of our community members have emotional and community trauma
stemming from the AIDS epidemic; the thought of another pandemic very much scared them.
Our first objective was to get a hold of them, offer support, answer questions, and help them
feel as connected to our community as possible.”

While James and his team started making phone calls in New York, a few states over in
Kentucky, Adrian Baker was pulling out his cell phone to do the same. Adrian is a junior
minister at Christ Way Missionary Baptist Church, an African American church community with
75 members in the West End neighborhood of Louisville, KY. Adrian has been active in Christ
Way since his parents founded the parish in 2001; he recently started studying to become a
full-fledged pastor. When he wasn’t studying or taking care of his own family, Adrian was at
church. He led Christ Way’s Bible study groups, youth ministries, exercise program, and food
pantry initiative. Some of these programs were part of the mutual aid network in the West End
neighborhood, where the median household income sits below $22,000. When the COVID-19
lockdowns began, Adrian jumped into action, making calls to congregants and community
members and asking about everyone’s wellbeing, as well as their access to food, transportation,
medication, and other basic needs.
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While James and Adrian called their community outreach efforts by different names
—James referred to his phone calls as “wellness checks” while Adrian called them
“ministry”—both men stepped up to fill a dangerous gap within their local care systems. With
these early outreach calls, James and Adrian were able to evaluate baseline health levels at the
start of the pandemic and offer early interventions, such as food aid, health information, or
emotional counseling. “Our first concern was just making sure people were connected to us, so
that they could reach out as needed,” James explained. “Connection is a form of care too, and it
can make other parts of care, like supporting mental health and physical health, that much
easier”

The Edie Windsor Center’s outreach campaign looked less like a senior center initiative
and more like a full-blown phone bank. James and his team divided their list of 1,300
community members and assigned 90 names to different staff members and volunteers. Each
caller was instructed to connect with their entire list weekly, and the team kept a Google Doc of
needs and challenges that community members were reporting. They learned of COVID-19
diagnoses and deaths, WiFi issues and computer breakdowns, and unprecedented levels of food
insecurity. Together, the team devised a food delivery network that distributed groceries or hot
high-risk members. In one way or another, James’s team most likely helped several New Yorkers
avoid hospital stays due to malnutrition, mental illness, chronic conditions, or even COVID-19.

What Makes a Virtual Community?

In addition to requests for basic needs, Adrian was surprised to hear that many of his
parishioners were explicitly asking for another service: virtual exercise programming. “You see,
in January 2020, our congregation started a Healthy Way ministry to help parishioners improve
their physical fitness,” Adrian explained. “Some of our members had diabetes, high blood
pressure, and mobility issues, and we designed Healthy Way as a way for us to commit to
glorifying God by caring for ourselves, together. Many of our parishioners felt happier and
healthier because of this program, and they didn’t want to see their exercise group fizzle out
during the COVID-19 lockdowns.”

So, in the midst of a pandemic, Adrian started researching how to set up virtual exercise
classes for Healthy Way participants, some of whom had never used video chat or didn’t have
access to WiFi at home. He worked with a certified fitness instructor to stream classes on Zoom.
He also reached out to each of the exercise group’s members and walked them through how to
log on or dial into the Zoom sessions.

With Adrian’s work, Christ Way’s Healthy Way exercise classes continued every Monday
and Thursday throughout the pandemic. Participants used their virtual class times to joke with
each other as they went through their exercises, coming up with clever nicknames for the
program, which eventually became known as “Christcercize.” Beaming with pride, Adrian
relays that in the midst of a pandemic, twenty-five Christ Way parishioners supported one
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another virtually and lost over 400 pounds through the Healthy Way program. Adrian, who
joined several of the classes, counts himself among their success stories.

I asked James and Adrian to describe how they approached virtual programming during
the pandemic. How did they go about designing programs? How did they make sure community
members were on board? Both men emphasized how important community feedback was in
designing and prioritizing programming. Both Christ Way Church and the Edie Windsor Center
have limited staff and tight budgets; each virtual program took away from other services that
the centers could offer. James and Adrian also emphasized the need to have facilitators who
were not only comfortable using video chat, but were also committed to supporting the
community’s virtual needs. Adrian had to make sure that his exercise coach could run a
program accessible for video and audio participants. Similarly, James had to touch base with
each of his regular facilitators and ask if they were comfortable transitioning their programs
online. If they weren'’t, James had to find collaborators or replacement facilitators.

Further, James and Adrian had to accept that in-person success metrics didn’t
necessarily translate to virtual programming. For example, attendance wasn’t as important to
James for virtual programs, because he didn’t have to assign rooms based on event size. Instead,
the event’s quality of engagement became even more critical. James thought back to an event
the center had hosted in early April called Tech Support 101. Only two people logged onto the
event, but each one spent over 30 minutes with technology volunteers, setting up Zoom and
Facetime accounts and asking questions about virtual communication. While the program was
a failure by attendance standards, it helped those two members develop skills that would prove
to be invaluable for months to come.

