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Abstract This article aims to investigate the
implications of grief among family members
of COVID-19 victims; verify the prevalence of
prolonged grief symptoms; and identify family
members’ expectations regarding end-of-life care
for their loved ones affected by COVID-19. De-
scriptive, cross-sectional research, with a quanti-
tative-qualitative approach. Data collection was
performed using an online questionnaire, guided
by the PG-13 instrument. Descriptive and in-
ferential statistics were applied. The results were
presented descriptively and with the aid of tables.
The study sample included 142 family members,
mostly female, who presented emotional, physi-
cal, social, and financial implications as a result
of grief. A prevalence of prolonged grief symptoms
was observed in 11.4% of the mourners with more
than six months and 29.6% of those with less than
six months. Three thematic categories were iden-
tified: transparency in communicating the health
situation, access to moments of farewell, and pro-
motion of comfort in care actions. The symptoms
of Prolonged Grief Disorder have a significant as-
sociation with the degree of kinship. In final care,
family members’ expectations were classified as:
permission for a dignified farewell, effective com-
munication, and promotion of comfort and care.

Key words Bereavement, COVID-19, Palliative
Care, Nursing, Health Communication
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Introduction

Palliative care is a holistic approach for individ-
uals of all ages suffering from any disease which
threatens one’s continuity of life or from a condi-
tion with a high mortality risk, which can cause
suffering that may not be relieved without pro-
fessional intervention and can compromise the
individual’s physical aspects, social functioning,
and spiritual and/or emotional aspects. Its objec-
tive is to improve the patient’s, the family’s, and
the caregivers’ quality of life. It applies care strat-
egies for the family and makes use of caregivers
during the patients illness and up to the final
stage of life and the grieving process'.

Palliative care in the final stage of life ac-
knowledges the risk of a rapid deterioration of
the patients’ conditions and establishes the cre-
ation of a predefined care plan, which includes
the wishes and preferences of the patients and
their families, ensures the protocols for the man-
agement of symptoms, and provides psychoso-
cial and grief care.

Grieving is a natural and universal response
that most people will endure in face of the loss of
a significant other, thus being considered a very
stressful event®. However, a substantial part of the
grieving reactions may be severe, incapacitating.
and may extend beyond normal expectations,
resulting in the need for proper professional fol-
low-up?.

Going through the sudden loss of a family
member due to a life threatening disease, such as
COVID-19, combined with the exposure to sever-
al secondary stress factors, such as infection, so-
cial isolation, quarantine, and loss of employment,
may affect the death rituals and the social sup-
port, causing severe grieving situations in people
during that pandemic, including prolonged griev-
ing*’. This disorder causes social and occupation-
al involvement of the mourner by generating pro-
gressive symptoms of separation anxiety, as well as
cognitive, emotional, and behavioral symptoms’.

The disease caused by the coronavirus
(COVID-19) has the SARS-CoV-2 virus as its
causal agent and presents a potentially fatal pa-
thology, rendering it a major public health con-
cern worldwide. The first cases were reported in
China, in December 2019, when five people were
hospitalized with severe respiratory distress syn-
drome, one of whom died®.

As COVID-19 affects communities in gen-
eral, the death experiences become increasingly
more personal, and taking into consideration the
environment in which they take place, the phys-

ical, mental, and social consequences of social
distancing may intensify complications to the
process of grieving incurred by the families of
COVID-19 victims’. Data from the World Health
Organization (WHO) indicate that, by June 2021,
nearly four million deaths by COVID-19 had oc-
curred globally, 540,000 of which in Brazil®.

An increase is expected in terms of griev-
ing disorders related to the pandemic, which
commonly causes a greater need for treatment’.
Therefore, to inform the approaches in terms of
palliative care, studies need to be conducted to
offer a continuous investigation of the impacts
of the changes in the services for family caregiv-
ers, both during treatment and during grieving™.
This demonstrates the importance of palliative
care in the final stage of life and during the pro-
cess of grieving.

Therefore, the present study aims to inves-
tigate implications regarding the grieving pro-
cess for family members of COVID-19 victims;
to verify the prevalence of prolonged grieving
symptoms among family members of COVID-19
victims; and to identify the expectations of fami-
lies regarding care in the final stage of life provid-
ed to their loved ones suffering from COVID-19.

Methodology
Study design

This is an exploratory, descriptive, and
cross-sectional study, following a quanti-qualita-
tive approach, of a concomitant nature. To guide
the study, the following instruments were used:
COnsolidated criteria for REporting Qualitative
research (COREQ)'"?and Strengthening the Re-
porting of Observational Studies in Epidemiolo-
gy (STROBE).

