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“Hard to Say Goodbye Over iPad”
Experiences of Palliative Care Providers and Lessons Learned During the
COVID-19 Pandemic in Rural Communities of Indiana, United States
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The need for palliative care (PC) has gained increased
attention during the COVID-19 pandemic. Palliative care
adds an extra layer of support and care for patients with
advanced chronic illnesses and their families. Because of
pandemic restrictions, access and provision of PC services
were challenging and resulted in huge suffering and
caregiving burden among patients with advanced chronic
illnesses and their families, especially those living in
smaller towns and rural communities. The study aimed to
describe the impact of COVID-19 on PC services and
examine various ethical, moral, and practice issues and
challenges experienced by rural providers. Using a
community-based participatory research approach, a
purposive sample of health care providers (n = 15) was
obtained from smaller towns and rural communities in
Indiana, United States. Online individual interviews were
used for data collection. Thematic analysis showed several
concerns including restricted visitation, communication
challenges, “hard to say goodbye over iPad”, moral
distress among providers, and preference for home
hospice services. Findings call for strategies to implement
best PC practices and programs to support providers and
families in smaller towns and rural communities.
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Palliative care (PC) has gained increased attention
during the COVID-19 pandemic. With more deaths,
morbidities, and complications resulting from the vi-

rus, the need for PC has been profoundly recognized in
health care facilities. Palliative care provides an added
layer of support and care for patients with advanced
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chronic illnesses and their families by contributing toward
pain and symptom control, illness management, and psy-
chosocial support.1 During the pandemic, physical distanc-
ing and restricted visitation imposed in health care facilities
caused additional stress, anxiety, and isolation among users
and providers of PC. The huge burden of infection, limited
health care resources, and lack of preparedness during the
pandemic largely impacted the ability of nurses, doctors,
and other health care professionals to offer adequate PC
services in their facilities.2 Health care professionals re-
mained unable to provide timely consultations and treat-
ment options and facilitate decisionmaking and psychoso-
cial support to critically ill and dying patients and their fam-
ilies.2 Especially in small towns and rural communities, PC
faced additional constraints due to limited funding support,
resources, and facilities, resulting in the discontinuation of
or inadequate PC services for patients and families in rural
clinics and hospitals.3

Rural communities demonstrate unique needs, attitudes,
and behaviors toward health and illness. Individuals with
advanced chronic illnesses have complex physical, psy-
chological, social, and existential needs4 and therefore re-
quire integrated PC services.5 A recent scoping review
showed that most rural areas in the United States have lim-
ited access and provision of PC services because of lack of
awareness, accessibility issues such as transportation or
weather, shortage of trained staff, and limited funding
and resources.3 Consequently, rural communities are more
vulnerable to PC disparities in the management of chronic
illness than their urban counterparts.6 As aforementioned,
the pandemic-imposed restrictions have further intensified
such inequities and require immediate attention toward
the provision of accessible and adequate PC services in ru-
ral communities. During the pandemic, providers have
been encountering practice hardships and psychological
distress while providing care to dying patients and their
families. However, little has been unfolded regarding
health care professionals' PC experiences during the pan-
demic. To fill the knowledge gap, a study was therefore
designed to examine health care professionals' perspectives
about the challenges/barriers faced during the pandemic
while providing palliative and end-of-life care services
among patients and families residing in rural communities
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TABLE Demographic Profile
n %

Age, y

25–35 7 47

36-45 3 20

>45 5 33

Sex

Female 13 87

Male 2 13

Job title

Registered nurse 7 47

Nurse practitioner/clinical nurse specialist 3 20

Palliative care physician 2 13

Social worker 2 13

Chaplain 1 7

Facility type

Hospital 9 60

Hospice 3 20

Primary care clinic 2 13

Nursing home 1 7

Palliative care experience, y

1–2 1 7

3–5 8 53

6–10 3 30

>10 3 20

Palliative care training

Yes 9 60

No 6 40
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of Indiana, United States. The article aims to describe the
impact of COVID-19 on PC needs and services, examine
various ethical and practical issues faced among health
care providers, and discuss potential strategies to promote
and implement best PC practices within smaller towns and
rural communities.

