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Background: The coronavirus disease 2019 (COVID-19) pandemic had significant con-
sequences for relatives’ opportunities to communicate with and offer care to seriously ill and
dying nursing home residents with COVID-19. Residents in nursing homes were urged to
protect themselves through social distancing, and visits have been permanently regulated and
limited. These restrictions have been challenging, and the limitations have raised many
questions and led to difficult choices. The aim of this study was to explore the experiences
of relatives of nursing home residents with COVID-19. We investigated the following two
research questions: How did relatives of COVID-19 patients in Norwegian nursing homes
experience the situation and how did the physical distancing and precepts of infection control
affect the relationship between the long-term residents and the relatives?.

Methods: The study has a qualitative explorative design with a phenomenological-herme-
neutic approach, with individual in-depth interviews used for data collection. The study
included ten relatives of nursing home residents with COVID-19.

Results: Three main perspectives were identified from the participants’ experiences: (1) the
difficult choices; (2) maintaining the relationship; and (3) experiencing support. The relatives
experienced ethical dilemmas when weighing the risk of getting COVID-19 if they visited
the patient versus the consequences of not visiting their loved one. In this situation, they
needed good information and support from health care professionals.

Conclusion: To enable relatives of COVID-19 patients to make choices in line with their
goals and intrinsic motivations, it is important that staff members possess competence in
infection control, updated knowledge about the residents’ situations, and the skills to facil-
itate a safe and confident dialogue. Trust in the care staff and a feeling of safety are essential
for relatives in a stressful situation with difficult choices, while a lack of confidence,
routines, and/or dialogue might increase relatives’ feelings of insecurity and stress and
make their caring role difficult.
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Introduction

One of the main strategies of limiting the spread of coronavirus disease 2019
(COVID-19) is social distancing. In Norway, like other countries, society locked
down for long periods starting in March 2020." Early in the pandemic, it became
obvious that old and frail people with multimorbidity had the highest risk of severe
disease course and death of COVID-19;>* by September 2020, 58% of reported
deaths of COVID-19 in Norway occurred in nursing homes.” Consequently, the
most comprehensive social distancing measures were implemented for old adults
living in nursing homes. Nursing home residents were urged to protect themselves

by social distancing to a greater extent than the rest of the population.® An
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American study reported that daily in-person contact with
other people decreased in 88% of older adults after
COVID-19.” In the early phase, Norwegian nursing
homes were totally closed to visitors, and while most
nursing homes opened up for visitors after some months,
visits have been permanently regulated and limited.'
McArthur et al (2021) found that among Canadian nursing
home residents, the number who had in-person visits with
family decreased from 73.2% before lockdowns to 17.9%
during lockdowns.®

The restrictions have been challenging for the resi-
dents, their relatives, and care staff, and they have given
rise to difficult choices and caused great suffering for
many people. Several articles in Norwegian newspapers,
posts in social media as well as a national report developed
by the Norwegian Centre for Care Research, have
described the impact on relatives as devastating with a
profound experience of loss and guilt. The visit regulations
have been strict with limited flexibility. Relatives were
worried about the residents need for social contact and
activities of daily living. It has been especially difficult
related to residents with dementia not being able to under-
stand the situation or making use of phone, video commu-
nication or social media.” '

When a person moves into a long-term nursing home,
family members and friends usually continue to be
involved in their care and provide significant support.'?
Knowledge about the general experience of relatives of
people living in long-term care is sparse.'* Several studies
have highlighted the importance of contact and emotional
support from families upon resident admission.'>'® Other
issues, such as inadequate resident personal care, lack of
communication with long-term care physicians, and chal-
lenges of surrogate decision-making, could lead to stress
among relatives of residents in long-term.'® Naden et al
(2013) revealed varieties of indignity in the care of long-
term care residents, as experienced by family caregivers.'’
Hertzberg and Ekman (2000) stated that relatives’ and care
staff’s experiences with each other are related to issues of
influence, participation, trust, and measures to avoid
conflicts.'® Other issues that have been well-studied are
end-of-life care and shared decision-making in end-of-life
questions for long-term care residents'® and long-term
dementia care.*