Scenario in which data collection
was conducted

Since this study dealt with national evidence
from the time of the COVID-19 pandemic, it was
conducted in the Brazilian virtual reality. This
choice was influenced by the public health strate-
gy of social distancing, a measure by the govern-
ment used to minimize the spread of the virus in
the country®. It is important to highlight that the
institution that proposed this study is located in
the city of Jodo Pessoa-PB, Brazil.

The online research modality has often been
used as a resource for data collection, especially



when expanding the possibilities of access to dif-
ferent groups by the researcher; to reduce costs
with in-person stages, such as commuting and
staff; and to provide the participants with more
privacy and flexibility in terms of the time chosen
to answer questionnaires'.

Population

The study population consisted of Brazilians
who went through a grieving process after the
passing of a family member due to COVID-19.

Selection criteria

The inclusion criteria was: family members of
people who passed away due to COVID-19, with
or without hospitalization at a health facility; 18
years of age and older, regardless of sex, who had
some kind of digital device with Internet access,
and that were literate. The exclusion criteria was:
participants who gave up on answering the ques-
tionnaire before its conclusion.

Sample definition

The sample was non-probabilistic, following
the snowball sampling strategy, and by accessi-
bility. This study counted on the participation of
263 individuals who accessed the questionnaire.
Of those participants, three clicked the button to
choose not to participate (without explaining the
reasons why), and 118 did not meet the eligibility
criteria, since their family members hospitalized
with COVID-19 had not passed away at the time
they answered the questionnaire, thus invalidat-
ing the analysis of grieving after death. In the
final study sample, 142 individuals met the selec-
tion criteria.

Study variables

The present study considered the following
variables: socio-demographic characteristics of
the participants; feelings and symptoms related
to grieving; repercussions of the grieving process
on the life of the family members; access/interest
of the grieving individual to receive professional
follow-up; and expectations of the participants in
relation to the care provided to their relative in

the end of life.

Instruments used for information
collection

To enable data collection, an online ques-
tionnaire was applied, structured in five parts: 1
- term of consent; 2 - triage question; 3 - basic
socioeconomic characteristics of the participant;
4 - PG-13 instrument; 5 - additional questions
(referring to repercussions of the process of dis-
ease and grieving in the lives of the mourners,
professional follow-up in the grieving process
and expectations of family members regarding
care in the end of life).

Six experts in palliative care were invited to
evaluate the instrument in terms of clarity, im-
portance, and adequation of each of the items
in the referred instrument, with the purpose of
attaining face and content validity. The question-
naire was pre-tested with three people in grief;
adaptations were then made in some questions,
after which time the instrument was considered
adequate for application.

The questions presented had predetermined
answer options, also providing the “other” op-
tion, in which the participants had the possibility
to include whatever answer they so desired. It is
important to emphasize that, with the exception
of the term of consent and the triage question,
none of the questions were mandatory, allowing
the participants the autonomy to choose to ab-
stain from answering a question deemed as in-
adequate, without having to abandon the entire
questionnaire. The questions and the formatting
of the research were inserted into Google Forms®.

To evaluate grief, this study used the PG-13
prolonged grief evaluation instrument, validated
for the Brazilian context, developed based on the
criteria for the diagnosis of prolonged grief dis-
order’.

The PG-13 questionnaire contains 13 items,
describing a set of symptoms (feelings, thoughts,
and actions) related to the loss of a significant
other, and are necessarily connected to a social
and/or a functional dysfunction. To meet the cri-
teria for the diagnosis of prolonged grief in the
previously mentioned instrument, validated for
Brazil, the symptoms must be frequent and in-
tense, and must be present for at least six months
after the loss. However, according to a researcher
and author of instruments aimed at studying pro-
longed grief, a grief scale may be used with two
purposes: to offer a continuous evaluation of the
intensity of grief on a dimensional scale and to
diagnose prolonged grief syndrome according to
defined criteria®.

W

$20T F1-T:(£)6T ‘BANR[0D) PNES 2@ BDUID)



NS

Lucena PLC et al.

In this study, the grief reactions due to
COVID-19 were examined, and the participants
were divided in two groups: family members in
grief for less than six months since the death, and
family members with six months of grief or more
since the death. Researchers, who are interna-
tional references in the field of grieving, used this
research strategy, taking under consideration the
recent character of the pandemic, the divergent
diagnosis criteria in relation to time, and the op-
portunity of gathering data that will serve as an
empirical basis for verifying if grieving complica-
tions will increase due to the pandemic®'*"7.

