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Purpose: Adolescents in the end stages of life impose a lot of psychological stress
on other family members, which may affect their resilience and quality of life. So,
the aim of the present study was to investigate death anxiety, family adaptability and
cohesion, and resilience in the parents of children and adolescents who were at the
end stages of life.

Methods: This is a cross-sectional study. Two hundred and ten parents were selected
by convenience sampling and completed the questionnaires such as demographics
survey, the death anxiety scale, Connor-Davidson resilience scale, family adaptability,
and cohesion scale. Data were analyzed by descriptive statistics (frequency,
percentage, mean, and standard deviation), independent t-test, ANOVA, and multiple
linear regressions. The significance level was set at p<0.05.

Result: The findings showed that death anxiety in parents of children and adolescents
in the end stages of life has a significant inverse correlation with family adaptability
and cohesion (p<0.001, r=—0.92) and resilience (p<0.001, r=—0.90). The variables of
family adaptability and cohesion, resilience, number of children, the children’s illness
duration, and marital status can predict 61.34% of the death anxiety variance in these
parents.

Conclusion: The parents of children and adolescents in end stages of life reported
high death anxiety and moderate family adaptability and cohesion, but low
resilience. Accordingly, pediatric nurses and healthcare policymakers should develop
comprehensive support plans for these parents to facilitate their adaptation and
increase their family adaptability and cohesion.

death anxiety, family adaptability, cohesion, resilience, parents, children, end stage

1. Introduction

As a very sensitive period of one’s life, adolescence is characterized by various physical,
psychological, and social changes. During this period, adolescents go through a variety of cognitive,
neurobiological, and social crises (Mohammadi et al., 2016). However, the emergence of a disease
especially, chronic diseases can make it increasingly difficult for adolescents to pass through this
developmental stage (Holakouie-Naieni et al., 2016) and adversely affects their natural development
and quality of life of these teenagers and their families (Langton and Berger, 2011). A review of
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literature shows that the occurrence and prevalence of chronic diseases
among adolescents is increasing in many developing countries, so that
one-third of children and adolescents suffer from one or more chronic
diseases (Pinquart, 2020). Also, it was predicted that, in 2020, chronic
diseases would be the main cause of death in this age group (Reif et al,
2022). Among these, the most common chronic diseases during
adolescence are respiratory, cardiovascular, kidney, language-speech-
auditory disorders, cancer, and diabetes (Lerch and Thrane, 2019). On
the other hand, chronic heart, respiratory, kidney, and cancer diseases
are the most important chronic diseases of teenagers, which cause
teenagers and their families to endure years of pain and suffering, and
eventually cause the death of teenagers in many cases (Wijlaars
et al., 2016).

Even though advances in medical sciences and technology have
increased the survival rate of adolescents with chronic diseases. So that the
most important causes of death of teenagers in Iran are head trauma, heart
disease, poisoning, suffocation, and accidents. But chronic diseases
especially cancer, cardiovascular diseases, neuromuscular diseases still
account for many deaths among adolescents (Holakouie-Naieni et al,
2016). Death is a terrifying prospect for adolescents and parents: the
thought of death exposes them to many fears, including fear of the
hereafter, leaving their adolescents and parents, and being left alone (Reif
et al., 2022). To confront their fears and concerns with regard to death,
adolescents and parents ask their parents and care providers for
information or even rely on fantasy. Thus, there is an urgent need for
immediate interventions on the part of care providers to address death
among adolescents, e.g., efforts to prepare adolescents and their parents for
death, raising their awareness of peaceful death, reducing their death
anxiety, and promoting cohesion in these families (Lerch and Thrane,
2019; Reif et al., 2022).

The parents of children in the end stages of life experience extreme
fear and anxiety about the impending death of their offspring. As a
multi-dimensional concept, death anxiety is defined as fear of one’s
own death or the death of a loved one (Wijlaars et al, 2016).
Anticipation of the death of their children is a painful experience for
parents and leads to depression, fear, and chaos in the family, with an
adverse effect on the parents’ patience and resilience (Ahmadi Farsani
et al., 2020). Resilience is a key variable which has a great impact on
the mental health of children who are faced with death anxiety and
cohesion in their families (Phillips et al., 2020). Although there are
contradictory views on concept of resilience, resilience is more defined
as an individual’s ability to maintain his/her bio-psychological balance
in dangerous situations (Phillips et al., 2020); it is the ability to return
to a balanced state or a higher state which results in successful coping
(Javalkar et al., 2017). Resilience is a personality trait which enables an
individual to live through hard times and stay strong in the face of
difficulties (Javalkar et al., 2017; Phillips et al., 2020). Thus, resilience
can help reduce stress and feelings of incompetence during hard times,
which improves life satisfaction and mental health (Cafferkya et al.,
2018). Research shows that, in stressful situations, individuals with
greater resilience enjoy better mental health than individuals with
lower levels of resilience (Garcia-Dia et al., 2013; Scoloveno, 2016).
Thus, the ultimate goal of healthcare for adolescent patients and their
parents should be to improve their adaptation, resilience, and quality
of life (Windle, 2011). In recent years, several studies have addressed
adaptation, resilience, and quality of life in the parents of children with
chronic diseases or after the death of their children and adolescents
(Wikman et al., 2018; Koca et al., 2019; Cao et al., 2020; Dadfar et al.,