Before COVID-19, more than 50% of family care-
givers monitored, managed care, and assisted with meals,
and several assisted with personal care tasks. Other roles
for the relatives include advocating for the resident and

maintaining the resident’s stability and connectivity with
other family members and friends.?' Powell et al (2018)
found that relatives were involved in timely detection of
changes in health in residents, by noticing changes in
health, informing and educating care staff about the health
changes in their family member.'* Thus, visits from rela-
tives are very important to the resident’s overall health.**
In addition, frequent communication between relatives and
nursing home care staff are found to improve residents’
quality of life.>> Some studies have investigated the effect
of physical distancing and social isolation on mental health
in the general population of old adults during the pan-
demic. Krendl and Perry (2020) found a higher level of
depression and loneliness in old adults following COVID-
19 compared with prior to the pandemic, with the experi-
ence of loneliness predicting depression.”* In contrast,
McArthur (2021) stated that the proportion of nursing
home residents with indications of depression decreased
from nearly 20% before to 11.5% during lockdown.®?
This study has shown that more frequent contact by
phone was associated with fewer negative emotions
among residents in long-term care. Greater email fre-
quency was also associated with more perceived positive
emotions in residents, while letters delivered by care staff
and the postal service were associated with more perceived
resident negative emotions among residents.

The Perspective of Self-Determination

Theories about human motivation and need of support for
relatives in a situation with challenging choices, might be
useful to explore and understand the impact of the
COVID-19 pandemic on Self-
Determination Theory (SDT) is an approach to human

these phenomena.
motivation and personality that is based on the theory of
goal-directed behavior, which posits that human behavior
is driven by initiative, actions, and goals.zé’27 The SDT
highlights the importance of humans evolved inner
resources for personality development and behavioral
self-regulation. Care staff having the skills to facilitate a
safe and confident dialogue could be crucial to relatives
becoming aware of their motivations and goals. Human
behavior often consists of both intrinsically and extrinsi-
cally motivated actions, but if the action is based more on
intrinsic than extrinsic motivation, it may have some posi-
tive consequences. Furthermore, if goals and actions are
driven by intrinsic motivation, this makes the person more
creative in terms of finding solutions and more cognitively
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flexible in problem-solving, which makes them more
receptive to learning new things.*

To our knowledge, no studies have investigated the
experiences of the COVID-19 pandemic of relatives of
residents in nursing homes who were infected and how
the physical distancing might have influenced relatives.
Therefore, the aim of this is study was to explore these
experiences by answering the following two research
question: How did relatives of COVID-19 patients in
Norwegian nursing homes experience the situation, and
how did the physical distancing and precepts of infection
control affect the relationship between the long-term resi-
dents and the relatives?

Materials and Methods

The study has a qualitative explorative design, and it uses
individual in-depth interviews to collect data. Participants
were invited to talk about their experiences of being the
relative of a nursing home resident with COVID-19.
Individual interviews were considered an appropriate
method to obtain in-depth knowledge of the relatives’
individual experiences.

Sample and Requirements

The participants were recruited by local gatekeepers such
as dementia coordinators and nursing home leaders, from
the network of the Norwegian National Advisory Unit on
Ageing and Health. The gatekeepers distributed written

Table | Interview Guide

and oral information on the study to family caregivers of
nursing home residents infected by COVID-19, which
included an invitation to take part in the study. Contact
information for the research group was also included,
making it possible to sign up for participation. Inclusion
criteria were being a relative of a nursing home resident
with COVID-19; caregivers with infrequent contact with
the resident, defined as less than twice a month, were
excluded. Some residents had survived the disease and
recovered from COVID-19, while others had died. The
sample consisted of ten participants, from seven different
nursing homes (one spouse, eight adult children, and one
grandchild), eight women and two men, aged 27-67 years.
The included participants lived in both urban and rural
areas, in small, medium, and large municipalities.

