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Abstract

Background: Informal caregivers play a vital role in caring for patients with chronic ilinesses, but this care can significantly affect their
mental health and well-being, particularly after the loss of the patient. Due to the significance of the issue and limited research in the
field, it is important to identify factors associated with the mental health of informal caregivers.

Method and Material: This study aimed to investigate the experiences of loss and their management by informal caregivers of people
with chronic diseases. Specifically, it evaluated the relationship between experiences of loss and (1) mental health and (2) socio-demo-
graphic characteristics of informal caregivers.

A quantitative survey was conducted on a sample of 98 informal caregivers of patients with chronic diseases, using the Core Bereavement
scales BEQ-24 and DASS-21.

Results: The data analysis revealed that 25.5% of informal caregivers were prepared to experience loss, while only 12.2% sought psycho-
logical support to manage their experiences. Informal caregivers often experienced loss with sadness, loneliness, and nostalgia while
recalling memories with the deceased patient. Fewer caregivers experienced guilt, self-blame, and anger or sought to fulfill their emotional
and existential needs. The study also found that experiences of loss were associated with symptoms of depression, anxiety, and stress in
informal caregivers of people with chronic diseases.

Conclusions: The study underscores the impact of caring for patients with chronic illnesses on mental health and wellbeing of informal

caregivers, particularly after the loss of the patient. The results highlight the need for interventions to support informal caregivers.
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INTRODUCTION

Supporting informal caregivers before and after bereavement
and loss experiences is an important part of primary health care.
Health professionals, due to their status, are in regular contact
with caregivers during the care of the patient and also after the
end of their life. Thus, they have the opportunity to intervene in
possible predictors of loss experiences and post-loss mental dis-
orders."?

Grieving during loss is a dynamic and individualized adjustment
process.? The experiences, management of loss, and occurrence
of mental health burden symptoms of family members and in-
formal caregivers are heterogeneous and classified into five
groups.* In the first group, there are individuals and informal
caregivers coping with the difficulty of losing a loved one. The
second group includes caregivers who have severe symptoms of
depression and bereavement, but recover quickly, within three
to six months after the loss. The third group is similar to the sec-
ond group, but symptoms may take 7 to 12 months to resolve.
The latter two groups show prolonged periods of severe depres-
sive symptoms, mourning, guilt, and emotional reactions, which
gradually improve only in the fourth group of bereaved caregiv-
ers.* The fifth group essentially consists of people who never get
over the loss, and managing it is a very difficult and painful pro-
cess.®

According to Schulz et al. approximately 20% of bereaved care-
givers will experience a variety of psychiatric symptoms, such as
depression and/or complicated grief, a disorder characterized
by persistently high levels of distress that impair functioning in
important life domains.® Also, informal caregivers report physi-
cal and emotional exhaustion, limited participation in social and
recreational pursuits, difficulties preparing for the death of the
person they are caring for, and strong feelings of stress and anx-
iety.” While according to Nielsen et al.®a small percentage of
caregivers, approximately 6%—-8%, may experience persistent
and pervasive distress called complicated grief or prolonged

grief disorder.

AIM
The aim of this study was to investigate the experiences of loss

and their management by informal caregivers of people with

Tsaga et al.

HEALTH AND RESEARCH JOURNAL

E-ISSN:2458-3192

93

(2024), Volume 10, Issue 2

chronic diseases. More specifically, it evaluated the relationship
of the experiences of loss with (1) mental health and (2) the so-

cio-demographic characteristics of the informal caregivers.

MATERIALS AND METHODS

Research Tool

Data collection was performed using a questionnaire distributed
to informal caregivers of deceased chronically ill persons. The
survey questionnaire was divided into three sections of ques-
tions.