2021), especially children with cancer (Toledano-Toledano et al., 2019;
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Vegsund et al, 2019). But, researchers do not find studies that
investigate the relationship between death anxiety and resilience and
family cohesion in the parents of children and adolescents who are at
the end of life. Accordingly, the present study was conducted to
investigate the relationship between death anxiety and resilience and
family cohesion in the parents of children and adolescents who are at
the end of life. The hypotheses of this study included the following;
“parents who have more death anxiety have less resilience” and
“parents who have more death anxiety have less family cohesion.”

2. Materials and methods
2.1. Study design and setting

The present study is a cross-sectional work of research conducted from
March to May 2022. This research was reported based on the strengthening
the reporting of observational studies in epidemiology (STROBE)
statement, that is guidelines for reporting observational studies.

2.2. Participants and sampling

In this study, the sample size has been estimated based on the study
of Ahmadi Farsani et al. (2020) with #=80% and a=0.05 and taking into
account the 20% drop about 250 samples. So, the participants were 250
parents who had children and adolescents in the end stages of life base
on medical record in one of the five university hospitals in the south and
west of Iran that selected by convenience sampling. The inclusion
criteria were being willing to participate in the study and having a child
in the end-of-life stage based on medical record. The participants who
failed to respond to more than half of the items on the questionnaires or
did not return the questionnaires were excluded. The participants were
asked to complete a demographics survey, a death anxiety questionnaire,
a family cohesion questionnaire, and a resilience questionnaire. All the
questionnaires were to be completed online. So, researchers approached
250 parents of these children but, 40 parents did not complete the
questionnaires due to the lack of suitable psychological conditions,
excessive fatigue, or the death of their child. Thus the final sample
consisted of 210 of the participants completed and returned the
questionnaires via email or a social network (a response rate of 0.84).

2.3. Measurements

2.3.1. The demographics survey

The survey addressed the respondents’ age, gender, marital status,
their children’s disease type, their childrens illness duration, number of
children, financial status, and education.

2.3.2. The death anxiety scale

This scale was designed by Templer in 1970 that consists of 15 true/
false items (Tomds-Sabado and Gdmez-Benito, 2002). In nine items,
“true” earns a score of 1, while in six items, “false” earns a score of 1. The
score range is between 1 and 15, with higher scores indicating greater
death anxiety. A respondent’s score can be classified into one of the three
categories of mild anxiety (0-6), moderate anxiety (Wijlaars et al., 2016;
Ahmadi Farsani et al., 2020; Phillips et al., 2020), and severe anxiety
(Windle, 2011; Garcia-Dia et al., 2013; Scoloveno, 2016; Javalkar et al.,

frontiersin.org


https://doi.org/10.3389/fpsyg.2023.1057003
https://www.frontiersin.org/journals/psychology
https://www.frontiersin.org

Mohammadi et al.

2017; Cafferkya et al., 2018; Wikman et al., 2018). Sharif Nia et al. (2016)
reported this scale has good content and construct validity. Also,
Cronbach’s alpha of 0.88 shows that it is a reliable instrument (Sharif Nia
etal., 2016).

2.3.3. Connor-Davidson resilience scale

This scale developed by Connor and Davidson (2003), this scale
measures an individual’s ability to cope with stressful and threatening
situations. The scale consists of 25 items in five domains: personal
competence and tenacity (eight items), tolerance of negative affect and
strengthening effects of stress (seven items), positive acceptance of
change (five items), self-control (three items), and spiritual influences
(two items). The items are scored on a 5-point Likert scale: not true at
all (0) to almost always true (Pinquart, 2020). The score range is between
0 and 100, with higher scores indicating greater resilience (Connor and
Davidson, 2003). Fayand et al. (2019) reported the face and content
validity and reliability of the scale to be satisfactory. Reliability of the
Cronbach’s alpha of the scale was 0.82 (Fayand et al., 2019).