Data Collection

The interviews were conducted in line with a phenomen-
ological-hermeneutic approach. The participants were
encouraged to share their experiences and to describe
how they felt during the period of sickness and, for
some, death of their nursing home resident relative. The
interviews took place between December 2020 and
February 2021 via telephone and were audio-recorded
and then transcribed verbatim. They had a dialogical
form based on a semi-structured thematic interview guide
(see Table 1).

Interview Guide

Theme

Questions

Introduction

Can you tell me about how you experienced being a relative of NN when she/he was ill with corona?/Was ill and

died of corona?

Isolation/visit regulations

How did you keep in touch with NN when she/he was ill?
How did you feel about that?

Prioritization/treatment

clarification

Were you involved in/informed about what treatment NN should receive for corona?/Did you have a treatment

clarification interview!/How did you experience the treatment clarification?

Terminal phase

Then NN became seriously ill with corona. How did you experience this period?/How did you experience NN

dying under such circumstances?

Health professionals’ care and

competence

How did you experience NN being taken care of by the health professionals at the nursing home?
Did you feel confident that NN received good treatment and care!

Did you get enough information?

The family’s handling of the
situation

How has this time been for you as a family?
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Analysis

The transcribed interviews were analyzed according to the
qualitative content analysis inspired by Graneheim and
Lundman (2004).*® The analysis was conducted in six
steps. First, all transcripts were read to provide a sense
of the whole, and themes considered suitable for answer-
ing the research question were identified. Second, meaning
units in the text were identified. Third, the meaning units
were condensed into descriptions that were close to the
text, with the intention of keeping the subjective perspec-
tive of the participants. Fourth, the meaning units were
extracted and labeled with codes. Fifth, the codes were
compared based on similarities and differences and then
grouped into subcategories. Sixth, the subcategories were
grouped and abstracted as categories.”® NVIVO.11 was
used in the first four steps of the analysis (QSR
International, 2020). The first author (ST) conducted the
initial analysis, following steps one through four; all
authors took part in steps five and six. Examples from
the analysis process are shown in Tables 2 and 3.

Ethical Considerations

The project was approved by the Norwegian Centre for
Research Data (NSD), project number 503,268 and con-
ducted in accordance with the Declaration of Helsinki.
Based on written and oral information, the participants
gave written informed consent. Names and other identify-
ing characteristics were not recorded during the inter-
views, with the exception of gender, age and living
conditions. Participants were encouraged to not give infor-
mation during the interviews that could identify their
family member; if mentioned in the interviews, such infor-
mation was anonymized during the transcription. In this
way, participants’ anonymity was secured in the analysis
and publication processes.

Results

The analysis revealed a diversity of caregiver experiences
of symptoms, courses, and outcomes for the residents with
COVID-19. Five of the participants’ relatives recovered
from COVID-19, while five lost their loved ones to the
disease. Of those who recovered, the symptoms varied
from mild to severe: some experienced a fluctuating, ser-
ious course of illness, leading to say a final goodbye
several times, while other residents had stable and mild
symptoms. Furthermore, for those who died, the symptoms
and development of the condition varied: for some, it took

Table 2 Examples of Codes, Subcategories, and Themes from Content Analysis of Covid-19 in a Nursing Home, Relatives’ Experience
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Table 3 Examples of the Analysis Process from Meaning Unit to Theme in the Content Analysis of Relatives’ Difficult Choices

Meaning Unit Condensed Meaning Unit. Condensed Meaning | Subtheme | Theme

Description Close to the Text. Unit. Interpretation

of the Underlying
Meaning.