Finally, both James and Adrian understood the importance of making each event feel
special for its participants. Often, Adrian would host live-streamed prayer services after full
days of online school and caring for his family. “I would run in [to the church] and put my
uniform on, or at least it looked like I did,” he said, laughing. “If you tilted the camera, you'd
catch me wearing joggers under my Ecclesiastical robe.” Adrian wanted to present the best
version of himself in order to help community members connect with their best selves, a
sentiment that James echoed. “Even if we’re hosting three virtual events in one afternoon, the
people at each event might have nothing else going on that day,” James said. “We have to show
up with full energy, smile, and make each meeting a nice occasion. All of our virtual events,
however small, hold meaning for our members.”

A Different Type of Community

Adrian and James work within communities that are largely self-identified, whose
members actively choose to join and select which activities they participate in. However, not all
communities are formed through self-affiliation. Some communities grow out of circumstance,
and many of these communities are bonded together by unique illnesses or health conditions.
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For example, adults who develop cognitive disorders such as Alzheimer’s or dementia, as well
as their caregivers, often become members of local Alzheimer’s or dementia support
communities based on their shared experiences living with these conditions.

Nancy Wilson is a gerontologist, social worker, and associate professor at the Huffington
Center on Aging at Baylor College of Medicine in Houston, Texas. Professionally, Nancy develops
community programs for individuals living with chronic illnesses including Alzheimer’s,
dementia, depression, and anxiety. She is also the co-founder of an adult day center serving
individuals with dementia in the greater Houston area, and she often helps the center’s staff
design new classes and events. When the COVID-19 pandemic hit Texas, the center transitioned
to online programming, and Nancy’s colleagues asked if she would help to develop virtual
exercise and social activity classes for the members.

I asked Nancy to talk about her experience designing virtual programming for adults
living with dementia. “Some aspects are different from other types of community programming,
while other aspects are the same,” she said. “First, you're serving a community of people who
come from very different home lives, stages of the disease, and personal values. They're
brought together by a shared set of needs, rather than shared identities.” Nancy needed to
design an online space that could engage a full spectrum of adults living with dementia, while
still having the ability to accommodate their different functionings and preferences.

She continued. “And before each class, | interviewed our staff members to learn more
about the members who signed up. What'’s everyone’s personality? Who has expressive
communication? Who has vision or hearing loss? What are their interests? Each of these
considerations influenced how I designed our Zoom class routine.” Nancy remembers prepping
for a virtual exercise session and learning from a staff member that one of the attendees used to
love swimming. “So in class, all of our arm exercises were inspired by swimming strokes,”
Nancy said, “and [ would shout words of encouragement through the computer screen, ‘Colleen,
you liked to swim, so today we’re going swimming!"” Although personalized touches happen in
live classes too, Nancy worked even harder to include them in virtual programs. “Virtual can be
scary. It can feel anonymous,” she said. “We want to be recognized as complete people with full
lives behind the screen.”

“Failure-Free” Online Spaces

Telecare presented one big unforeseen challenge for Nancy—gauging and responding to
the group’s mood. At the day center, visitors formed close relationships with staff, who
customized each day’s programs and engagements based on everyone’s attitudes and energy
levels that morning. In her virtual sessions, Nancy only had a few seconds to assess everyone’s
mood and situation before diving into the program; if she gauged incorrectly, Nancy could set
the wrong tone for the session. She learned to spend the first few minutes of each class asking
about everyone’s mindset before making class amendments on the fly. “Sometimes, a
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community member would log on and I could tell their internet wasn’t working well that day.
Or someone would under a different account name, meaning they were in with a different
friend or relative, which could change their mood,” Nancy explained. “At the beginning of each
session, I'd greet people as they came on and check if they could see and hear me all right. We’'d
talk about everyone’s mood that day and ask what they wanted to accomplish. I never wanted
to place the burden on any community member to participate in a way that didn’t feel good to
them that day.”

Nancy was intentional about designing her classes to be truly failure-free. She asked
everyone to embrace video lags, glitchy computer screens, and interruptions. She also
instructed everyone to stay unmuted during class time and speak up whenever they had
something to say—whether it was a question, word of encouragement, or an excited
vocalization. Nancy applied this failure-free mentality to herself too. As a practitioner, she came
to embrace her own learning curves with video technology and forgave herself whenever she
made a mistake in class, such as calling someone by the wrong name or accidentally talking
over a participant.

However, certain features of online platforms like Zoom made Nancy’s failure-free
mentality hard to realize. Take, for example, meeting passwords; while Nancy understood why
some virtual platforms required meeting passwords, she saw many individuals living with
dementia become frustrated by, or even locked out of classes because of password
requirements. Nancy heard from multiple dementia community members who yearned to
participate in virtual group activities but found the digital barriers too complicated.

