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Abstract The onset of the COVID-19 pandemic in early 2020 created major challenges for spe-
cialist palliative care services. Significant ethical challenges have arisen in practising a holistic
approach to patient and family care, while observing local and national health care policy in the
face of a global pandemic. This report highlights the challenges that arose for a patient, family
members and staff consequent on COVID-related visiting restrictions. An integrated specialist
palliative care inpatient unit and elderly care facility in Ireland. A 50-year-old married mother
of three teenagers and one 12-year-old child with advanced amyotrophic lateral sclerosis is
described. The patient could not speak or move her limbs. She communicated using an eye
gaze device. She had previously declined enteral feeding, and noninvasive ventilatory support
was not tolerated. Her husband was particularly attentive and remarkably intuitive in identifying
her unspoken needs. At the start of the pandemic, visiting was severely curtailed in line with
national policies. The change in visiting policies caused enormous distress to the patient, her
family and to the staff members. IT devices were of limited benefit. The current pandemic has
had a significant impact on families and health care professionals in which balancing individual
need and traditional freedoms against the wider societal need are necessary in limiting the
spread of COVID-19.
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Profound ethical concerns came into sharp focus Correspondence to:

Since the first case of COVID-19 or SARS-CoV-2
virus was confirmed in Wuhan in December 2020,
the world has changed dramatically. All aspects of
human activity have been affected, and the eco-
nomic, societal and personal consequences are
incalculable.! This virus does not respect age, sex,
ethnicity or borders and its devastating pattern of
spread prompted the World Health Organization
to declare a global pandemic on 11 March 2020.2
Health care services worldwide struggle to respond
to the scale of the catastrophe while simultane-
ously trying to maintain essential time-critical
non-COVID-related activity.? Individual health
care professionals carry a particularly onerous
responsibility and face challenging ethical dilem-
mas as they try to balance the needs of infected
patients without jeopardising their own health and
perhaps endangering family members and loved
ones.*?

journals.sagepub.com/home/pcr

like never before, and the core ethical principles
that underpin our practice came under greater
scrutiny.>® Palliative care services supporting
both hospital and community-based teams con-
tinued to practice and promote a holistic approach
to patient and family care to the greatest extent
possible.”8 Each new spike in infection rates or
‘waves’ and consequent lockdown of normal
social, educational and commercial activity
brought additional burdens and stresses to already
over-stretched health care teams and to wider
society.

In palliative medicine, the family is the unit of
care.”® Family does not only refer to people
related by blood or marriage, but it also includes
close friends, partners, companions and others
who a patient may wish to play a role in their care
or ‘all those for whom it matters’.® Family
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members are an essential and integral element of
the caring team — they know their loved one’s
likes, preferences and values better than we can
ever hope to do.8 Over the course of a typical
admission episode, family members become well
known to staff members and strong professional
relationships are established. The close interface
between family members and staff serves a dual
function. Staff offer family members emotional
and practical support, and in turn, family mem-
bers provide us with an insight into their loved
one’s wishes, preferences, values and expecta-
tions, particularly in circumstances in which the
patient is unable to do so.8

Typically, specialist palliative care facilities oper-
ate very relaxed visiting policies and family mem-
bers are actively encouraged to spend as much
time as they wish with their loved one, including
overnight stays. Our 44-bed inpatient unit in
Ireland is no exception. We ordinarily operate a
policy of open visiting and provide facilities for
close family member(s) to stay in a patient’s room
overnight or immediately adjacent in hotel-room
style accommodation if preferred.

With the outbreak of the COVID-19 pandemic,
these policies changed rapidly over time reflecting
and being revised in accordance with the national
policy and guidance. Our country was in an effec-
tive state of lockdown with only essential workers
allowed to travel to their place of work. There
were limitations in the availability of personal
protective equipment (PPE) and no available vac-
cines. Family members were now viewed as
potential vectors of a deadly virus, and hence,
their access to the inpatient unit was restricted in
line with local and national health care policy.