In addition to the aforementioned grief in-
strument, the researchers also created com-
plementary questions which covered the listed
variables and could address the objective of the
study, as can be seen in the results section. More-
over, the present study aimed to cooperate in the
progress of knowledge by presenting evidence on
grief by family members of COVID-19 victims,
an issue which deserves attention from research-
ers and that supports nursing care for the popu-
lation being studied in the field of Palliative Care.

Data collection

The gathering of data took place between
April and June 2021. A Google Forms® link was
generated and then advertised by the author in
the following media: personal email lists, Face-
book® contacts, WhatsApp® groups and Insta-
gram®. Some contacts were obtained by using
the hashtags #lutocovid19, #lutocovid, and #vi-
timascovid in the social networks Facebook® and
Instagram®. The link was accompanied by a short
presentation text and the content of the study
was projected in simple language. Additionally,
an explanatory video was produced regarding
the research, which was shared together with the
link. The participants were invited to take part in
the study and to promote it among their contacts.
The decision of finishing the research was based
on the behavior of the data. It presented constan-
cy after the 10th week of data collection, suggest-
ing a possible saturation of the answers.

Data treatment and analysis

Quantitative data was exported into Google
Spreadsheets, charted and organized for analysis
in the Statistical Package for the Social Sciences
(SPSS), version 22.0, applying descriptive (fre-
quency, percentage, average, median, and stan-
dard deviation) and inferential statistics, with

the use of the Parson chi-square test; p-values
below or equal to 0.05 were considered to be sig-
nificant. The results were presented in a descrip-
tive manner, with the aid of images and tables
to synthesize the findings. Qualitative data was
handled by the IRaMuTeQ 0.7 alpha 2 software
and was submitted to thematic analysis in three
stages: pre-analysis, exploration of the materi-
al and treatment of results, and interpretation'.
Frequencies were produced to indicate common
senses, and the main answers within the domains
of the questions were presented as discourse.

Ethical aspects

The research project was approved by the Re-
search Ethics Committee of the proposing insti-
tution, logged under decision no. 4,584,374, and
followed the ethical guidelines set forth in Reso-
lution No. 466/2012, published by the National
Health Council. The researchers also followed
recommendations of the National Research Eth-
ics Committee to conduct the study in an online
format™. The use of the PG-13 instrument was
authorized by the author, who constructed the
version validated for Brazil.

Consent was obtained by the answer to the
first question, after reading the free and Informed
Term of Consent. All of the surveys were devel-
oped anonymously via Google Forms®. When
fragments of the family members’ testimonies
were used, they were identified by the letter P, for
participant, followed by a number based on the
order of the research.

Results
Characterization of family members

The sample consisted of 132 family members,
mostly women (84%; n=119), with a median
age of 41 years (average 41.3; SD=12.4), living
in the same location where the family member
had passed away (52.1%; n=74) or in other towns
(47.9%; n=68). As far as the region where the
death occurred, the Northeast corresponded to
73.2% (n=104) of the answers, followed by the
Southeast (17.6%; n=25), North (4.2%; n=6),
Midwest (2.8%; n=4), and South (2.1%; n=3).

Regarding the degree of kinship of the par-
ticipants, the loss of mother/father was more
frequent (27.5%; n=39), followed by uncle/aunt
(26.1%; n=37), grandfather/grandmother (9.2%;
n=13), cousin (9.2%; n=13), sibling (8.5%; n=12),



spouse (3.5%; n=5), son (0.7%; n=1), and other
(15.5%; n=22), such as stepfather/stepmother,
father/mother-in-law, brother/sister-in-law. It is
important to mention that, among the grieving
relatives, seven participants were family mem-
bers of people who died without receiving proper
hospitalization in the healthcare system.

The participants were asked if the passing of
the relative caused changes in their life. The an-
swers included: Not completely (27.5%; n=39),
Physical repercussions (4.2%; n=4.2), Psycho-
logical repercussions (47.9%; n=68), Physical
and psychological repercussions (10.6%; n=15),
Social/financial repercussions (9.2%; n=13), and
No answer (0.7%; n=1).

Participants were questioned as well if they
had professional follow-up in the process of
grieving, and the results were: Yes (21.8%; n=31);
No (6.3%; n=9); I believe I do not need it at this
moment (47.2%; n=67); I need follow-up for the
grieving process, but I do not know which service
I should seek (19.0%; n=27); I already have pro-
fessional follow-up for other reasons (4.2%; n=6);
and No answer (1.4%; n=2).