Many of Nancy’s participants joined class with the help of an at-home caregiver, such as
a spouse, child, friend, or aide, who set up the computer screen, clicked on the Zoom link,
entered the password, and made sure all the settings were configured for participation. Nancy
realized how hard this setup work was for caregivers. “I'm glad that so many of our community
members live at home with their families,” she explained, “but during the pandemic, when
caregivers were handling our program responsibilities alongside their own virtual work or
children’s remote schooling, I could see that they were getting burnt out running between all
these computers.” Ideally, Nancy sees her programs as not only engaging dementia community
members, but also giving their caregivers some precious time back to rest or focus on other
things.

Even with Nancy’s failure-free mindset, sometimes she and her participants both ended
up being hard on themselves. “Learning this new [digital] method of socialization is a lot of
pressure. There’s pressure on me, and there’s pressure on our community members,” she said.
“The one thing I've added to my programs is asking everyone to give themselves a hug. Give
other participants a hug [virtually]. Give your loved ones a hug, We could all use it. We're trying
the best we can to care for ourselves and one another”
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Expanding the Virtual Campus

Adrian also remembered feeling some pressure when he sat down in front of this iPhone
to live-stream Christ Way’s first prayer service in early 2020. He had asked two of the church'’s
best singers and one back-up musician to join him onstage for the Facebook Live recording. “We
all stood there, in masks, at our places six feet apart. We all felt awkward. We were getting ready
to sing, full force, at a camera and hope our viewers would like it.”

For the first few weeks of the pandemic, Christ Way Baptist Church had canceled all
worship services, but in April 2020, under Adrian’s leadership, the church began holding
pared-back services on Facebook Live. Initially, the live-streams were attended mainly by the
church’s 50-60 regular members who followed along in their homes. However, as the weeks
carried on, members started sharing the live-streams to their Facebook pages, and attendance
began to rise. “I remember the first time we hit 1,400 people,” Adrian says, “we were blown
away. In person, if we had 55 people, we considered it a good Sunday. Now we had people
joining us from all over Kentucky, from Georgia and Louisiana, and even from Alaska and the
U.K” Christ Way’s livestreams attracted two thousand, sometimes three thousand people. For
Adrian, it was as exciting as it was intimidating.

Like many African American Chrisitian ministries, Christ Way’s worship services are
built around a pattern of audience call-and-response. Adrian views Christ Way as one of the
first congregations in his tradition to really reimagine what worship could look like in a virtual
environment. “We couldn’t engage our voices in the same way online, but we were not about to
let our voices go unheard,” he says, “so we had to rethink interpersonal engagement. Instead of
telling people to ‘turn to your neighbor’ and offer peace, we asked them to share their messages
in the comments. Congregants from all over the world started uplifting each other in that
comments section.”

Adrian sees online streaming platforms like Facebook Live to be great equalizers
between large and small church communities. “You know, Bishop T.D. Jenkins [a megachurch
pastor in South Charleston, West Virginia] has a 20,000-person campus,” Adrian explained, “but
during the pandemic, he was on that campus alone, preaching into camera the same way [ was.”
Live-streams have boded well for Christ Way’s ministry; their congregation leadership team is
now discussing how to better incorporate far-away viewers into Christ Way’s family, and
they’re having conversations about how to redefine membership and affiliation in virtual
contexts. Even after the pandemic ends, Adrian believes Christ Way will never shrink back to its
pre-live-stream boundaries.

James and Nancy agree there are benefits to virtual programming, especially the
removal of physical barriers to participation. Even though her adult day center has opened,
Nancy continues to host online classes for dementia community members who don’t have
regular transportation to the center. She has also enjoyed having people’s family members and
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friends join their loved ones for classes from far-away states. In small ways, virtual platforms
have helped caregiving communities grow despite physical distances or boundaries.

James, too, has seen benefits at the Edie Windsor Center throughout the telecaring
transition. Before the pandemic, James did not work with LGBTQ+ New Yorkers who could not
come to the center. However, as virtual programming grew, he met a whole new group of
homebound LGBTQ+ seniors who have become part of the center’s core family. As in-person
activities return to the center, James is considering how to keep the virtual friendships built
through the pandemic integrated into the Edie Windsor community.

James and Nancy’s growing audiences emphasize the need for community care spaces
that acknowledge and uplift the homebound Americans who have been excluded from
traditional programming long before the COVID-19 pandemic. “COVID-19 didn’t invent social
isolation,” Nancy shared, “but it has made it so much easier for us to talk about the topic.”
Pre-pandemic, isolation’s effects on physical, emotional, and mental health were estimated to
cost the US healthcare system $7 billion annually."* We can only hope that 2020’s virtual
community care advancements have set a scaffolding for larger projects to address isolation in
the future. For James, accessible virtual community programming has become as much a
priority for his job as coordinating necessities like food security. “Especially for LGBTQ+ elders,
many Americans don’t age with family around. Some of our seniors don’t affiliate with
biological families. In many situations, our community life is the closest thing people have to
family care, and that makes it even more important to preserve.”