CONTEXT

Indiana is a state in theMidwestern United States, with a to-
tal population of 6.8 million in 2020. Indiana has 730 towns
and cities where 491 towns are considered as small towns
and 72 as rural. Nearly 6.3 million people are living with at
least 1 chronic disease.7 A large proportion of these chron-
ically ill populations reside in rural regions, largely repre-
senting the agricultural workforce who, in general, suffers
from health care disparities.6 During the COVID-19 pan-
demic, there have been a total of 73151 hospital admis-
sions8 and 14391 deaths9 reported in Indiana, and the
numbers continue to rise with the emergent Delta variant.
Most rural counties of Indiana are short of health care pro-
viders. Statewide, there are only 230.8 active physicians
per 100000 people as compared with the median of
263.8 nationwide.10 These figures clearly indicate the in-
tensity of health care inequities and disparities in the rural
communities of Indiana.

METHOD

Using a community-based participatory approach, a quali-
tative descriptive study design was used to explore health
care professionals' perspectives about the challenges/
barriers in PC provision during the pandemic. The study
was conducted in small towns and rural communities of
Indiana, in collaboration with the Purdue Nurse Managed
Clinics, Purdue Extension teams, and Indiana Rural
Health Association. There are 4 nurse-managed and nurse
practitioner–led clinics in northern rural counties of Indiana
affiliated with Purdue University School of Nursing. Purdue
Extension teams are in 92 rural counties and support the
social and economic welfare of the rural communities,
whereas the Indiana Rural Health Association is a non-
profit agency that works for the health and well-being of
rural citizens in Indiana.11

A purposive sample of health care professionals (n = 15)
working in hospitals, rural clinics, nursing homes, or hos-
pice settings was obtained. Participants included physi-
cians, nurse practitioners/clinical nurse specialists, regis-
tered nurses, case managers, social workers, and chaplains.
The demographic profile is given in Table. Participantswere
recruited through email invitations, online flyers and post-
ers, and social media postings. Snowball approach was
also used for recruitment purposes. Data were collected
from January to April 2021 during the earlier phase of the
COVID-19 pandemic.
Journal of Hospice & Palliative Nursing
Ethical approval for the study was obtained from the in-
stitutional review board of Purdue University. The study
followed the revised ethical guidelines provided by the
university during the pandemic. Invitation letters and con-
sent forms regarding the study were sent through emails to
eligible participants. Data were collected using telephone
interviews, Microsoft Teams, and Zoom. Interview dura-
tion was about 30 to 60 minutes. All the interviews were
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recorded, transcribed, and stored in an institutional-
protected online repository after removing all the per-
sonal identifiers. A qualitative analytical software, NVivo
12.0, was used to store and organize the data. For data
analysis, a thematic analysis approach was used to iden-
tify the underlying categories, patterns, and themes.12 A
final thematic list was generated after reaching a consen-
sus in the research team.12 To ensure credibility and
rigor, separate logbooks, field notes, and reflective notes
were maintained throughout the study.

RESULTS

Findings include several perceived barriers and challenges
experienced by participants in the provision of adequate
PC services during the pandemic. These are restricted visi-
tation, communication challenges, “hard to say goodbye
over iPad”, moral distress among providers, and prefer-
ence for home hospice services.

Restricted Visitation: “The Visitation
(Restriction) Has Been the Hardest Piece of Our
Work on COVID”
COVID-imposed visitation restrictions brought multiple
challenges for both PC providers and users. These chal-
lenges include but are not limited to the inability to meet
the holistic care needs of patients and families, inadequate
communication, and minimal family support. Participants
reported that during the initial months of the crisis, they
were told not to allow any visitors, especially for patients
who were 18 years old and above. Sometimes, it was only
1 familymemberwho spoke on behalf of thewhole family.
Such a situation was as hard on providers and caused ma-
jor barriers in communication and decision making be-
tween providers and patients/families. Conducting family
meetings on video calls put additional work demands
and pressure on the care team. Rapid changes in health
care systems and policies responding to COVID-19 im-
posed the need to learn new care processes and increased
the workload and time constraints in care provision. As a
result, providers found it difficult to maintain the balance
between their professional, ethical, and moral responsibil-
ities and struggled with providing holistic care to patients
and families during the pandemic as evident from the
following comments.
E96
I think that (the) biggest impact in the pandemic is
impacting the families and that affects how you care. Be-
cause we sometimes can't see the family face to face, so the
phone calls have to be made, and oftentimes the family
doesn't really see the condition of the patient. And I think
that because the families can't see their patient, maybe they
don't realize how much sick they may be. And that's really
tough. (RN3)
www.jhpn.com
The visitation (restriction) has been the hardest piece of
ourwork on COVID, and even thoughwe've been allowed
to have visitors, it's still difficult. There was a time period
where they [hospital] were telling us that anyone over the
age of 18 was not allowed to have a visitor. (CNS)

The pandemic-imposed restrictions caused major com-
munication barriers among providers and families and cre-
ated major delays in care coordination and care transition,
which is another theme that emerged in the study.