Symptoms of grief among the family
members

Table 1 presents the data regarding symptoms
affecting family members according to questions
approached in the Prolonged Grief instrument.
The participants were divided in two groups
according to the period of the grief experience:
Group 1: Less than 6 months of grieving; Group
2: 6 months of grieving or more.

This study analyzed 98 participants with a pe-
riod of grieving of less than 6 months and 44 par-
ticipants with a period of grieving of 6 months
or more. In this second group, 5 (11.4% of the
sample) were diagnosed with Prolonged Grief
Syndrome, and of the remaining 98 participants,
29 (29.6% of the total sample) were classified as
people with severe symptoms of Prolonged Grief
Disorder, except for the time criteria =6 months
(Table 2).

As the data shows, in terms of degree of kin-
ship, we were able to identify that there was a
higher concentration of people in a state of grief
who lost close relatives, such as father/mother/
siblings/spouses. In terms of professional fol-
low-up, most of the respondents who had no
professional follow-up (46.5%; n=66) are also the
majority of those who had no diagnosis of pro-
longed grief (Table 3).

Grief disorder

The third question is: “If you knew that your
relative could become sick to the extent of dy-
ing, what would you like to be done for him in
terms of healthcare services?”. This question
approaches the expectations of the participants
related to the care provided at the end of life
for their hospitalized relatives. Considering the
answers obtained, a textual corpus was created
and processed through IRaMuTeQ 0.7 alpha 2
software, generating a Descending Hierarchic
Classification (DHC), with 85.46% of the use of
text segments. In the DHC, three classes of words
emerged, as Figure 1 shows.

Class 1 - Permission to bid

a dignified farewell

This class referred to 55.32% of the text seg-
ments, given that the terms grouped here repre-
sent the anguish of the family members for not
having had the opportunity to participate in the
final moments of life of their beloved ones, and
for not being able to say farewell.

[...] they should have allowed the family to say
goodbye more calmly (P-100).

[...] not saying goodbye, it’s hard to stay away
from people that we love, the pain from the loss is
much worse when we cannot be with the person
(P-163).

[...] So I could say goodbye and kiss his gray
head one last time. I feel that we didn’t do all that
we could, and this is going to haunt me for the rest
of my life (P-245).

[...] that there was the possibility of the family
saying goodbye, even if just via telephone or social
media (P-63).

Families mentioned the desire to accompany
the patient and be able to give the affection mes-
sages they wished, to give psychological support,
to show that the patient is loved by his/her kin.

I wish I could have stayed by his side, not leav-
ing him alone, sometimes I think that being there
alone was what led to his death [...] (P-92).

To speak to him, have a chance to tell how
much I loved him (P-224).

If Id only been allowed to give one last hug (P-
249).

Especially, to be with him, talking about God's
love for everyone (P-115).

Class 2 - Effective communication

In this class, corresponding to 29.79% of
the text segments, we can see a concentration
of statements related to difficulties in commu-

v
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Table 1. Data distribution according to items covered in the evaluation instrument (n=142). Jodo Pessoa-PB.

Brazil. 2022.

Group 1

Group 2

Variable

n

%

n

%

Q1 - IN THE LAST MONTH, how often did you miss or feel the absence of the person you lost?

Almost never

At least once

At least once a week
At least once a day
Many times a day

1
14
12
23
48

0.7%
9.9%
8.5%
16.2%
33.8%

3
10
12

9
10

2.1%
7.0%
8.5%
6.3%
7.0%

Q2 - IN THE LAST MONTH, how often did you feel intense emotional pain, sadness/grief or episodes of

anguish related to the lost person?
Almost never
At least once
At least once a week
At least once a day
Many times a day

0.0%
11.3%
13.4%
19.0%
25.4%

11
13
5
9

4.2%
7.7%
9.2%
3.5%
6.3%

Q3 - In relation to the 2 (two) previous questions, did you experience those symptoms at least once a day, at

least six months after the loss?
Yes
No

13
31

9.2%
21.8%

Q4 - IN THE LAST MONTH, how often did you try to avoid contact with things that make you remember the

person who passed away?
Almost never
At least once
At least once a week
At least once a day
Many times a day

Q5 - IN THE LAST MONTH, how often did you feel shaken, shocked, or confused about your loss?

Almost never

At least once

At least once a week
At least once a day
Many times a day

29 20.4% 27 19.0%
12 8.5% 7 4.9%
11 7.7% 2 1.4%
24 16.9% 1 0.7%
22 15.5% 7 4.9%

9 6.3% 10 7.0%
20 14.1% 14 9.9%
19 13.4% 10 7.0%
24 16.9% 7 4.9%
26 18.3% 3 2.1%

Q6 - Do you feel confused about your place in life or feel that you do not know who you are since the loss (that

is, you feel that a part of you died)?