Of course, telecare in its current form doesn’t fully replace the magic of in-personal
community. “Once, one of our class members interrupted a session once to exclaim, ‘I hate
Zoom!” Nancy says, “and I totally related. We all feel that way. We don’t want everybody to be
reduced to a square. Really, our next step in this process is to think about how to turn squares
into meaningful forms of connection.”

The magic of virtual community—such as Nancy’s class participants cheering each other
on during exercise or Adrian’s congregants sharing prayer intentions in the comments—in part
feels so special because we didn’t expect it to work. However, as Adrian, Nancy, and James all
proved, beneath the novelty of virtual gatherings, there are seeds of true, transformative
community care. Virtual community offers a unique and necessary form of healing: it helps us
to understand that we are not alone, and that our wellbeing matters to others.

* Lynda Flowers et al., “Medicare Spends More on Socially Isolated Older Adults” (AARP Public Policy
Institute, November 27, 2017), https://doi.org/10.26419/ppi.00016.001.
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Chapter 5: Live-Streamed Death

Can you virtually accompany someone at the end of life?

Featuring perspectives from:
Lashanna Williams, Death Doula

e Holly Hisamoto, Hospice Chaplain
e Jean Madden, Music Thanatologist
e Kathleen Lahiff, Music Thanatologist

So far, we've talked about the virtual aspects of primary care, emergency care, and
community care. Even in acute situations, these disciplines follow fairly standard procedures
and routines. However, there exists an entirely different cadence of caregiving that serves a
special subset of people: those who are very close to death. Like so many others, people living
with terminal illness had their daily routines upended during the COVID-19 pandemic. They too
had to learn to make the most of virtual care platforms and relationships. Perhaps the main
difference, however, is that they had less time to sort things out.

Usually when someone is diagnosed with terminal condition, a number of new people
join their care team. There’s a primary care doctor, of course, as well as specialists from
departments such as oncology or neurology. But there are also new team members, including
hospice physicians and nurses, chaplains, doulas, and end-of-life therapists. Community faith
leaders, friends, and colleagues might also step in to offer support. This community can help to
address complex emotional, spiritual, social, and even financial questions that death brings
along with it, often overshadowing the illness itself.

In this chapter, we hear from four care providers who specialize in supporting those at
the end of life: a hospice chaplain, a death doula, and two music thanatologists. Many
Americans have never heard of these roles before; unfortunately, most people don’t interact
with end-of-life specialists until their last year before death, and many of these professions
have been stigmatized as being morbid or uncomfortable. As a result, end-of-life care
professionals are sometimes excluded from conventional health care infrastructures and
programs. However, as the stories in this chapter show, end-of-life caregivers exercise is a
unique and invaluable care skillset—one that lends itself to comfort and presence, two
characteristics especially difficult to translate virtually. And while virtual death care may feel
especially strange, these professionals prove that it can be done with compassion, grace, and

dignity.
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End-of-Life Work in A Pandemic

[ first met Lashanna Williams at a virtual webinar in summer 2020; [ was a graduate
student in the Zoom audience and Lashanna, a certified death doula in Seattle, Washington, was
one of the event’s panelists. Toward the end of the conversation, one of the webinar attendees
asked her, “So how exactly do you, as a doula, fit into a patient’'s medical care team? How do you
go about supporting clinical work?” Lashanna responded kindly but with force. “Well, my work
isn’t designed to support the clinical processes. I support the patient. Especially at the end of
life, a patient might feel safer around a non-medical care partner than around a doctor.” [
thought back to a few times in my own life when I felt powerless around a doctor, or worried for
a loved one. [ knew in my heart that Lashanna was right.

As a death doula, Lashanna is trained to guide clients through coping with a terminal
diagnosis, discussing advanced care and end-of-life wishes, preparing for death, and planning
after-death rituals such as funerals and burials. Because she is also a notary, Lashanna certifies
clients’ medical and legal documents related to end-of-life, including advance directives, wills,
and health surrogacy forms. Often, Lashanna works with a patient’s clinical care team, as well
as their legal and financial support networks. However, in some situations, Lashanna has
worked with clients at their end of life one-on-one.

Few hospital systems work with death doulas directly; instead, many patients seek out
death doulas themselves through loved ones or word of mouth. Because Lashanna is not
classified as a conventional health care worker, she did not benefit from any professional
support, funding, resources, or protection when the COVID-19 pandemic hit. Instead, she
undertook the monumental task of transitioning all her work online in order to continue
serving her clients, many of whom were worried about navigating their final months in the
midst of a global pandemic. To start, Lashanna began holding consultations virtually over video
chat for clients who were comfortable with it. For others, she used the phone, and for her
sickest and least resourced clients, she assumed the risk and continued to meet with them in
person. She also began offering text support for clients who were having trouble managing
their emotional health in between appointments.