In the first section, demographic data of/concerning gender,
age, education level, marital status and annual family income
were collected, as well as data related to their relationship with
the patients (e.g., husband/partner or father/mother). Further-
more, patient’s characteristics, including the category of the
chronic disease the patients were dealing with, the years of care,
the average hours per day that caregivers spent with the pa-
tients, and the number of years since the patient's death, were
also collected. Finally, the participants were asked to state
whether they had received psychological support from special-
ized personnel (e.g., psychiatrist, psychologist) after the loss and
whether they were ready to experience the loss.

In the second section of the questionnaire, the experiences of
loss of the informal caregivers of patients with chronic diseases
were evaluated. For this reason, 31 questions were formulated
on a Likert scale of 0=Never, 1=Rarely, 2=Sometimes, and
3=Many times/always. Questions 1, 2, 4, 7, 8, and 9 assess the
extent to which informal caregivers think about patients after
their death ("Thinking” variable). Questions 3, 5, 6, 10, 11, 12, 13,
14, 15, 16, and 17 assess the level of emotional reaction of infor-
mal caregivers after the death of patients (variable "Emotional
Reaction”). Questions 18 to 25 assess the extent to which infor-
mal caregivers feel guilt or anger about the patient's death
("Guilt/Anger” variable). Finally, questions 26 to 31 assess
whether informal caregivers feel existential loss and have emo-
tional needs after the death of the patient (variable "Guilt/An-
ger"). Questions 1-17 were based on the Core scale Bereave-
ment,® while questions 18-31 were based on the BEQ-24 scale.™
In the third section of the questionnaire, the level of mental

health of informal caregivers of patients with chronic diseases
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was assessed. For this reason, 21 questions were formulated on
a Likert scale: 0=Did not apply to me at all, 1T=Applied to me to
a certain extent, or for a short time, 2=Applied to me to a par-
ticular extent, or for a long time, 3=Applies to me very much, or
most of the time. The questions assess the level of depression
(questions 3, 5, 10, 13, 16, 17, 21), the level of stress (questions
1, 6,8, 11, 12, 14, 18), and the stress level (questions 2, 4, 7, 9,
15, 19, 20) of informal caregivers of patients with chronic dis-
eases. The questions were based on the DASS-21 scale of Lov-
ibond and Lovibond'" translated into Greek by Lyrakos et al.'?
Research sample

The research population was defined as informal caregivers of
patients with chronic diseases who died. A sample of 98 informal
caregivers was selected from the entire population using the
method of feasibility sampling. The distribution of the question-
naires to the sample was carried out electronically and through
the Google platform Forms.

Data analysis

The statistical analysis of the primary data collected with the
questionnaire was done using the data processing and analysis
software, SPSS version 26. The analysis of the primary data was
done through the calculation of indicators of descriptive statis-
tics and criteria and methodologies and inductive statistics. The
investigation of the experiences of loss and the mental health of
informal caregivers of patients with chronic diseases was done
through the calculation of descriptive statistics measures such
as the Mean Value and Standard Deviation as all the questions
were of the Likert type. A higher mean value on a question indi-
cates that informal/caregivers recognize the corresponding
characteristic or behavior in them to a greater extent.

In order to highlight differences in demographic characteristics
of informal caregivers and to investigate the correlations be-
tween loss experiences and mental health, inductive statistics
measures and controls were used at the level of statistical sig-
nificance a=0.05. More specifically, (1) Pearson's correlation co-
efficient, (2) the multiple linear regression methodology, (3) the
t-test statistic, and (4) the one-way ANOVA statistic were used.
Ethics

During the conduct of the research, all ethical measures that
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govern a quantitative research were applied. The informal care-
givers who participated in the research were initially informed
about the purpose of the research and the importance of their
participation in the research. In addition, informal caregivers
were informed about the confidentiality of their responses and
the anonymity of their participation, both verbally and with an
appropriate information form. Finally, informal caregivers were
informed of their right to withdraw from the study even after
completing the questionnaire. The Ethical Approval that was ob-
tained by the Ethics Committee of Frederick University has the
no E3328.