Absolutely not 25 17.6% 19 13.4%
Slightly 15 10.6% 5 3.5%
Fairly 21 14.8% 4.2%
Very 25 17.6% 10 7.0%
Extremely 12 8.5% 4 2.8%
Q7 - Have you had difficulties in accepting the loss?
Absolutely not 13 9.2% 13 9.2%
Slightly 13 9.2% 9 6.3%
Fairly 24 16.9% 7 4.9%
Very 36 25.4% 7 4.9%
Extremely 12 8.5% 8 5.6%
Q8 - Have you had difficulties trusting others since your loss?
Absolutely not 44 31.0% 26 18.3%
Slightly 9 6.3% 3 2.1%
Fairly 15 10.6% 9 6.3%
Very 24 16.9% 5 3.5%
Extremely 6 4.2% 1 0.7%

it continues



Table 1. Data distribution according to items covered in the evaluation instrument (n=142). Jodo Pessoa-PB.

Brazil. 2022.

Variable Group 1 Group 2
n % n %
Q9 - Do you feel bitter about your loss?
Absolutely not 18 12.7% 15 10.6%
Slightly 19 13.4% 10 7.0%
Fairly 16 11.3% 6 4.2%
Very 31 21.8% 8 5.6%
Extremely 14 9.9% 5 3.5%

Q10 - Do you feel that moving on with your life (for example, making new friends, having new interests, would

be difficult for you at this point?

Absolutely not 40 28.2% 29 20.4%
Slightly 15 10.6% 6 4.2%
Fairly 20 14.1% 4 2.8%
Very 17 12.0% 3 2.1%
Extremely 6 4.2% 2 1.4%
Q11 - Do you feel emotionally dormant since your loss?
Absolutely not 29 20.4% 17 12.0%
Slightly 21 14.8% 12 8.5%
Fairly 21 14.8% 7 4.9%
Very 19 13.4% 4 2.8%
Extremely 8 5.6% 4 2.8%
Q12 - Do you feel that life is not satisfactory, empty, or meaningless since your loss?
Absolutely not 49 34.5% 29 20.4%
Slightly 16 11.3% 3 2.1%
Fairly 11 7.7% 6 4.2%
Very 12 8.5% 4 2.8%
Extremely 10 7.0% 2 1.4%

Q13 - Do you feel a significant decline in your social life, in your professional life, or in other important areas

(for example, household duties)?
Yes
No
Total

66 46.5% 21 14.8%
32 22.5% 23 16.2%
98 69.0% 44 31.0%

Source: Authors.

nication, the interviewees said that there was no
clarity in the information, not everyone did video
calls and whenever they did do them, they did
not follow regular times, increasing even further
the family’s anxiety.

They should have explained the seriousness of
the condition at the time he was hospitalized and
should have given him a chance to speak to his
daughters. I don’t think he ever knew that he was
going to die (P-42).

I wished they had made a video call, so that
he could see his family and know that he was not
alone (P-13).

[...] Every day, we received information from a
different doctor, and some were quite cold-hearted.
The last one was awful, he left us speechless and

bewildered for hours, really anxious, until in the
early morning, when we received the worst news
(P-219).

[...] I did very little, I was not informed that he
would need non-invasive ventilation, and the hos-
pital did not have it. [...] Lack of communication
with the family, I could have taken medication that
they did not have in stock (P-196).

The desire to grant the patients’ last wishes
was a recurring answer as well; family members
mentioned that they wished they could grant this
to their sick relatives:

Fulfill his last wishes (P-30).

Observe the last wishes (P-18).

Fulfill some kind of request by this family
member (P-257).

N

$20T F1-T:(£)6T ‘BANR[0D) PNES 2@ BDUID)



[e]

Lucena PLC et al.

Table 2. Prevalence of grief symptoms according to the PG-13 instrument (n=142). Jodo Pessoa-PB, Brazil, 2022.

Variable

Group 1 Group 2

n % n %

Part I - In relation to the 2 questions (Q1-Q2), did you experience those symptoms at least once a day?

Yes
No

57 58.2% 13 29.5%
41 41.8% 31 70.5%

Part II - In relation to the 9 questions (Q4-Q12), did you experience at least 5 (five) of those symptoms at least

once a day?
Yes
No

33 33.7% 7 15.9%
65 66.3% 37 84.1%

Part III - Did you feel a significant reduction in your social life, in your professional life, or in other important

areas (for instance, household duties)?