Less than three hours away by car in Portland, Oregon, Holly Hisamoto was also
working feverishly to adjust her workflow during COVID-19. Holly is a chaplain serving patients
at Legacy Emanuel Health, a regional network of hospitals and hospice facilities. In Oregon,
arguably the United States’s most death-progressive state (physician aid in dying was legalized
here in 1997), hospice is a well-established and widespread care service, supporting the needs
of any patient who has been given a prognosis of six or fewer months to live. Holly works
primarily as a hospice chaplain, offering spiritual and emotional support to patients and their
loved ones up until the moment of death. With several patients in her care at different stages of
their dying processes, Holly was told in March 2020 that she would be transitioning to remote
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care indefinitely. She spent most of that month brainstorming ways to offer compassionate
end-of-life care online.

Within Holly’s health system, patients can receive hospice care in the hospital, inside
long-term care facilities such as nursing homes, or at their homes. Holly’s caseload consists
primarily of individuals receiving hospice care at home or within a long-term care facility. At
the start of the pandemic, Holly realized that only about half of her clients had stable Wifi
connection and a video-compatible device. Even fewer had the physical strength or energy
necessary to manage a video conversation independently. Holly devised a plan to use video chat
with those clients who were able, and then to focus on phone calls for those patients who
expressed even the smallest hesitation toward video chat. The hospital had prohibited any
employees from visiting patients at home, so for her highest-technology barrier clients, Holly
budgeted two sessions’ worth of time to account for any setup and logistical challenges.

Holly also had to think about how to accommodate her professional demeanor and
services. Professionally, she had never planned not to be physically present with people in their
dying moments. During her master’s program and her certification courses, Holly had never
taken a course on virtual chaplaincy. While she knew some chaplains who had been trained to
administer chaplaincy over the phone, she couldn’t schedule time to meet with them—all were
overwhelmed with their own responsibilities and requests for assistance from across the
country. Holly came to realize that she would need to master virtual hospice chaplaincy on the
fly. There was no time to waste.

The Intimacy of Death, Now Onscreen

Just outside of Holly’s service area in Portland’s southern suburbs, Jean Madden was
logging onto Zoom for a group harp practice. As she smoothed her hair and pulled her
instrument close to her, no one would have guessed that Jean had just finished a nursing shift at
her local Oregon clinic health center. Jean had been a nurse for 37 years; after a restless
retirement, she had returned to nursing part-time, working one day a week into the start of the
COVID-19 pandemic.

When she wasn’t on a nursing shift, Jean could be found practicing the harp for her new
passion: serving as her hospital’s music thanatologist. Founded over 35 years ago as a
professional care discipline, music thanatology is the practice of playing music for actively
dying patients.” Music thanatologists most often play at patients’ bedsides 24-48 hours before
death, using the soft and steady sounds of the harp and the human voice to calm and connect
with patients during their transition. In pre-COVID times, Jean would bring her harp to the
hospital, working with doctors, nurses, and chaplains to identify patients who might need her
services. Before entering the room, Jean would speak with the care team and review the

'S “What Is Music Thanatology?,” Chalice of Repose Project (blog), February 25, 2104,
https://chaliceofrepose.org/music-thanatology/.
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patient’s chart to understand their condition and recany circumstances that might impact the
visit. When she met with a patient, Jean assessed their level of awareness, respiratory rate, and
if possible, emotional state. Pulling her harp up into the playing position, Jean would quickly sift
through her mental repertoire of Gregorian chants, meditation melodies, classical pieces, and
lullabies, and choose the appropriate piece to start playing, matching her temp the patient’s
breathing. Often Jean noticed that patients’ heart rates would relax as she played, their
breathing becoming less agitated.

When COVID-19 hit, Jean continued to work at the nurses’ station, but she was no longer
allowed to bring her harp in and play for patients at their bedside. She felt torn delivering one
mode of care but not the other. A few days later, Jean heard from her friend Katie Lahiff, another
music thanatologist based in Chicago, IL. Katie shared that a group of music thanatologists were
assembling virtually to play for dying COVID-19 patients across the country over Zoom.
Together; Jean and Katie signed up to join the ranks.

The greatest gift a music thanatologist can offer is their willingness to share in the
physical, emotional, and spiritual weight of a dying moment, relieving some of the burden
shared by patients and their loved ones. This exchange requires extreme focus on the present;
music thanatologists must be aware of real-time patient changes and respond to in-the-moment
cues. Katie and Jean didn’t know if their work could actually translate online. Would there be a
video or audio lag? What if the video cut out, creating more frustration for a patient or family?