There was a lot of uncertainty around this. It | Difficult to decide whether to visit or Were visits worth the | Separation Relatives’
was that feeling of going in, | was very scared | not. Would he recognize me? It was a risk of infection if her through experience
that Dad would not understand that it was difficult decision. father did not visit of the
me (...) Will he understand that it is me? recognize her? restrictions | pandemic
We tried Skype once (...) but he did not We tried to keep communicating via Communicating
understand anything. He saw us, but we were | Skype, but it did not work so well, the through technology
not there, so he thought we were on TV. technology is unfamiliar. works poorly.
I notice that the months of contact It was hard for Dad that he could not hug | Less physical closeness
restrictions started to do something with us. was emotionally
him. Especially not being able to give a hug, burdensome.
because he was very into hugs. So, every
time we came, he said, “Is it allowed to hug?”
But no. “Oh, this is so sad,” he said.
It hurts a lot when you cannot be there. And | The worst was really before he got sick, | Visit restrictions are
the worst time, | think, was before he got because then we were not allowed to perceived as intrusive
sick and we could not come and see or visit him. to relatives.
follow up, due to the national visit
restrictions.
They are so kind to mom, and if mom is Mom is happy, and | have seen that they | When the patient is Giving up
happy, then it’s okay, then | am happy. Then | | are kind to her. Then | am satisfied. satisfied, relatives are control (to
am reassured. satisfied and relaxed. staff)
| felt the doctor became our extended arm. | The doctor became our extended arm The doctor became
She spent a lot of time with us and | really when we chose not to visit Dad. She relatives extended arm.
appreciated that. She said: “Whatever you supported us in our decision, which was
decide to do, there is nothing right or wrong. | very important.
There is no one here who judges and walks
around and says, ‘Here, no relatives can
come.”

less than a week (five to seven days) from the positive
corona test until the resident’s death, while others had
more time together (up to two weeks) before the death
occurred. Three main perspectives were identified from the
participants’ experiences and will be presented as the
results: (1) the difficult choices; (2) maintaining the rela-
tionship; and (3) experiencing support.

The Difficult Choices

During the pandemic, caregivers had to adhere to both
national and local restrictions around nursing home visits.
For long periods, the nursing homes were closed to visi-
tors, although they allowed visits in special cases. Thus,
caregivers could visit under strict infection control

restrictions when their loved one became seriously ill.
This meant they had to choose whether they wanted to
take the risk involved in visiting their loved one.

Both those who took the risk and those who did not,
used a reflective, conscious approach to making their
decision. A supportive professional caregiver discussing
the different consequences of their options was highlighted
as particularly important in this situation. One participant
explained:

She [the doctor] spent a lot of time with us, and I really
appreciated that she said, “Whatever you decide to do,
there is nothing right or wrong.”

The participants who decided not to visit the resident
described this decision as very difficult, and the support
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from the physician and the nurses at the nursing homes
who took the time to listen and offer supervision was
essential. The opinions of other family members and the
potential wishes of the resident, in cases where they had
been capable of giving their opinions, were also consid-
ered in their decision-making process.

In considerations of whether to visit the resident, rela-
tives emphasized the risk of spreading the virus to others if
they themselves were infected. The risk of quarantine or
getting sick could have consequences for their ability to
work or to be together with other people who were impor-
tant to them. One participant shared:

I have a lot of grandchildren around me, and it is
important for me to meet them, so I would rather not
risk bringing the virus with me. I need to be with these
little kiddos, they are my “vitamin pills” as I used to tell
them.

Some of those participants who chose to be with the
resident at their deathbed felt that they had no choice: the
thought of their loved ones dying without being there was
unimaginable, even if they risked being infected with
COVID-19. Those who chose to visit experienced a high
level of support from the care staff, who facilitated their
visits and cared for them while being at the resident’s
bedside. One participant described:

The nursing staff has been outstanding. No doubt the
situation was a huge challenge for them too, the fact that
we were there. But they were incredibly positive and help-
ful and did all they could to make it possible to visit him.

Several of the relatives were infected during visits, and
this had serious consequences for the processes of grief
and funerals. In families infected by the virus, many of the
family members were in quarantine or isolation after the
resident’s death. This was a painful experience in a situa-
tion where families needed to be with each other in their
grief. One participant explained:

Usually, the family becomes closer to each other in
such circumstances, but we were not able to. (...) The
opportunity for mutual support and comfort was unavail-
able. Other members of the family were in quarantine, and
I was isolated on my own. It was mentally hard.