Yes 66 67.3% 21 47.7%
No 32 32.7% 23 52.3%
Total evaluation (positive answer in the three stages of evaluation, simultaneously)

Yes 29 29.6% 5 11.4%
No 69 70.4% 39 88.6%
Total 98 100% 44 100%

Source: Authors.

Table 3. Association table from the Pearson Chi-Square Test (n=142). Jodo Pessoa-PB, Brazil, 2022.

Prolonged Grief
Syndrome X gl  p-value
Yes No
Kinship 21.681 2 <0.001
Parents/sons/daughters/siblings/spouses 25 32
Grandparents/Uncles and Aunts/Cousins 5 58
Other kin 18
Professional follow-up
Yes 12 19 11.280 3 0.010
No 12 66
I need follow-up, but I do not know where to get it. 10 17
I already have professional follow-up for other reasons 0 6
Total 34 108 - - -

Source: Authors.

There were also comments from patients who
accepted the situation and were aware that the
healthcare team could not do much:

In my opinion, I think that they did the best
they could, even though they first put my father on
a respirator, then they informed the family, so it’s
hard to tell (P-220).

[...] the hospital was perfect [...] (P-57).

I believe the doctors did what they could, but I
wish there had been more transparency in terms of
information, at least... (P-188).

[...] Everything was done with excellence, for
my father and for me (I was the one with whom

the doctors and social assistants communicated)
(P-166).

Class 3 - Promotion of comfort and care

Accounting for 14.89% of the text segments,
this class showed the wish of the family members
for the patients, with the help of the medical pro-
fessionals, to receive the comfort and care that
they would like to provide but were not able to
because of restrictions imposed on family mem-
bers.

To pass away feeling the least amount of pain
(P-74).



Class 1-55.32% Class 3 - 14.89%
Permission to bid C'lass 2- 29'79,% . Promotion of comfort
dignified farewell Effective communication and care

Word X2 Word x? Word Xz
bid farewell 10.06 video 9.85 possible 36.62
leave 9.04 to die 8.79 to believe 23.87
permit 8.04 to predict 7.30 pain 23.68
familiar 7.06 seriousness 7.30 care 8.48
stay 7.06 to explain 7.30 to feel 6.55
more 6.38 admission 7.30 doctor 4.67
family 6.15 opportunity 6.47

much 417

calling 4.08

Figure 1. Decreasing Hierarchic Classification Dendrogram (words with high semantic content and X*>3.80.

Source: Authors.

That the hospital provided the best possible
comfort for easing his pain (P-52).

That they prevented him from feeling pain as
much as possible (P-48).

That more attentive care was provided (P-69).

In this context of pain and suffering, but also,
of hope, we could notice a wish for the patient
to be saved regardless of the seriousness of the
disease, and some interviewees hoped to be able
to bring their relatives back home:

All available medical and technological ser-
vices, comforting and humanization of healthcare
(P-28).

Everything that was possible to do to save him
(P-101).

Had given him the possibility of surviving, of
having a proper treatment, he was sent back home
twice, being that he was already gravely ill, and
when he went back to the hospital, there were no
available places for hospitalization, when an open-
ing happened, he did not survive, he did not make
it even to a room with oxygen! It is very sad to
know that my uncle died from lack of air! (P-29).

It is hard to say what I would have liked. It
is an enormous pain to lose someone who we be-
lieved was going to come back home (P-238).

Discussion

The results provide evidence of the complexity of
the responses regarding grieving by family mem-
bers of COVID-19 victims, revealing mainly
emotional and behavioral characteristics, as well
as possible risks of bad adaptation by those in a
state of grieving.

The present study found a high level of se-
vere grieving symptoms among people who lost
family members to COVID-19 more recently (<6
months), also known as the severe grieving peri-
od, since nearly 30% (n=29) fit into the criteria of
prolonged grief (Table 2), not including the time
element. Such a finding contradicts with results
verified by recent studies conducted in the Neth-
erlands, in which people who suffered a recent
loss during the pandemic showed higher levels
of grief in comparison to people who suffered a
recent loss before the pandemic. The authors sug-
gest that expectations of death may explain this
effect, considering that people who experience
grief related to COVID-19 experience the loss
as something unexpected, more often than those
who experienced a natural loss. The authors also
recommend that palliative care professionals,
grief counselors, and policymakers should be
aware of this demand®*.
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On the other hand, among the people who
had a grieving period of more than six months,
11.4% (n=5) fully met the comprehensive criteria
for the diagnosis of Prolonged Grief Syndrome
(Table 2). This result is similar to what was
found by the validation study of the PG-13 for
the Brazilian population, prior to the pandemic,
in which a 10.43 percentage was found of peo-
ple meeting the criteria of Prolonged Grief?. This
result, however, diverges from the expectation of
increased levels of prolonged grief after death by
COVID-19, since the people who effectively fit
into all of the criteria corresponded to a percent-
age similar to that of the pre-pandemic period.