Communication Barriers: “Virtual
Communication Not Personal for the Residents”
Communication barriers hindered the providers' ability to
use a coordinated approach to care and limited their ability
to involve family members in goal setting and decision
making. Participants reported that although virtual commu-
nication existed to some extent in the forms of telehealth
and the use of iPads and mobiles, it was not sufficient to
build supportive relationships between patients and fami-
lies or between providers and families. Oftentimes, it was
difficult for the providers to juggle between video calls, pri-
oritizing and providing timely patient care. Some patients
and families were not comfortable using phones or other
virtual communication tools and did not find virtual commu-
nication personal, private, and engaging.

In the end-of-life care, I feel like a big part of that care is
taking care of the family. We don't see the family a whole
lot anymore because of the COVID, so that does make it a
challenge because some of them we don't even get
established a relationship beforehand. (RN4)

It is a different situation and I'm calling people on the
phone. I'm here on video doing family meetings because
of visitor restrictions. I think that was harder on me than
anything else. (NP1)

I just know it's [virtual communication] not personal for the
residents. Some of them [nursing home residents] don't
understand talking to a phone. (RN4)

We used iPads or FaceTime [to help virtual communication].
Theywere used intermittently. Unfortunately, we restricted
its usage some people [PC patients] which was again a
challenge because you had a lot of people. (MD2)

Limited availability of virtual communication devices
and staff shortages posed major issues impacting patient
care. Most rural facilities were short of technology and
workforce resources. Fewer iPads were available for vir-
tual communication between patients and families. Frail
senior residents had rarely or never used such devices
and relied on care staff to help them communicate virtually
Volume 24 • Number 3 • June 2022
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with their family members. Consequently, staff members
reported anxiety and burnout from increased workload
and time constraints. In contrast, few providers viewed vir-
tual communication as an innovative approach in PC prac-
tice and development. One of the providers said that until
COVID, she would have never thought about delivering
PC virtually. In addition, few providers felt that virtual
meetings were sufficiently helpful for the communication
with the families of terminally ill patients whowould other-
wise be absent because of pandemic restrictions.

Hard to Say Final Goodbye Over iPad: “…People
Literally Were Saying Goodbye to People Over
the iPad”
For most providers, it was painful and distressing watching
their patients die with minimal or no family company be-
cause of pandemic-imposed restrictions, such as restricted
visitation and the lack of in-person communication.

It was kind of a brutal time. They [Hospital] would not let
anybody visit any COVIDpatients. So, people literally were
saying goodbye to people over the iPad. (MD1)

Andmy neighbor also died presumptively of COVID, and I
cared for him here in the hospital and had to call his family
because they couldn't be present at the bedside. (NP1)

Providers felt immense grief and struggle finding space
and time to ventilate their moral and psychological distress,
informing another theme under the study.

Moral Distress Among Providers: “[COVID
Death] Not Only Happened Once, It Happened
Multiple Times Daily”
Seeing critically ill and dying patients and their families
causedmajor suffering, compassion fatigue, andmoral dis-
tress among providers.

We had a lot of moral distress among ourselves, our staff.
And it was a lot of cumulative drop because that [COVID
death] not only happened once, it happened multiple
times daily. We tracked how many patients we withdraw
from life support because it is time and labor intensive. And
in the pre-COVID days, we were doing probably 1 or 2 a
week, and in COVID times in our peak, we were doing 16
to 18 a week. And it was just horrendous. You couldn't
even think or breathe before you turned around and had to
do the next one, and it was extremely high pressure. (MD1)

Our hospital was hit pretty severely with COVID, and closer
to the holidays this past year and I was doing a lot of it alone.
So, I was seeing most of the COVID patients and that was
definitely a lot, and I think to me actually, the fatigue laid
more in the fact that these patients were alone and isolated
Journal of Hospice & Palliative Nursing
more than the fact that they were dying. I think that's been
the main source of a lot of my compassion fatigue. (NP1)

A senior provider, who was considered highly vulnera-
ble to COVID infections, was not allowed to consult his pa-
tients and families in person and therefore felt powerless
and distressed.