2.3.4. Family adaptability and cohesion scale

The Family Adaptability and Cohesion Scale was developed by Olson
(2011). This scale is a self-assessment tool which measures family
performance in two areas: family adaptability and family cohesion. Family
cohesion refers to the degree of emotional closeness between the members
of a family. Adaptability is defined as stability in the structure and
performance of a family when conditions in the family are changing. The
scale consists of 20 items: 10 items concern family cohesion and 10 items
concern family adaptability. The items are scored on a 5-point Likert scale,
ranging from never (Mohammadi et al., 2016) to always (Reif et al., 2022).
The face and content validity of the scale has been tested and verified. The
reliability of the scale has been found to equal a Cronbachs alpha of 0.89
(Cong et al,, 2022). In this study, the face, content validity and reliability
of this scale were evaluated. Reliability of the Cronbach’s alpha of the scale
was 0.89.

2.4. Ethical considerations

All participants signed the informed consent to participate in the
study. The present study was conducted in accordance with the
principles of the revised Declaration of Helsinki, a statement of ethical
principles which directs the physicians and other participants in medical
research involving human subjects. The participants were assured of
their anonymity and confidentiality of their information Moreover, the
study was approved by the local Ethics Committee of Fasa University of
Medical Sciences (Ethical code: IR FUMS.REC 1401.029).

2.5. Statistical methods

The collected data were analyzed using descriptive statistics
(frequency, percentage, mean, and standard deviation) in SPSS v. 22.
The researchers used the Chi-square test and independent t-test to
study the relationship between death anxiety and resilience, family
cohesion, and demographic variables in the parents of children and
adolescents in the end-of-life stage. Level of significance was set at
p <0.05. Next, the variables of demographics, resilience, and family
cohesion which were found to correlate with death anxiety (p <0.25)
were entered into multivariate linear regression with the backward
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technique (Mohammadi et al, 2021). Before multivariate linear
regression, the researchers tested the assumptions of normality of data,
homogeneity of variance, and independence of residuals.

3. Results
3.1. Demographic information

Out of the 210 parents who participated in the study, 110 (52.39%)
were mothers The participants were aged between 27 and 58 years, with
the mean being 38.76 +3.57 years, and the majority of them were
married 198 (94.28). The majority of the children in the present study
had cancer 47 (35.24%), Also, about 79 (37.62) of them had been sick
for about 12-14years. Almost half of the participants (46%) of the
parents of your study had passed 4-7 years since the diagnosis of their
child’s disease. One hundred and twenty-one (57.6%) of the children
were boys and 89 (42.39%) were girls. The mean age of the children was
12.84 +1.39 years.

The results showed that there was a statistically significant
relationship between the parents’ death anxiety for their children and
their marital status, number of children, and illness duration of their
children (Table 1).

3.2. Death anxiety, resilience, and family
cohesion in the parents of children and
adolescents in the end stages of life

The death anxiety, resilience, and family cohesion mean scores of
the parents who participated in the present study were 14.13+1.25,
58.99+2.32, and 71.83 £2.44, respectively (Table 2).

3.3. The relationship between death anxiety,
resilience, and family cohesion in the
parents of children and adolescents in the
end stages of life

The findings of the study showed that there was a significant inverse
relationship between death anxiety on the one hand and resilience
(p <0.001, r =—0.92) and family cohesion (p <0.001, r =—0.90) on the
other. In addition, the participants’ resilience mean score was found to
have a significant direct relationship with their family cohesion mean
score (p <0.001, r =0.87; Table 3).

3.4. Predictive factors of death anxiety in the
parents of children and adolescents in the
end stages of life

The variables of resilience, family cohesion, marital status, number
of children, and children’s illness duration which had p <0.25 were
entered into multivariate linear regression with the backward technique.
Demographic variables and resilience, family cohesion have been
included in the regression model according to the fact that they have the
highest correlation with death anxiety. These variables remained in the
model and accounted for 61.34% of the death anxiety variance in the
parents of children and adolescents in the end stages of life (Table 4).
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TABLE 1 The participants’ demographic characteristics and death anxiety.