According to the data observed in Table 3,
there is a significant relationship between being
a family member who meets the criteria of Pro-
longed Grief Syndrome and the degree of kinship.
The study also revealed that most of the respon-
dents who do not have professional follow-up
(46.5%; n=66) are also the majority who have no
diagnosis of prolonged grief (Table 3). However,
this finding does not necessarily mean that peo-
ple who did not meet all of the diagnostic criteria
are not suffering. It is important to mention that
some family members (19.0%; n=27) answered
that they need follow-up, but they do not know
which service could meet their demands.

One study on prolonged grief in China
showed that more severe prolonged grief symp-
toms were associated with the loss of a closer rel-
ative due to COVID-19. The study investigated
people with grieving periods more than and less
than six months, verifying a 29.3% prevalence of
prolonged grief symptoms with no considerable
difference between the two groups. However, one
interesting fact shows that 30% of the partici-
pants who suffered grief for more than 6 months
believed that their grieving reactions were above
what is expected by the local culture. This fact
suggests that there is discrepancy between what
the people themselves think and feel, and the
concept of abnormality of grief from the stand-
point of a professional evaluation'’.

Notably, behind the deaths listed as mere
statistics, there are social networks of family and
friends who are deeply moved by a loss'®, which
is often considered to be unexpected due to the
possibility of a rapid deterioration of conditions
due to severe reactions to the disease.

From the analysis of the results of each ques-
tion from the PG-13 instrument, we can see con-
siderable frequencies of feelings of longing for or
absence of the person who perished, as well as
episodes of anguish. Considering cognitive, emo-

tional, and behavioral symptoms, we can see that
family members are shocked or confused by the
loss, with feelings of bitterness and difficulties in
accepting the death (Table 1).

One study, which investigated the develop-
ment of prolonged grief, anxiety, and depressive
symptoms, found that the first anxiety symptoms
(in the first month) seem to contribute to the de-
velopment of subsequent depressive symptoms
of grief, which worsen in a later stage".

By contrast, some results suggest relevant as-
pects of the process of dealing with the loss by
some of the participants, as it can be noticed in
people who stated that they carry on with life,
preserving some significance and maintaining
interpersonal relationships (Table 1).

Although the grieving experience may be
something natural, it is important to consider
that the disturbance of the connection resulting
from the generalized and persistent longing for
the deceased, the loss of significance, and identity
disorders are all symptoms that may arise late or
last for over a year after death, being distressing
and incapacitating. These symptoms, combined
with any of the ten additional grieving reactions
present in the grief instrument and presumed as
indicative of intense emotional pain, indicate the
need for specialized treatment for the person in
grief’.

Several participants reported repercussions
in their social and professional lives and other
activities in part III of the grief instrument (Table
2). This result was complemented by a characteri-
zation question, in which respondents stated that
the death of the relative caused changes in their
lives, in the physical, psychological, social, and
financial dimensions.

Economic hardships, uncertainty about the
future, as well as approaches required for the
containment of the spread of the virus, all play
critical roles in the social and psychological im-
pact, in both the short and long terms, of the
COVID-19 pandemic. Inequalities based on race
and socioeconomic level influence the rates of
both infection and death, as well as the steps re-
quired for recovery®. In Brazil, the high number
of infections and deaths by COVID-19 reveals a
profile of social impact, since the pandemic, ini-
tiated in neighborhoods of high socioeconomic
level, gradually spread through the peripheral
areas®.

Regarding the expectations of the partici-
pants related to end-of-life care for their hospi-
talized relatives, if they knew that their relatives
could become sick to the point of dying, the



themes identified were: Permission for a digni-
fied farewell, Effective communication, and Pro-
motion of comfort and care.

The answers by the family members were
mostly concise, something common in Internet
communication. However, they did synthesize
what really made sense to them in terms of grave
situations. The findings indicate that the char-
acteristics of access to patients during the pan-
demic represented the lack of a closer and more
frequent contact (Class 1).

The hospitals became a habitual place for
end-of-life situations, but not in the usual con-
ditions, owing to such factors as the restrictive
measures, which blocked families from staying
with hospitalized relatives. Factors, such as so-
cial distancing, unexpected death, and the im-
possibility to bid farewell, may be predictors of
Prolonged Grief Syndrome. Therefore, there is a
need to dignify the conditions of end-of-life care
in the context of the COVID-19 pandemic®.