RESULTS

A total of 98 informal caregivers of patients with chronic dis-
eases who died participated in the survey, of which, 78 (79.6%)
were women and 20 (20.4%) were men. The demographic and
other data are presented in Table 1.

Regarding education, 35.7% (n=35) were graduates of Primary
Education, 23.5% (n=23) were graduates of Secondary Educa-
tion, and 25.5% (n=25) were graduates of Tertiary Education.
Additionally, 6.1% (n=6) of the sample had received no educa-
tion, 6.1% (n=6) were graduates of private training centers, and
3% (n=3) had a master's or doctoral degree.

In terms of marital status, the results show that 57.1% (n=56) are
married, 21.4% (n=21) are widowed, 11.2% (n=11) divorced, and
10.2% (n=10) unmarried. Furthermore, 57.1% (n=56) of the in-
formal caregivers had a father/mother relationship with the pa-
tient (they were children of the patients), and 29.6% (n=29) were
partners/spouses of the patients. A smaller percentage reported
that they had another relationship (n=13, 13.2%).

Finally, the results show that 38.8% (n=38) of the informal care-
givers cared for a patient with suffering from cancer, 19.4%
(n=19) cared for a patient with suffering from dementia or Alz-
heimer's disease, and 18.4% (n=18) cared for a patient with suf-
fering from a cardiovascular disease.

The average age of the informal caregivers in the research sam-
ple was 62.3 (SD=13.2) years and their average annual individual
income was equal to 12987 (SD=10364.3) euros. Furthermore, it
appears that on average they cared for the patient 4.1 (TA=3.4)

years and on average they cared for him 11.9 (8.6) hours per day.
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Finally, on average 8.3 (SD=7.3) years have passed since the pa-
tient's death.

As the research shows, 12.2% (n=12) of the informal caregivers
reported that they had received psychological support from
specialized staff (e.g. psychiatrist, psychologist) after the loss,
while only 25.5% (n=25) reported that they were ready to expe-
rience the loss.

The findings of the descriptive analysis show that in all questions
the mean value (M) varies between 0.1 and 2.3.

The results of the research on the experiences of loss and their
management by informal caregivers of people with chronic dis-
eases show that the average level of thoughts of informal care-
givers is equal to 1.7 (SD=0.7), the average level of emotional
reaction is equal to 1.6 (SD=0.8), the mean level of guilt/catego-
rization/anger is equal to 0.4 (SD=0.4), and the mean level of
existential loss/emotional needs is equal to 0.7 (SD=0.6).
Pearson's r correlation coefficient showed that "Thoughts" are
positively related to "Emotional Reaction” (r=0.858, p=0.000)
and "Existential Loss/Emotional Needs" (r=0.461, p=0.000). Sim-
ilarly, "Existential Loss/Emotional Needs" is positively related to
"Emotional Reaction" (r=0.586, p=0.000) and "Guilt/Blame/An-
ger" (r=0.384, p=0.000).

Relationship between the mental health of informal caregiv-
ers of people with chronic diseases and their experiences of
loss.

The results of the analysis concerning the mental health of in-
formal caregivers of people with chronic diseases and the eval-
uation of the relationship between their experiences of loss and
mental health, as derived from the levels of anxiety, stress, and
depression experienced by informal caregivers, are presented in
Table 3. The analysis was conducted using the 21 questions of
the DASS-21 scale. The findings of the descriptive analysis show
that, in all questions, the mean value (M) varies between 0.2 and
1.1. These results indicate that informal caregivers rarely experi-
enced the 21 reported symptoms during the period after the
loss of the chronically ill patient.

The results of the research on the level of mental health of in-
formal caregivers of people with chronic diseases show that the

average depression level of informal caregivers is equal to 4.1
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(SD=3.6), the average stress level of informal caregivers is equal
to 5.0 (SD =4.0), and the average anxiety level of informal care-
givers is equal to 3.6 (SD=3.7). Based on the fact that all three
dimensions of mental health can take values between 0 and 21,
the average values show that informal caregivers of people with
chronic diseases have a low level of anxiety, stress, and depres-

sion.