For some families, it was a challenge to arrange the
funeral in line with the restrictions on how many people
could be gathered, or because family members were sick,
in quarantine, or in isolation. Some participants felt that
they were unable to say a proper goodbye to the person
who died.

Maintaining the Relationship

The restrictions on visits were adjusted in response to the
local spread of the virus and thus could vary from one
week to the next. The visit restrictions had a serious
impact on the relationship between the participants and
the residents. In some periods, visits were allowed, but
touching or hugging the resident was advised against. This
was also described as difficult:

I notice that the months of contact restrictions started
to do something to him. Especially not being able to give a
hug, because he was very into hugs. So, every time we
came, he said, “Is it allowed to hug?” But no. “Oh! this is
so sad,” he said.

In the absence of visits, different digital communica-
tion technologies were tried—to varying degrees of suc-
cess, as told by one participant:

We tried Skype once (...) but he did not understand
anything. He saw us, but we were not there, so he thought
we were on TV.

Cognitive impairment and dementia made it difficult to
use digital technologies for communication; even talking
on the telephone could be challenging, due to sensory
dysfunctions. Two participants talked about their loved
ones not being able to handle the phone on their own
because of reduced vision: they were dependent on help
from care staff to use their mobile phones. Another parti-
cipant was thrilled by her mother being able to commu-
nicate by a digital technology with a screen, making it
possible to see, hear, and speak with her family. This
provided a large extent of assurance for the family.

When family were unable to visit and no longer had
control of the situation, their experiences of how the care
staff took care of the resident were very important. If the
communication and trust were good, the care staff could

EIRT3

act as the caregivers’ “extended arm”, such as by handing
over personal notes and greetings. In cases of mistrust and
insufficient communication with care staff, participants
were worried and unsecure about the resident’s situation.

I asked if my spouse had gotten out of bed today, but
she did not know (...) I want you to call me as soon as
possible, because I am concerned about him, so I do not
have to worry. (...) It took half an hour, but no one called,
so I had to call again.

A lack of communication could result in repeated
phone calls from relatives to the resident, then to the
care staff to share information, and then again to the

resident to check if the care staff had been there to offer
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help. Trying to retain control of the situation in this way
was described as exhausting.

Experiencing Support

The care staff taking time to inform and support the
relatives was highly appreciated, and it was crucial to
enhance the feeling of safety and trust, as explained by
one participant:

The fact that they updated us continuously about his
condition (...) and that she [the physician] spent a lot of
time (...) I thought, if she spends so much time on me, I
guess she also takes good care of my father.

The availability to reach the care staff by phone, and
the fact that they were highly competent in infection con-
trol, made the participants feel safe. Furthermore, the care
staff’s in-depth knowledge about the resident, their com-
passion, and their care of the resident were highly appre-
ciated by the caregivers. One of them said:

When I called the nursing home, the care staff
answered in a professional and good way. The nurse who
called me when he had died was crying on one end and I
was crying on the other end. I felt safe that somebody had
held his hand while he was dying. When I was not able to
be there, somebody who really cared had been there with
him. He was not alone.

In cases where the participants had good experiences
with the nursing home (including confidence in the care
staff’s skills) before the pandemic, this was reinforced in
the new and stressful situation, as illustrated in the follow-
ing quote:

Yes, we felt confident in the quality of care, and it has
grown even better. We are impressed with how they
handled the situation and positively surprised about how
they manged this crisis. I guess they have good leadership.

In cases where the participants had previous negative
experiences and limited trust in the quality of the nursing
home, the pandemic enhanced the caregiver’s worries and
feelings of unsafety. The participants felt they had to look
after the resident to ensure that they got the treatment and
care they needed. One of them said:

If you have a bad experience, this gets even more
apparent during the pandemic. Many strange things hap-
pened earlier as well. I think it is very unprofessional (...)
I am his advocate, you know, so I must bring up questions.