Well, it was really frustrating for me because I really was
not supposed to go into patients' room because I'm older. I
was in a risk group. They didn't really want me going into
patients' rooms who were COVID. Which means I kinda
had to do this by remote, which was really difficult. (MD2)

Home Hospice Services/Referrals
Pandemic policies imposed several modifications in hos-
pice care use and referral processes. Participants reported
mixed views on these changes. Some providers felt that
the pandemic caused an increase in home hospice admis-
sions and referrals. Most families preferred their frail or dy-
ing loved ones to be home to minimize their exposure to
COVID and to allow more bedside company. Staying at
home with hospice support also allowed more personal-
ized and dignified care.

But ultimately, I think the biggest stressor has been the
visitation restrictions, which continue to impact things on
the daily. I see more people going home with hospice be-
cause they want to be able to visit. (SW2)

I think for Hospice, it [COVID]'s probably made it more
popular because people don't want to be in the hospital, or
they don't want their family members to be in the hospitals
because they can't go see them. I think it'll be short lived to
be honest, but for the moment, it's helped a little bit, but
only because people want to stay home. (RN2)

Contrary to the above findings, few participants found
that some families refused home hospice referrals as they
did not want hospice personnel visiting their homes for
safety concerns during the pandemic. Similarly, some nurs-
ing homes also deferred hospice visits to avoid the spread
of COVID.

We really dropped in census because of COVID; people
were not wanting anyone coming into the house at all. So,
we lost quite a few referrals because of it. (RN7)
DISCUSSION

Our findings inform various ethical, moral, and practice
challenges experienced by rural PC providers during the
pandemic. These challenges raise concerns regarding PC
practices and direct us to rethink about the philosophy
www.jhpn.com E97

http://www.jhpn.com


Feature Article
and approaches in PC provision during the pandemic.
Findings indicated that PC provision was challenged during
the pandemic and may have caused additional suffering
among patients and families, especially in rural communi-
ties. As a result of pandemic-imposed restrictions, patients
and families were largely unable to communicate their care
needs and preferences in person. Dying is a collective rather
than an individual experience, and thus demands a collec-
tive approach to understand and respond to the needs of
dying individuals and their families. The limited face-to-
face communication in PC provision and the physical pres-
ence of families during the end of lives impact patients and
families as well as providers, resulting in the loss of mean-
ing and purpose, increased anxiety, grief, and existential
and spiritual distress.13

Providers also reported that most families did not get a
chance to say goodbye to their loved ones and were not
able to attend their funeral that may have resulted in a de-
layed mourning process and bereavement issues. The
technology-assisted communication was not enough to
meet the psychological, emotional, and spiritual needs of
patients and families. Because of personal protective gears
and social distancing, PC providers felt restricted to main-
tain physical touch and nonverbal communication such
as facial expressions, considered as powerful tools to com-
fort and provide emotional support to patients and their
caregivers.14 Provision of grief and bereavement support
remained unmet andmay have potentially ended in feelings
of ambiguous loss and complicated grief among caregivers.
Other studies have also highlighted the risk of complicated
grief and bereavement issues during the pandemic.15–18 In
another study, researchers conducted qualitative interviews
among relatives of deceased individuals and health care
professionals during the pandemic and found that not being
able to say goodbye to a dying loved one is a complicating
risk factor for bereavement. Most families experienced diffi-
culties coming to terms with and processing the losses be-
cause of pandemic restrictions and were unable to connect
themselves with the reality of theworsening health and sub-
sequent death of their family members.15 The absence of
end-of-life rituals caused feelings of ambiguous loss, uncer-
tainty, and distress among the families suffering from the
death of their loved ones.15,16 The perception of not hav-
ing seen the person right before the death or after the
death made it difficult for the families to come to terms
and accept the death, and they eventually may end up in
complicated grief and delayed closure.15,19 Health care
professionals can play a significant role in facilitating the
beginning of the mourning process, reducing the feelings
of anger among families, and helping families in their
grieving process.15–17

Similarly, PC providers also experienced grief, compas-
sion fatigue, andmoral distress while providing care to crit-
ically ill and dying patients and their families during the
E98 www.jhpn.com
pandemic. Approximately 40% of all COVID-19 deaths
took place in nursing homes and long-term care settings,
with more than 100000 deaths of residents and staff in
the long-term care facilities being reported.20 Nurses work-
ing in these settings are continuously exposed to long
working hours alongwith the shortage of PPE, lack of staff,
and lack of organizational support21 and are at increased
risk of burnout, suicide, and psychological and existential
crisis.22–25 Considering the increased workload, caring for
critically ill and dying patients, and lack of staffing and
other resources, nurses remain unable to address their
grief. Consequently, such experiences can potentially lead
to burnout and compassion fatigue among nurses. With
the pandemic continuing in the second year, the preva-
lence of psychological trauma, moral injury, and stress-
related disorders including suicide rates among nurses is
higher than ever before and will continue to persist in the
postdisaster recovery period despite the vaccination ef-
forts.26 Not addressing these concerns can result in high
turnover and decreased job satisfaction, as well as sub-
stance use and other harmful health-seeking behaviors
among the providers.26–29