Regarding the results about the correlation between the dimen-
sions of the mental health of informal caregivers of people with
chronic diseases, the Pearson r correlation coefficient showed
that the level of depression in the informal caregivers of people
with chronic diseases is positively related to the level of stress (r
= 0.750, p = 0.000) and with to the level of anxiety (r = 0.794, p
= 0.000). In addition, the level of stress in informal caregivers of
people with chronic diseases is positively related to the level of

depression (r = 0.726, p = 0.000).

The results regarding the correlation between the dimensions of
mental health of informal caregivers of people with chronic dis-
eases and the dimensions of loss experiences showed that the
Pearsonr correlation coefficient showed that the level of depres-
sion in informal caregivers of people with chronic diseases is
positively related to the dimensions "Thoughts" (r = 0.419, p =
0.000), "Emotional reaction" (r = 0490, p = 0.000),
"Guilt/Blame/Anger" (r = 0.278, p = 0.000), and "Existential
Loss/Emotional Needs" (r = 0.682, p = 0.000). Similarly, Pear-
son's correlation coefficient r showed that the level of stress in
informal caregivers of people with chronic diseases is positively
related to the dimensions "Thoughts" (r = 0.257, p = 0.011),
"Emotional reaction” (r = 0.260, p = 0.010), "Guilt/Blame/Anger"
(r = 0.392, p = 0.000), and "Existential Loss/Emotional Needs" (r
= 0.533, p = 0.000). Finally, Pearson's r correlation coefficient
showed that the stress level in informal caregivers of people with
chronic diseases is positively related to the dimensions
"Thoughts" (r = 0.491, p = 0.000), "Emotional reaction" (r =
0.479, p = 0.000), "Guilt/Blame/Anger" (r = 0.283, p = 0.005), and

"Existential Loss/Emotional Needs" (r = 0.623, p = 0.000).

The analysis of the multiple linear regression with the dependent
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variable being the level of depression of informal caregivers of
people with chronic diseases and the independent variables be-
ing the dimensions that evaluate the experiences of loss showed
that of the four dimensions that evaluate the experiences of loss,
only one is significant in predicting the depression of the infor-
mal caregivers. The dimension that is significant is "Existential
Loss/Emotional Needs" (b = 4313, t = 9.130, p = 0.000). This
dimension explains 45.9% of the variability in depression expe-
rienced by informal caregivers (Adjusted R2 = 0.465, F (1, 96) =
83.

Variation in Bereavement Experiences and Mental Health of In-
formal Caregivers of Persons with Chronic Ilinesses by Demo-
graphic Characteristics

The results of the research showed that women had a statisti-
cally significant higher level of depression (t = -1.997, p = 0.049),
stress (t = -2.855, p = 0.005), and anxiety (t = -2.023, p = 0.0046)
compared to male informal caregivers. Furthermore, women had
a statistically significant higher level of thoughts about deceased
patients (t = -3.393, p = 0.000), a higher level of emotional re-
sponse to loss (t = -3.911, p = 0.000), and a higher level of exis-
tential loss/emotional needs (t = -2.734, p = 0.000) compared to
male informal caregivers.

Informal caregivers with no education had a statistically signifi-
cant higher level of stress compared to graduates of Primary,
Secondary/private training centers, and Tertiary education (F =
5.450, p = 0.002). In addition, informal caregivers with no edu-
cation had a statistically significant higher level of guilt and an-
ger compared to graduates of Primary, Secondary/private train-
ing centers, and Tertiary education (F = 3.216, p = 0.026).
Informal caregivers who were spouses/partners of patients had
a significantly higher level of depression (F = 5.541, p = 0.0005),
stress (F = 6.916, p = 0.0002), and anxiety (F = 4.168, p = 0.018)
compared to informal caregivers who had a father/mother rela-
tionship or other relationship. In addition, informal caregivers
who had a husband/partner relationship or a father/mother re-
lationship with the patients had a statistically significant higher
level of emotional reaction to the loss (F = 4.101, p = 0.020), a
higher level of existential loss/emotional needs (F = 6.020, p =
0.003), and a higher level of guilt and anger (F = 3.183, p = 0.046)

compared to informal caregivers who had another relationship
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with the patients.