Some participants experienced a lack of support due to
the leadership and care staff being inadequately prepared
and lacking equipment to prevent the spread of the virus at
the nursing home. A lack of routines for information

sharing and uncertainty about infection control were also
observed. This was stressful for the caregivers, as they did
not know how to relate to the restrictions or how the
residents were cared for. After a while, routines were
established, and the participants could use less energy to
acquire the information they needed, and they subse-
quently calm down.

Discussion

The participants’ need for information, communication,
and support is a repeated central message in all perspec-
tives identified in the findings of this study. To meet health
care professionals who are competent in infection control
and who have updated knowledge about the resident’s
situation is crucial. Furthermore, the skills to facilitate a
safe and confident dialogue is essential for the partici-
pants’ feeling of safety in a stressful situation with difficult
choices to make. The findings reveal significant experi-
ences shared by the participants, illuminating the conse-
quences of satisfactory versus insufficient information,
communication, and support.

Finding the Goal and Intrinsic Motivation
The deadly pandemic led to complex and difficult choices
for the relatives in this study. For instance, they had to
consider the risk of visiting their COVID-19-infected par-
ent, grandparent, or spouse versus the relational negative
consequences of not visiting. For a deeper understanding
of the importance of care staff’s supporting relatives, the
SDT meaning of instinct motivation, may be useful.”*
In terms of setting goals that are driven by a person’s
intrinsic motivation and making the necessary choices and
carrying out the necessary actions that lead to these goals,
three universal inherent psychological needs influence us.
According to SDT, these three needs are: 1) the experience
of possessing the competence to achieve the goal (know-
ing which actions are appropriate); 2) the experience of a
relational affiliation to the person(s) who guides or helps
us (receiving support from a warm and caring person); and
3) the experience of autonomy in the situation. In cases
where the care staff spent time talking and listening to the
relatives and were competent in infection control and
updated in their knowledge about the resident’s situation,
relatives were guided to making choices in the line with
their intrinsic motivations, and they experienced autonomy
in the situation, according to SDT. In contrast, relatives
who experienced that the care staff lacked competence,
updated knowledge about the resident’s situation, and the
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skills to facilitate a safe and confident dialogue became
frustrated and stressed. SDT explains that nonoptimal chal-
lenges and lack of connectedness disrupt the inherent
actualizing and organizational tendencies endowed by nat-
ure; thus, such factors result not only in the lack of
initiative and responsibility, but also in distress and
psychopathology.?®

The Need for an Extended Arm

Caregivers’ trust and confidence were a prerequisite for

LI

taking this role of caregivers’ “extended arm”. When
caregivers are not able to be present themselves, it was
of utmost importance that they could trust the care staff’s
capacity to take good care of the resident. This trust was
established by the care staff consistently offering informa-
tion, answering questions, and listening actively to the
caregivers’ input and wishes. Previous research has under-
lined that nursing home care staff cannot replace the social
support and care from family caregivers during the
pandemic.”’ For the residents to feel dignity and love,
contact with their relatives is important. Close contact
with family and friends can prevent residents feeling for-
gotten and banished.'” The findings in the current study
reveal that in cases where the health care professionals
called the caregivers regularly, sent SMS greetings, and
assisted with communication technology, they contributed
to maintaining participants’ caregiver role. According to
Caspari,'® this contact may contribute to the residents’
feelings of dignity, love, and inclusion in a situation of
isolation and dearth of family visitors.