A few days after signing up, Katie received her first virtual music thanatology session
request, which actually came from a personal connection. “I had a close friend who was
diagnosed with a terminal illness in early March and told she only had a few weeks to live,”
Katie said, “as a personal favor, I agreed to play for her. I didn’t know what to think going in. My
friend was pretty weak at this point, so I coordinated with her family to put the laptop right
next to her bed.” Once on screen, the quality of the experience amazed Katie. “I was shocked by
how well I could see her respiration over video chat. I could measure it and match my harp
playing to its rhythm very well. I was blown away by how smoothly the whole process went.
This was the first time I ever even considered that I could ethically do this type of work
virtually.”

Katie and Jean debriefed after this experience. They agreed that it was nerve-wracking
to play in virtual time and space, where they couldn’t control for lags, skips, or freezes. “You
really share in someone’s dying moments when you'’re playing for them, and there are many
coordinating logistics going into that,” Jean said. “You’re matching their breath and syncing
sounds. You're counting their seconds. You're closer than anyone else besides their loved ones
in the room.”
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Concentrated Conversations

While Jean and Katie found that the intimacy of music thanatology to be an exciting
virtual challenge, Holly had a very different experience trying to stay close to her patients.
Video visits were not working for most of her hospice population—patients were either
distressed, had low technological literacy, or were experiencing cognitive or sensory decline.
Holly also noticed that patients’ caregivers and family members were too overwhelmed with
other responsibilities to coordinate video chats. Sometimes, they forgot to show up to a visit
altogether. In her first month, Holly was only able to host four successful video visits. If a person
was hooked to a loud machine like a patient monitor or an EKG, Holly’s video software had a
hard time separating their voices from the din of the equipment in the room.

Eventually, Holly had more luck coordinating video meetings with her patients, and she
started to fall into a schedule of routine sessions. But setting the tone of the conversation
proved to be difficult. “When a chaplain visits [in person], their presence usually offers a certain
gravitas. But when you're meeting over the phone or video, it's the same channel that people
use to speak to friends, neighbors, banks, and telemarketers,” Holly explained. “When I started
hosting one-on-one sessions virtually, I realized it took some time for both of us to enter the
right mindset. Personally, [ would always say a centering blessing before entering the call.
would also start by asking clients, ‘Is there anything on your mind that you really want to talk
about?’ Questions like these gave people the permission to step out of everyday life and reflect.”

Once Holly and her clients started talking about illness or death, things progressed
quickly. “Virtual chaplaincy conversations seem to be more concentrated,” she said. “The usual
body language of conversation—long pauses, sharing a smile together—is removed, so it’s pure
thought. People say things more quickly to fill up space, and it feels more...confessional.” Once
Holly and her patients settled into conversation, their sessions usually lasted about 30 minutes,
a bit shorter than in-person work. “Just talking can be exhausting,” Holly reflected, “especially
for a seriously ill person. It takes more work to communicate deep feelings.”

Lashanna has also noticed that conversations with her doula clients were much more
concentrated. Discussions and decisions that usually took weeks, such as assigning a health
surrogate or finalizing funeral plans, were finalized in two to three days. “On one hand, I think
the pandemic has made us all think urgently about our lives, deaths, and goals of care,”
Lashanna said, “but on the other, I think the technology channels we’re using—video, texting,
chat—have always been associated with short and abbreviated conversations. After going back
and forth on text, eventually people want to put the phone down and reach a resolution.” In
some situations, Lashanna gently pushed back, asking clients to take a bit more time to think
over a big decision. In others, Lashanna honored the brevity of these virtual experiences,
adjusting her own expectations for digital doula work.
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Dignity Through Digital Access

Lashanna was surprised to find that another aspect of her doula work transformed
during the virtual nature of the pandemic: paperwork. “Most people don’t realize how much
paperwork accompanies dying,” Lashanna explained. “You have to fill out all these forms stating
your goals of care, preferences for procedures such as intubation, your will and estate, and your
funeral arrangements.” Many of these documents are administered as paper copies, which can
be destroyed, lost, or stolen. “I often work with people who are unhoused or who don’t have
health insurance, who have a harder time storing these paper documents in a safe and
accessible place,” Lashanna continued. “For example, I remember working so hard to get one
unhoused man his do-not-resuscitate (DNR) orders, and then they were just taken from his
backpack. It was heartbreaking.”

Lashanna’s story emphasizes a reality that’s often overlooked in health care—digital
documentation provides important protections for people, and in itself is a form of virtual care.
“To have your wishes for end-of-life typed up and digitally archived offers peace of mind,” she
said. “It also offers dignity. Dignity in the face of a disease, and possibly a life of systemic
oppression, that people have little control over.” Individuals who do not have access to the
Internet or to their electronic health records are often left with more fragile care plans, which
further jeopardize their safety and comfort at the end of life.