The chronic illness experienced by the patients did not signifi-
cantly affect either the experiences of loss or the mental health
of the informal caregivers as in all comparisons an observed
level of significance above a=0.05 was obtained.

The marital status of informal caregivers did not significantly af-
fect either their loss experiences or their mental health as in all
comparisons an observed level of significance above a=0.05 was
obtained.

Informal caregivers who had received psychological support had
a statistically significantly higher level of depression (t = 4.286,
p = 0.000) and anxiety (t = 2.891, p = 0.014) compared to those
who had not received psychological support. In addition, infor-
mal caregivers who had received psychological support had a
statistically significant higher level of thoughts about the de-
ceased patients (t = 2.515, p = 0.014), a higher level of emotional
reaction to the loss (t = 2.418, p = 0.018), and a higher level of
existential loss/emotional needs (t = 3.252, p = 0.002) compared
to those who had not received psychological support.

The results of the research also showed that whether the infor-
mal caregivers of people with chronic diseases were ready for
the loss did not significantly affect either the loss experiences or
their mental health as in all comparisons an observed level of
significance above a=0.05 was obtained.

Finally, the results revealed only two statistically significant cor-
relations, between the years informal caregivers cared for the
patient with anxiety ( r=0.228, p =0.024) and the thoughts they
have about the patient after they died (r =0.206, p = 0.042). The
results show that the more years they cared for the patient, the
greater the anxiety and also the thoughts that the informal care-

givers have about the patient.

DISCUSSION

The findings of this research indicate that informal caregivers
who provide care for patients with chronic diseases often expe-
rience loss with sadness and thinking about the deceased pa-
tient, as well as feelings of loneliness. These findings are con-
sistent with previous research''® that highlights the emotional
impact of caregiving.

Moreover, the study revealed that informal caregivers less often
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react to the loss by developing feelings of guilt, self-blame, and
anger, and less frequently seek fulfillment of their emotional and
existential needs. However, thoughts about the patient, emo-
tional reactions to the loss, feelings of guilt/self-blame/anger,
and existential loss and emotional needs arising after the loss
were associated with an increased level of depression, anxiety,
and stress. These results support the idea that the experience of
loss has a significant impact on the mental health of informal
caregivers.'”%!

Regarding the role of demographic characteristics, the study
showed that women and informal caregivers who were
spouses/partners of patients experienced higher levels of de-
pression, stress, and anxiety after the loss, thought more often
about the patient, had greater emotional responses, and had a
higher level of existential loss/emotional needs. These findings
align with previous research???* and highlight the importance of
considering the caregiver's demographic characteristics when
providing support and interventions.

Interestingly, the results did not confirm that the chronic illness
experienced by the patients significantly affects the experiences
of loss and the mental health of informal caregivers, contrary to
most research that has reported worse levels of mental health
and stronger experiences of loss in informal caregivers of pa-
tients with cancer.’® 2528 Further research is needed to investi-
gate the impact of chronic illnesses on the experiences of loss
and mental health of informal caregivers.