Nursing homes with routines of steady streams of
information and updates on the resident’s condition mark-
edly boosted the caregivers’ confidence and enhanced their
trust in the professionals’ capability to take good care of
the resident. The challenges of reaching the resident by
phone or digital platforms extended the care staff’s respon-
sibility to communication between caregiver and resident
in the periods of restrictions on visits. Similar challenges
in the COVID-19 pandemic were described in a Canadian
study, where residents lacked access to internet and digital
technologies during the pandemic, which severely hin-
dered the residents to be in contact with relatives during
the period of visit restrictions. The author pointed out an
inherent bias of assuming that the aging population is
passive and lacks the ability to learn, combined with the
fact that this population does not advocate for itself
because it is very often deprived of technological

advances.>°

Approximately 84% of residents in long-term care in
Norway have dementia.*' This condition not only affects
the person with dementia but also has an impact on the
person’s family and friends, particularly the spouse.’
Dementia reduces the possibility to learn to use new tech-
nology, such as smart phones and tablets. Nevertheless, it
must be considered whether this lack of capability to use
technology devices could also be explained by little invest-
ment in support and aid for people with dementia; it could
also be caused by poor consideration of the needs of the
elderly in developing and implementing technologies.*
People with dementia can also have problems with under-
standing and remembering why their relatives do not visit
them anymore; and as a consequence they are more vul-
nerable to depression and feelings of loneliness.**

End of Life — the Need for an Open

Dialogue
When a resident is dying, updated knowledge about the
resident’s situation and the care staff’s skills to facilitate a
safe and confident dialogue became very important for the
safety of the resident and the contact between the resident
and the relatives. Our findings reveal that the choice to not
be present at the time of death can be a painful decision
involving a great deal of doubt. Open dialogue between
health care professionals, relatives, and if possible, the
resident can relieve the pain and decrease the caregivers’
despair during the resident’s terminal phase and death
from COVID-19. These results are in line with findings
from other studies,>® reporting on a medical centers highly
affected by COVID-19. Effective remote communication
with the resident and with the health care team was asso-
ciated with significantly better family experiences of end-
of-life care.*® Feder et al (2021) investigated bereaved
family members’ perceptions of the quality of end-of-life
communication during the COVID-19 pandemic, and they
emphasized communication among residents, families, and
healthcare teams as critically important during times of
limited in-person visitation. Low-quality communication
caused profound distress that could affect the quality of
the terminal phase for the residents and the bereavement
experiences in family members.>

After death, the relatives had to live with the conse-
quences of their choices—both those who chose to visit
and eventually became infected, and those who stayed at
home and did not get the possibility to say goodbye.
According to SDT, those who received support and
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information that helped them to act in line with their
motivation and goals reconciled more easily with the con-
sequences of the choices they made, and they avoided
distress and psychopathology.

Methodological Considerations

This study included 10 participants sharing their personal
experiences of being a relative to a COVID-19 patient in
seven Norwegian nursing homes. They had various rela-
tionships to the COVID-19 patients. Some of them experi-
enced that their loved one died, while others had relatives
recovering from the disease. The sample is small with a
heterogeneous composition and therefore the transferabil-
ity is limited. However, the purpose of a qualitative study
is not to generalize but rather to understand a phenomenon
more in depth and possibly find essential structures and
patterns that could guide practice and initiate future
research to extend the knowledge.

Conclusions

The COVID-19 pandemic had reduced the relatives’ com-
municate with and offer their care to seriously ill and
dying residents with COVID-19 in nursing homes. The
relatives experienced ethical dilemmas when weighing
the risk of getting COVID-19 if they visited their love
one versus the consequences of not visiting their loved
one. In this situation, they needed good information and
support from health care professionals. To enable the
relatives to make choices in line with their goals and
intrinsic motivations, it is important that the staff is com-
petent in infection control, has updated knowledge about
the resident’s situation, and possesses the skills to facilitate
a safe and confident dialogue. This is essential for rela-
tives’ trust in the care staff and their feeling of safety in a
stressful situation involving difficult choices. Lack of con-
fidence, routines, and dialogue might increase the rela-
tives’ feeling of unsafety and stress and make their
caring role difficult. The wide variation in how caregivers
experienced the care staff taking responsibility for infor-
mation and communication reveals the need for clear
guidelines for communication with caregivers and for
facilitating communication between caregivers and resi-
dents when the possibility to visit is absent or restricted.
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