Hence, visiting policies shifted from facilitating the
individual need to protecting the greater good. But
this comes at an enormous personal cost. Time
and opportunities were lost that could never again
be recovered. Patients and families were enor-
mously distressed by this change in policy and fre-
quently make a compelling case that their situation
is unique — as indeed it is unique — and they under-
standably promote the view that their circumstance
is the exception to the rule. In discussion, patients
and families could quite readily accept the need for
the restrictions for other patients, but not for their
loved one. Every effort was made to facilitate face-
to-face visiting, albeit with the use of PPE as indi-
cated, and additional resources were made

available to facilitate video connection between
patients and family members.

Nevertheless, we observed a radically different
dynamic evolve whereby very ill patients started
to request immediate discharge because they
could not handle the pain of separation from close
family. A significant number of very ill people
went home in circumstances that were less than
ideal. This was a worry not least because of the
existing pressures on an already over-stretched
community team. In parallel, a high proportion of
very ill patients in community settings who
needed specialist inpatient palliative care refused
admission for the same reason. For some of these,
by the time they finally consented to admission,
they were profoundly unwell and rapidly
approaching end of life. In the conflicting dilemma
between place of care and quality of care, the for-
mer frequently reigns supreme.

Jennifer is a 50-year-old married woman who has
advanced amyotrophic lateral sclerosis (ALS)
who was admitted from home to the specialist
palliative care inpatient hospice unit prior to the
onset of the COVID-19 pandemic. She cannot
speak or move her limbs, and she is totally
dependent on nursing care. Jennifer communi-
cates with the outside world by means of eye gaze
technology. Because of her poor head control,
this apparatus must be positioned in precisely the
right place and tilted at exactly the right angle to
work effectively. Jennifer had previously declined
percutaneous endoscopic gastrostomy (PEG)
feeding and did not tolerate a trial of assisted ven-
tilatory support at home. Jennifer’s respiratory
function is severely compromised, and she is at
ongoing risk of acute-on-chronic ventilatory fail-
ure. Hence, like many similar patients, death
could occur quite ‘suddenly’.

Throughout her course, Jennifer is tremendously
well supported by her husband Rob and their three
teenage children and 12-year-old child. Rob is
extraordinarily attentive and previously sat with his
wife for many hours each day. He seemed to know
intuitively what she needed at any time, which
might be a small change in her degree of arm flex-
ion or a very modest adjustment in her head posi-
tion. Equally, Jennifer was greatly reassured by his
presence and was much more relaxed and calm
when he was there. Jennifer took great delight in
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the regular visits of her children and became visibly
more animated and engaged when hearing their
accounts of school and sport activities.

When the COVID-19 visiting restrictions were
introduced, all visiting was curtailed. The only
limited exception was applied in of respect indi-
vidual close relatives visiting imminently dying
patients. This, of course, presupposes that we can
always predict the timing of death with some
degree of accuracy, which is not necessarily true
and particularly so in the case of ALS.

The palliative care team members — including doc-
tors, nurses and medical social worker — met with
Jennifer and Rob both together and individually on
numerous occasions and explained the new visitor
policy and the rationale informing its introduction.
Jennifer became inconsolably distressed and per-
sistently so. Rob could understand the purpose of
the restrictions at a rational level, but emotionally
he was devastated. We spoke about keeping in
touch using the various technologies that are freely
available, but this offered little reassurance or com-
fort. In discussion, it was subsequently agreed to
make some concessions in this instance, and Rob
was allowed a 30-min visit twice a day.

Some few days later, Rob sent an email outlining
his distress. With his permission, I share the fol-
lowing excerpts:

Last night with Jennifer was tough. As I was leaving
her, she started to get upset. My 30 minutes were up
so I couldn’t stay to console her. This is wrong on so
many levels. I have been everything to Jennifer and
she is everything to me. What has happened to
Jennifer is like taking a guide dog from a blind
person. Jennifer depends on me for everything.
What is going on in the world is madness but in the
midst of this madness we have a duty to keep
Jennifer’s spirits (and mine and the kids) up. Jennifer
is an exceptional case and she never asked for this
illness. We need to do better. We need to do the
right thing. ’m afraid I will crack under these
conditions. Leaving her upset because my time is up
horrendous.