What's more, most end-of-life care forms require notarization, a process that verifies the
documents as authentic and legally binding. While there are digital notary services available
online, these services can cost several thousands of dollars and prey on customers who have no
other options. “Online death documentation services are really designed for the wealthy; they
promote convenience. Many people who are dying don’t need convenience. They need basic
support,” said Lashanna. Unable to offer digital notary services for her clients during the
pandemic, Lashanna geared up in what protective personal equipment she could afford and met
her clients to officiate their documents in-person, all to avoid the costs of online services.

At times throughout the pandemic, Lashanna worked as an advocate for some of her
clients who were not able to access digital hospital or hospice services. “Most people don’t
realize what a privilege it is to be technology-literate before you're dying,” Lashanna said.
“Learning to navigate new devices and platforms while you’re dying can be an incredibly
overwhelming process. I can’t tell you how many of my clients were told by doctors or
clinicians, ‘Just go to this website to get this form and then set up a Zoom meeting with this
specialist. At what point do you just raise your hands and scream, ‘I don’t feel comfortable
using a computer!’?” Lashanna worries that technology is forging a deeper divide between
those who have access to good care at the end of life and those who don’t.
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Connecting over Distance and Time

Back in Oregon, Holly spent a lot of time exploring what kind of hospice chaplaincy
interactions she could facilitate on screen. “You know, hospice chaplaincy isn’t always ‘doom
and gloom,” Holly said. “Many patients want to reflect on lighter moments. They want to share
memories, imagine far off places, or laugh.” Working from her home office during the pandemic,
Holly had more freedom to integrate pieces and props into her daily sessions. “Instead of
working from a sterile space like the hospital, | worked from my spare bedroom, which meant I
could introduce everyone to my silly old cat when he walked into the frame,” she remembered.
“He made everyone giggle. Or [ would sometimes show patients pictures of my past vacations to
the Greek Isles. Together, my clients and I would create these virtual moments together, almost
like inside jokes, that helped us to remember that we were human beings that cared for one
another, even from a distance.”

Holly also wanted to make sure that her clients felt thought about or remembered. “A big
fear we all have at the end of life is being forgotten. This fear was heightened during the
pandemic,” she said, noting that many of her hospice clients suffered from loneliness and
isolation. “I never used to tell people, ‘I will keep you in my personal prayer practice,” Holly
explained, “but virtually, I found that these words helped some patients experience a certain
intimacy or neighborly love. Clients could imagine me at home with my cat, thinking of them.”

Many of Holly’s clients expressed to her how scared they were of dying alone. “People
were very scared of catching COVID-19,” Holly said, “but they were also terrified of dying alone,
because the pandemic’s social distancing measures had drastically reduced their visits from
friends, family, and neighbors.” Holly worked hard to bridge companionship gaps for her clients,
even between appointments. “Sometimes, I called people just to leave a voice message. I'd keep
calling back, even if they didn’t return my calls for a few days,” she recounted. “When we spoke
again, clients would say how grateful they were to learn that [ kept trying to reach them. The
effort to connect felt personal and special.” Holly took other steps to help people feel connected
and remembered. “Sometimes, if a client felt especially lonely, I'd drop off groceries for them. I'd
leave a bodhi leaf [a fig leaf sacred to Buddhists] on their porch so that they can use it to bless
their room. Or, I'd just walk by their house and say a blessing.” Even if a person didn’t know
Holly is nearby, she felt her actions could contribute to their mental and spiritual health.

As her work schedule allows, Holly hopes to continue dropping off small momentos at
clients’ doorsteps and including them in her personal prayer routine. These actions make up a
new facet of her chaplaincy work, which she calls asynchronous care. “I've really been reflecting
on how virtual chaplaincy has changed my professional boundaries between space and time,”
she says. Just as friendships have an asynchronous element—sometimes you call a friend and
leave a nice voicemail, or send a card from far away—Holly feels that chaplaincy can care for
patients using a similar approach. “Chaplaincy shouldn’t just be limited to half-hour in-person
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sessions. I can practice chaplaincy for my hospice clients throughout the day in ways that they
see on screen and ways they don’t”

Asynchronous care has also helped Holly connect her clients with family members and
loved ones who couldn’t be together physically. Early on in the pandemic, Holly was working
with someone whose daughter couldn’t fly in from New York because of COVID-19 flight
cancelations. Holly explained, “This mother and daughter shared gardening as a lifelong hobby,
and the mom wanted her daughter to experience her garden in bloom. With my client’s
permission, I arranged to call the daughter while walking around her mom'’s backyard garden,
describing all the flowers that were planted. I talked about the tulips blooming and the bees
buzzing and the green beans in the ground. Even though the mother was inside the house, and
even though the daughter couldn’t be present in person, it was a meaningful experience for
both of them.”