In conclusion, this study provides valuable insights into the ex-
periences of informal caregivers of patients with chronic dis-
eases and the impact of loss on their mental health. The findings
highlight the need for tailored support and interventions for in-
formal caregivers, taking into account their demographic char-
acteristics and specific needs. Future research can build on these
findings to develop and evaluate effective interventions for sup-
porting the mental health and well-being of informal caregivers.
The findings of this research showed that of all informal caregiv-
ers, 12.2% sought psychological support from specialized staff,
while only one in four reported that they were ready to experi-
ence the loss. Informal caregivers primarily experience loss
through thinking about the deceased person (seeing images of

the events surrounding their death, recalling memories of their
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death) and experiencing emotional reactions (their memories
make them cry and make them feel lonely) and find themselves
searching for the deceased person in familiar places. In contrast,
informal caregivers less often react to the loss by developing
feelings of guilt, self-blame, and anger (feeling guilty about
things they said or did after the person's death, feeling that they
contributed to the person's death, and feeling angry with them-
selves). Similarly, informal caregivers less often respond to loss
by seeking fulfillment of their emotional and existential needs
(the need to be emotionally close to someone, fear of being
alone, loss of interest in work). These results confirm the findings
of related research that report that informal caregivers of pa-
tients with chronic diseases often experience loss with sadness,
thinking about the deceased patient, and experiencing feelings

)16, 26-28

of loneliness (emotional reaction , while they often bring

images of the patient to their mind trying to recall memories
they have with him 3233

The results regarding the mental health of informal caregivers
showed that they rarely experienced symptoms of anxiety, de-
pression, and stress. Regarding the connection between the ex-
periences of loss and mental health, the findings of the research
confirmed the existence of significant positive correlations be-
tween how they experience the loss and mental health. In more
detail, the findings confirmed that thoughts about the patient,
emotional reaction to the loss, feelings of guilt/self-blame/an-
ger, and existential loss and emotional needs arising after the
loss are associated with an increased level of depression, anxiety,
and stress.'"1®

Finally, the results regarding the role of demographic character-
istics in loss experiences confirmed that women show a higher
level of depression, stress, and anxiety after the loss, think more
often about the patient, have greater emotional responses, and
have a higher level of existential loss/emotional needs In addi-
tion, the results confirmed that informal caregivers who were
spouses/partners of patients have a significantly higher level of
depression, stress, and anxiety after loss, have greater emotional
reactions, have a higher level of existential loss/emotional
needs, and feel guilt and anger to a greater extent after the

loss.>® On the contrary, the results did not confirm that the

chronic illness experienced by the patients significantly affects
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the experiences of loss and the mental health of informal care-
givers, contrary to most research that has reported worse levels
of mental health and stronger experiences of loss in informal

caregivers of patients with cancer.”

CONCLUSIONS

In conclusion, this research aimed to explore the experiences of
informal caregivers of patients with chronic diseases and their
mental health outcomes. The findings of this study revealed that
informal caregivers primarily experience loss through thinking
about the deceased person and experiencing emotional reac-
tions, such as feelings of sadness and loneliness. However, they
less often react to the loss by developing feelings of guilt, self-
blame, and anger, or by seeking fulfillment of their emotional
and existential needs.

Regarding mental health outcomes, informal caregivers in this
study rarely experienced symptoms of anxiety, depression, and
stress. However, the findings confirmed the existence of signifi-
cant positive correlations between how they experience the loss
and their mental health, with thoughts about the patient, emo-
tional reactions, feelings of guilt/self-blame/anger, and existen-
tial loss and emotional needs arising after the loss being associ-
ated with an increased level of depression, anxiety, and stress.
The study also found that women and spouses/partners of pa-
tients showed higher levels of depression, stress, and anxiety af-
ter the loss, and had greater emotional reactions and higher lev-
els of existential loss/emotional needs. However, the chronic ill-
ness experienced by the patients did not significantly affect the
experiences of loss and mental health of informal caregivers.
To answer the research questions posed at the beginning of this
study, the findings showed that informal caregivers of patients
with chronic diseases primarily experience loss through thinking
about the deceased person and experiencing emotional reac-
tions, and that their mental health outcomes are significantly
correlated with how they experience the loss. Additionally, de-
mographic characteristics such as gender and relationship to the
patient play a role in their experiences of loss and mental health
outcomes.