Our study also informed several benefits and shortfalls
of using telehealth in the PC settings in rural communities
during the pandemic. Several health care institutions im-
plemented telehealth to establish connections between pa-
tients, family members, and health care providers during
the pandemic. A debate on the use of telehealth in PC ser-
vices exists in the literature. Some studies favored the use of
telehealth in promoting enhanced PC access and reach,30–32

whereas other studies reported concerns such as staff dis-
comfort, lack of training, equipment logistics, and impact
of technology on human relationships.33 Further studies
are therefore warranted in this area.

Telehealth assisted providers in PC consultations and
caseload management despite communication barriers
and other restrictions. However, these services were lim-
ited to institutions and people with sufficient resources
and funds. Other than financial barriers, lack of appropri-
ate technical skills, language barriers, inability to partici-
pate, and cybersecurity were other reported concerns
among the providers that may potentially reduce the ac-
ceptance and effectiveness of telehealth among patients
and families.33,34 Amultisite study during the pandemic ex-
plored the effectiveness of virtual PC and reported proper
equipment setup, connectivity issues, and effective com-
munication skills as major barriers. The authors reported
that providers experienced difficulties in acquainting the
participants, maintaining conversation rhythm, responding
to emotions, and closing the visit while providing telehealth
services to their patients and families. They also suggested
providers be mindful of persistent technical difficulties, lack
of prerequisite technology to conduct virtual visits, and pa-
tients who are too ill to participate or who find virtual visits
Volume 24 • Number 3 • June 2022
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too technically challenging. Telehealth may serve as a pow-
erful resource in fostering relationships; however, its effec-
tive use requires special consideration in communication,
implementation of human-centered caring, and relational
values. Further studies are needed to evaluate the impacts
of telehealth or technology-assisted services, especially in
smaller towns and rural communities.

The study addressed the need and preference for home-
based hospice and suggested that hospice care needs and
preferences, if introduced early in care planning, can assist
in promoting compassionate and dignified care, can ease
the caregiving burden, and can improve the patient and
family care outcomes. However, given the small sample
size under study, these findings cannot be generalized
and therefore need to be further investigated from a
rural perspective.

IMPLICATIONS

The lessons learned indicate a strong need for strengthen-
ing existing PC services and resources in smaller towns
and rural communities. Provision of human-centered care,
compassion, and effective communication are essential
components of PC. There is a need to identify ways to
address and apply these essential PC components in a
practice setting, especially in a pandemic context. Findings
inform the need for staff preparedness and revising PC pol-
icies in a pandemic context. Better policies with staffing
input are suggested to promote optimal practices, innova-
tion, and quality in PC access and delivery.

Our findings suggest the provision of self-care and
resilience-building programs in PC settings to prevent staff
burnout, compassion fatigue, and distress and to promote
subjective well-being and personal growth. Such programs
will improve staff retention and work satisfaction leading
to a stronger and healthier PCworkforce in rural communi-
ties. Mental health and bereavement programs are highly
recommended to support family caregivers and to promote
healing. Creating support group programs and mechanisms
for the families, friends, and spouses who have lost their
loved ones may be helpful in self-recovery, transcending
feelings of loss and grief, and enhancing personal growth.35

Adequate resources and funding are needed to initiate
newer models of care and enhanced communication tech-
nologies. Successful telehealth services require user-friendly,
reliable, accessible services with secure technologies and
connectivity along with provider training.

CONCLUSION

Adequate access and delivery of PC in rural communities
are essential. Pandemic and other disaster-related situa-
tions call for the rethinking of PC principles and innovative
approaches to improve PC services in rural communities.
Existing staffing policies need to be revised, and additional
Journal of Hospice & Palliative Nursing
resources are needed to prepare and support staff during
times of pandemic and other disasters. Online technolo-
gies and services need to be further evaluated to extend
patient-centered, culturally appropriate care for the pa-
tients and families in the rural health care facilities and
community settings.
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