Holly also asked her clients to think about time differently with their loved ones. “We
really played around with the idea of when you had to say goodbye. For families who are
communicating through video chats or phone calls, it’s really hard to coordinate being together
in someone’s last moments. So we practiced saying goodbye, and making peace with that
goodbye, at different times. For example, you could have already said goodbye to a loved one
years ago without realizing it. That doesn’t make it any less special,” Holly said. Visualization
exercises also help. “I encouraged people to tell their loved ones, ‘Gosh, I probably won’t be able
to hug you again, so I'm going to imagine I'm hugging you now,” she said. While Holly knew that
virtual hugs weren’t the same, she found that inviting people to imagine time together bridged
a small part of an otherwise deep and painful divide.

Virtual Accompaniment

For most end-of-life care providers, the heaviest work starts when someone enters the
active dying process. Active dying, which can last anywhere from a few hours to a few days,
occurs when the body’s organ systems begin to shut down in preparation of death.'® During this
process, a person becomes less responsive to external stimuli, and their breathing slows down
or becomes agitated. Blood pressure drops and the pulse grows weaker. Blood pools in certain
extremities, turning them purplish, grey, or splotchy. Lashanna, Holly, Jean, and Katie all felt a
sense of urgency to arrive onsite as soon as possible once the active dying process begins for
one of their clients.

However, in virtual scenarios, “arriving onsite” to an actively-dying patient is a more
ambiguous process. Holly carries a beeper and is notified when one of her clients enters the
active dying process, whether at a long-term care facility or in their homes. “During COVID-19,
so many of my clients entered this process alone, and [ wasn’t allowed to physically be with

16 “Signs of Approaching Death,” Hospice Foundation of America, accessed January 27, 2021,
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them,” she said. She tried to offer her presence in other ways. “One individual was entering his
last moments in his nursing home, surrounded only by staff, who of course had other patients
to support. [ didn’t know what to do. So I drove to the facility. I called and asked the nurses to
tell him that I would be sitting in my car in the parking lot, being as close as possible. For the
next few hours, I sat in my car and focused on his window until he died. I wanted him to know I
was there for him, even if it was from several feet away.”

Holly paused after telling me her story. “It might sound poetic, the whole experience. But
it’s very disappointing to accompany someone in that way,” she said. “Sure, it’s better than
nothing, but these are compromises [ don’t want to make for people who are dying.”

[ asked Jean and Katie to explain how their virtual cohort was notified when someone
entered the active dying process. “Usually, they [the cohort organizers] would call or email us to
say that someone was entering the process,” Jean said. The organizers would coordinate a Zoom
setup with the patient’s hospital administrators, and one or two available music thanatologists
would sign on to join the session.

When music thanatologists play for an actively dying patient, it’s called a vigil. Vigils
require a high level of poise and attention from each thanatologist. “Our first task is to enter the
room with a comforting presence. We're familiar with death, which reduces stress for people in
the room who aren’t,” Katie explained. But entering the room gracefully isn’t easy when you
suddenly pop up on a computer screen. “Right away, we would appear in front of everyone on
Zoom. We couldn’t read the room, and we certainly couldn’t use our senses,” Jean said,
“effectively, we were disrupting the moment when we logged in, and had to work quickly to
reestablish balance.”

Once Katie and Jean entered the virtual space, they would get situated and start playing.
“As Jean mentioned earlier, we always try to match our playing to people’s breathing,” Katie
explained. However, timing breaths could be especially difficult during active dying, and even
harder to decipher on screen. Patients are sometimes unconscious or heavily sedated, which
impacts their respiration; others have cheyne-stokes reactions, which makes them cycle back
and forth between deep and shallow breaths. When breathing was too hard to measure on
screen, sometimes Katie and Jean just played a few notes and allowed the sounds to
reverberate. “Sometimes we played Gregorian chant music. It’s very spacious, which supported
the liminal space that patients were in,” said Katie. “Our goal, even from a distance, was to
ground clients in their bodies for as long as they needed.”
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During several Zooms, Jean and Katie experienced—and played through—a person’s
death on screen. “I had clients die over Zoom,” Jean told me. “It felt especially intimate,
sometimes more intimate than vigils in the hospital. It felt like they died in my studio, in my
home.” In a few instances, by the time Jean and Katie logged on for a vigil, there were only a few
minutes left. “Recently, we played a virtual vigil for a woman and only played for what must
have been only two minutes,” Jean said, “but she died in the arc of this slow and luxurious
melody. There was some background static and there was a lag, but it was still just so beautiful.”

The day after a client passes, Lashanna takes a moment to reflect on their time together
and honor their memory. “I've grieved for all the ways that people have had to die in this time,”
she reflected. “During COVID-19, there were some clients | never met in person, or met only
once or twice. But we texted daily. We Facetimed. People told me about their lives, their dreams,
and their regrets. Even virtually, I am grateful for their connection. And I hope they were
grateful for mine.”
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