The results of this study have important implications for
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healthcare professionals and policymakers who work with infor-
mal caregivers of patients with chronic diseases. To support the
mental health of informal caregivers, healthcare professionals
should prioritize addressing the emotional reactions and needs
arising after the loss. Further research should explore potential
interventions to support the mental health of informal caregiv-
ers, with a focus on addressing their experiences of loss and
meeting their emotional and existential needs. The present re-
search is characterized by several limitations, mainly of a meth-
odological nature. The main limitations of the research are (1)
that the sample was selected from a specific geographical area
of Greece using purposive sampling and (2) that the sample is
small in relation to the size of the real population. These two
limitations affect the external validity of the research as the re-
search sample cannot be characterized as representative of the
population under study. Based on these limitations, it would be
good to carry out a larger nationwide survey using a sample that
will result from some probability sampling technique. Such re-
search would result in the emergence of results that can be gen-
eralized to the entire population of informal caregivers of pa-
tients with chronic diseases and give a safer picture of the fac-
tors that influence the loss experiences of informal caregivers as

well as their mental health.

Limitations of the study

Although this study offers insightful information about the ex-
periences of loss and how informal caregivers for people with
chronic illnesses handle them, it must be acknowledged that it
has limitations. First off, the informal caregivers in the study's
sample size may restrict how broadly the results may be applied.
Furthermore, the information was gathered using a quantitative
survey, which might not have fully captured the range of feelings
and experiences that unpaid caregivers encounter. Additionally,
the primary focus of this research was on the association be-
tween caregivers' mental health and their experiences of loss;
other potential influencing factors, such as the particular chronic
illness or cultural factors, were not thoroughly investigated.
Larger, more varied sample sizes and a more thorough exami-
nation of the complex experiences of unpaid caregivers in the

community may be advantageous for future research.
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TABLE 1. Participant demographics

(2024), Volume 10, Issue 2

n %
Sex Man 20 204
Woman 78 79.6
Education level None 6 6.1
Primary 35 357
Secondary 23 23.5
Post-secondary education (PRIVATE TRAIN- 6 6.1
ING CENTERS)
Higher education 25 25.5
Postgraduate 2 2.0
Ph.D 1 1.0
Marital status Single 10 10.2
Married 56 571
Divorced 11 11.2
Widower 21 214
Relationship with the  Spouse/Partner 29 29.6
patient Son daughter 2 2.0
Father mother 56 57.1
Other 11 11.2
Chronic diseases that ~ Cancer (any type) 38 38.8
the patient was deal-  Alzheimer's disease 19 19.4
ing with Cardiovascular disease 18 18.4
Chronic lung disease 4 4.1
Chronic kidney disease 2 2.0
Arterial hypertension 1 1.0
Other 16 16.3
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TABLE 2. Descriptive results for questions assessing bereavement experiences of informal caregiverspeople with chronic diseases

M SD
1. Experience images of the events surrounding the death of "X" 1.7 0.9
2. Thoughts of 'X' enter your mind whether you want it or not 1.8 0.9
3. Thoughts about "X" make you feel distressed 2.1 0.9
4. Did you think of "X" 0.6 0.9
5. Images of "X" make you feel distressed 2.0 1.0
6. You find yourself having memories of "X" 2.2 0.9
7. Thinking of reuniting with 'X'? 2.1 0.9
8. Did you feel you were missing "X" 1.9 1.0
9. Familiar objects (photos, possessions, rooms, etc.) remind you of "X" 2.3 0.9
10. Feel like you're missing "X" 2.1 1.0
11. You find yourself looking for "X" in familiar places 1.6 1.1
12. You feel anguish/pain at the idea that "X" will not return 13 1.1
13. The memories of "X" make you long for him 1.5 0.9
14. Memories of "X" make you feel lonely 14 1.0
15. Memories of "X" make you cry 13 1.1
16. Memories of "X" make you feel sad 1.5 1.1
17. Memories of "X" make you not enjoy the moments 1.1 0.9
18. You thought you contributed to the death of "X" 0.1 0.4
19. You felt guilty about things you said or did after 'X' died 0.3 0.7
20. | thought there were some very real reasons why you felt guilty about 'X's
death 0.2 04
21. You felt guilty about things you said or did before his death 0.4 0.7
22. You felt angry with yourself 0.4 0.7
23. You felt guilty about small, insignificant things 0.5 0.7
24. You felt angry about "X" 0.5 0.9
25. You felt unable to remember the picture of "X" 0.7 1.1
26. You felt the need to be emotionally close to someone 14 0.9
27. You felt emotionally distant from people 0.9 0.8
28. You felt afraid of being alone 1.0 1.0
29. You have experienced a loss of interest in activities that previously inter-
ested you 06 08
30. You felt like you were losing your mind 0.2 04
31. You have lost interest in your work 04 0.7