The palpable distress so powerfully conveyed in
the email correspondence was not limited to
Jennifer and her family. Members of the multidis-
ciplinary palliative care team shared the senti-
ments expressed and repeatedly explored the
available options with a view to finding some
mechanism that would allow Rob and the
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children greater access. As in many other similar
cases, this included an exploration of the feasibil-
ity of supporting Jennifer’s discharge home.
Sadly, her care needs were far in excess of what
could reasonably or safely be supported in a
domestic environment.

Jennifer’s case illustrates the tension that arises
when balancing the individual patient/family need
against the wider societal good. By way of con-
text, it is noted that Jennifer was an inpatient in
the early phase of the pandemic and at a time
when PPE was severely limited, and vaccine was
a distant dream. When viewed from the perspec-
tive of the patient and her husband, it is indeed
wrong to seek to limit the time they may spend
together. Equally, we were aware that we had a
very vulnerable cohort of palliative care patients
in a facility that we shared with a large number of
equally vulnerable elderly care residents. Social
distancing is not an option when providing com-
plex personal and intimate care to highly depend-
ent patients.!

A collaborative approach including patients and
their families, continuity of care and excellent
communication was never more important. Our
palliative care team supported the family in the
use of video and audio calls in line with good
practice guidelines.!? In this instance, Jennifer’s
husband set up a Skype video call so that their
family could share time together during his visits.
Health care professionals have an important role
in facilitating video and audio calls for patient and
their families.®10 While we accept the limitations
of technology, particularly for patients whose
communication is as compromised as Jennifer’s
was, it does nevertheless provide a supplementary
communication tool.1011

In palliative care, bereavement support begins
when we first meet with a patient and family and
continues throughout the care episode and
extends beyond the death as appropriate.’>12
Family members and caregivers of patients with
ALS may experience adverse effects on their own
physical, psychological and social wellbeing asso-
ciated with the unrelenting nature of the disease.!?
Recent studies suggest that caregivers of patients
with a diagnosis of ALS may be at greater risk of
complicated grief than other bereaved popula-
tions; however, they may not receive an offer of
bereavement support, instead being informally
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supported in the community by family and friends
already involved in their lives in addition to Motor
Neuron Disease Associations, general practition-
ers (GPs) and funeral providers.!3-15 A national
Australian study of bereaved caregivers found
that 63% of those surveyed required bereavement
support beyond family and social support, how-
ever.! The potential impact of COVID-19-
related visiting restrictions on the grieving process
is yet to be fully characterised. Social distancing,
isolation, PPE, uncertainty relating to infection
risk and status and inability to perform and attend
normal rituals both before and after the death
may prove significant.!?

The impact of the visiting restrictions is not lim-
ited to patients and families. Staff members often
feel conflicted in this regard, particularly when
their role changes from patient advocate to regu-
lation enforcer.1® Moral distress (not being able
or being constrained from doing what you think is
right) is a concern for staff and family members
alike.!81° The impact of the COVID-19 pan-
demic on the psychological wellbeing of health
care workers, family and patients with pre-exist-
ing conditions or COVID-19 themselves has been
well documented.?? Visiting restrictions, particu-
larly as a patient approaches end of life, may have
far reaching effects for all concerned.!®

This report brings into sharp focus the conflict
that arises for families and health care profession-
als in the current pandemic crisis between balanc-
ing individual need and traditional freedoms
against the wider societal need in respect of limit-
ing the spread of COVID-19. In normal circum-
stances, the individual freedoms enjoyed by
family members of palliative care inpatients do
not conflict with the wider societal good. In these
unprecedented times, however, we need to strive
for compromise such that each individual situa-
tion is reviewed and assessed on a regular and
ongoing basis. The longer-term consequences for
families in terms of bereavement risk and compli-
cations will become evident in due course.

Informed consent was obtained from the patients
spouse and personal details have been changed to
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