In many instances the bodies were removed
after death, identification of the deceased was
done at a distance and by means of digital pic-
tures of the face, and the corpses were kept in
body bags and were not dressed in the outfit cho-
sen by the family. The coffins were closed and had
to be kept closed during the funeral, and the buri-
als were delayed or the family had to watch from
a distance, or only a few people were allowed to
attend®. In the proposed study, similar situations
were verified, as can be seen in the statement of
a participant regarding her deceased mother: “I
wish they had let the family take the outfit that she
loved the most, to dress her with it” (P-66).

It is interesting to highlight that some family
members believe that it is indispensable to have
frequent communication and information re-
garding the seriousness of the conditions (Class
2). In that regard, we understand that families
and patients in palliative care want to talk about
their preferences if the disease should progress*,
since a lack of transparency can become an addi-
tional source of stress. Given the circumstances
of the pandemic, professionals need tools and
resources to facilitate care planning and quality
communication’.

The data suggests that, in cases of imminent
death, the participants mentioned that they
wished their relatives had received a Promotion
of Comfort and Care (Class 3), with emphasis on
pain relief.

Symptom control is essential, and manifesta-
tions, such as dyspnea, pain and delirium in se-
verely sick patients, must be properly addressed,

considering that lack of comfort causes distress
to the patients, families, and members of the
healthcare team, leading to exhaustion and com-
passion fatigue®.

Considering that participants stated that,
“even in the imminence of death, they assumed
that everything possible was done to keep the pa-
tient alive” (P-20). We emphasize that palliative
care does not deny the importance of life-saving
or life-prolonging care®; it rather recognizes the
moral imperative of providing therapeutic pro-
portionality in the care and relief of suffering for
everyone, even when a cure is impossible.

The management of symptoms and support
to grief are essential elements of palliative care?.
Therefore, grief related to terminal cases in the
current context is something that must be recon-
sidered, including the development of innovative
means through which to connect people, and
deal with the before and after death, adapting
rituals, resorting to physical or virtual alterna-
tives of memorializing and paying respects, and
therefore providing comfort to the families while
maintaining the rules of infection control*%.

The results presented in this study contribute
to the improvement of knowledge in the field of
palliative care, with emphasis on acknowledging
grief and reflecting on end-of-life care. The use
of an instrument for the evaluation of people in
grief, such as the PG-13, is recommended in the
field of palliative nursing care as one of the ways
to identify indicators of suffering, providing help
in terms of relieving symptoms and eliciting the
work of multidisciplinary teams.

Interventions carried out by nurses, such as
telephone contacts, follow-up, and emotional
support before and after death, may help to re-
duce grief symptoms among family caregivers,
such as anxiety, anguish, and depressed mood.
However, these practices require a more in-depth
study, with a higher level of evidence®.

As limitations of this study, we must mention
the challenges in conducting a study on such a
complex theme, conducted via internet during
the pandemic, as can be noted in the many short
answers, typical of a social network language,
thus complicating a deeper analysis of the testi-
monies. Other relevant factors included: working
with a non-probabilistic sample, a higher number
of answers from the Northeast region (which was
the author’s region of origin), and the fact that
only people with electronic devices (computer,
smartphones) connected to the internet were
able to access the questionnaire, which does not
represent the reality of the Brazilian population.
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Conclusion

The present study illustrates elements of the
evaluation of grief among family members of
COVID-19 victims, involving separation anx-
iety elements, cognitive and behavioral symp-
toms, and social implications. The symptoms of
Prolonged Grief Syndrome have a significant re-
lationship with the degree of kinship, as people
who lost a close relative due to COVID-19 gener-
ally presented intense grieving reactions.

Grief evaluation instruments, such as the
PG-13, may be useful for nurses in identifying
elements of suffering in grieving people, in en-
abling better mental health support, in relieving
patients of symptoms, and in referring at-risk in-
dividuals to specialized care.
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One point that stands out is that in end-of-
life situations, when people are so sick that they
are about to die, the findings indicate that fam-
ilies expect transparency in communication re-
garding the health situation, as well as moments
to say goodbye and the promotion of comfort for
the sick person. The findings provide evidence
for nurses and other health professionals that
they need to adopt the practice of palliative care
for patients and family members in such scenar-
ios. Further studies are warranted in order to
investigate relationships between the described
findings so as to expand knowledge regarding
this complex moment experienced by humanity.
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