0=Never, 1=Rarely, 2=Sometimes, 3=Many times/always
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TABLE 3. Descriptive results for questions assessing informal caregivers' stress, depression, and anxietypeople with chronic diseases

M SD
1.1 couldn't calm myself down 0.7 0.7
2. My mouth felt dry 0.5 0.7
3. 1 could not experience any positive emotion 0.7 0.8
4. | had trouble breathing (eg, breathing too fast, holding my breath without phys- 11 11
ical exertion)
5. 1 found it difficult to take the initiative to do some things 0.6 0.7
6. | had a tendency to overreact to the situations | was faced with 0.3 0.6
7. | felt tremors (eg in the hands) 0.2 0.5
8. | often felt nervous 0.8 0.9
9. | worried about situations where | might panic and look foolish to others 0.7 0.6
10. | felt like | had nothing to look forward to 0.8 0.8
11. I found myself feeling annoyed 0.6 0.8
12. It was hard for me to relax 0.9 0.8
13. | felt depressed and disappointed 0.6 0.7
14.1 couldn't stand anything that kept me from going on with what | was doing 0.6 0.7
15. | felt very close to panic 04 0.7
16. Nothing could make me feel excited 0.4 0.8
17. 1 felt like | wasn't worth much as a person 0.6 0.9
18. | felt that | was quite irritable 0.3 0.7
19. 1 could feel my heart beating without physical exertion (palpitations, arrhyth- 0.5 07
mia)
20. | felt scared for no reason 0.8 1.0
21. I felt that life had no meaning 0.5 0.8

0=Did not apply to me at all, 1=Applied to me to a certain extent, or for a short time, 2=Applied to me to a particular extent, or for a long
time, 3=Applied to me very much, or the more times.
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years of caregiving, daily hours of caregiving, and years since patient death

(2024), Volume 10, Issue 2

TABLE 4. Association of bereavement experiences and mental health of chronically ill caregivers with age, annual personal income,

How many hours How many
Annual How many years  per day on average years have
Age personal have you cared for did you care for the  passed since
income the patient? patient during this  the patient's
time period? death?

Depression Pearson r -.086 -.077 .086 .042 -124

p 402 453 399 .686 224

n 98 98 98 97 98
Stress Pearson r -.010 -.076 .095 -.038 -.155

p .921 455 351 709 129

n 98 98 98 97 98
Anxiety Pearson r -.023 -.064 228" 139 -103

p .824 .532 .024 176 311

n 98 98 98 97 98
Thoughts Pearson r =125 .095 .206 " .108 -.182

p .220 352 .042 294 .072

n 98 98 98 97 98
Emotional Pearson r -.095 .094 197 079 -.142
reaction

p 354 357 .051 442 162

n 98 98 98 97 98
Guilt/Blame/Ange Pearson r 189 -.163 -.045 .029 -.019
r

p .062 .109 .658 .780 .853

n 98 98 98 97 98
Existential Pearson r .060 .042 136 .090 -.095
Loss/Emotional
Needs p .555 .684 .181 .383 .350

n 98 98 98 97 98
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