Demographic Number Death p-
variables (%) anxiety value
Means+SD
Mother’s age (Year) 27-36 74 (35.23) 13.14+1.23 0.901%*
37-46 102 (48.57) 13.43+1.21
47-58 34 (16.20) 13.57+1.28
Mother’s education Illiterate 10 (4.76) 13.28+1.14 0.892%*
Primary 40 (19.04) 13.11+1.21
Diploma 107 (50.96) 12.95+1.05
Bachelor 25 (11.90) 12.41+1.24
Master’s 28 (13.34) 13.13+1.57
degree and
higher
Mother’s job Self- 73 (34.76) 12.78 +1.34 0.881°%*
employed
Employee 40 (19.04) 13.98+1.68
Housewife 97 (46.20) 13.58+1.14
Father’s age (Year) 27-36 58 (27.61) 12.64+1.39 0.892%*
37-46 73 (34.76) 12.08+1.52
47-58 55 (26.19) 12.94+1.13
Father’s education Illiterate 13 (13.34) 11.43+1.21 0.791%*
Primary 45 (21.43) 11.57+1.54
Diploma 104 (49.52) 12.58+1.39
Bachelor 35(11.90) 12.31+1.14
Master’s 13 (13.34) 12.05+1.62
degree and
higher
Father’s job Self- 102 (48.57) 12.41+1.24 0.814%*
employed
Employee 73 (34.76) 11.13+1.57
Unemployed 35(11.90) 12.78+1.34
Marital status Married 198 (94.28) 10.98 +1.68 0.017%*
Divorce 12 (5.72) 14.58+1.14
Number of children | 1 87 (41.42) 14.64+1.39 0.018%*
2 104 (49.53) 11.08+1.52
3 and more 19 (9.05) 10.04+1.13
Sex of children Boy 121 (57.61) 12.43+1.21 0.832%
Girl 89 (42.39) 12.57+1.54
Children’s age 3-6 58 (27.62) 13.58+1.39 0.858%*
7-11 73 (34.76) 13.31+1.14
12-14 79 (37.62) 12.95+1.62
Duration of the 1-3 73 (34.76) 10.58 +1.59 0.021%*
childs disease 47 97 (46.20) 1131+1.74
(Year) 8 and more 40 (19.04) 14.95+1.24
Kind of disease Thalassemia 22(10.48) 13.98+1.53 0.841%*
Cancer 74 (35.24) 13.58 +1.27
Heart disease 42 (20.0) 13.44+1.21
Trauma 72 (34.28) 13.72+1.48

*Independent t-test. ** ANOVA test.
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TABLE 2 The means and standard deviations of the participants’ death
anxiety, family adaptability cohesion, and resilience.

Variable Dimensions Mean+SD Mean+SD
(Each (Total)
dimension)
Death anxiety Without dimension 14.13 + 1.25 14.13 +1.25
Family Cohesion 74284231 71.83+2.44
adaptability Adaptability 69.39+2.58
cohesion
Resilience Individual 56.65+2.23 58.99+2.32
competence
Tolerating the 62.87+1.94
negative effects and
stress
Acceptance of 51.54+2.05
change
Self-control 61.77£2.74
Spiritual effects 62.15+2.64

Mean + SD, Mean + Standard Deviation.

TABLE 3 Relationship between death anxiety, family adaptability cohesion,
and resilience in parents.

Death Resilience r=—0.92 p <0.001

anxiety

Death anxiety Family adaptability r=-0.90 p<0.001
cohesion

Resilience Family Adaptability r=0.87 p<0.001
Cohesion

1, Pearson test.

4. Discussion

In the present study, the parents of children and adolescents in the
end stages of life were found to have high levels of death anxiety, low
levels of resilience, and moderate levels of family adaptability and
cohesion. There was a significant inverse correlation between death
anxiety, on the one hand, and resilience and family cohesion, on the
other hand, but there was a significant direct correlation between
resilience and family cohesion. Although several studies have addressed
work stress, knowledge, and awareness in the caregivers of adult patients
in end-of-life stages (IChalvati et al,, 2021; Rababa et al., 2021; Upenieks,
2021), only a few studies have explored death anxiety, resilience, and
family cohesion in the parents of children and adolescents with chronic
illness or after the death of their children and adolescents (Wikman
et al., 2018; Koca et al., 2019; Cao et al., 2020; Dadfar et al., 2021).
Therefore, the researchers had to use articles on death anxiety, resilience,
and family adaptability and cohesion in other groups of patients and
their caregivers or the mothers of disabled children in the end stages
of life.

The death anxiety mean score of the parents of children and
adolescents in the end-of-life stage was 14.13 +1.25, which indicates
considerable death anxiety in the parents as the main caregivers of these
patients. As a significant factor in caring for children and adolescents in
the end stages of life, death anxiety was found to be influenced by
parents’ number of children, marital status, and illness duration of their
children. On a similar note, other studies reported that the caregivers,
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TABLE 4 The predictor variables of death anxiety in parents of children and adolescents in the end stages of life.

Factors Non-standard coefficients Standard
coefficients
Standard p
deviation
Resilience 1.68 2.78 2.31 2.07 0.001
Family adaptability cohesion 1.64 2.57 1.86 2.11 0.001
Marital status Married Ref - - - -
Divorce 127 1.43 1.23 1.05 0.017
Number of children 1 Ref - - - -
2 1.29 123 1.58 1.08 0.018
3 and more 1.41 1.74 127 1.14 0.020
Duration of the 1-3 Ref - - - -
child’s disease 47 1.18 212 1.75 121 0.023
8 and more 127 2.42 1.23 1.76 0.021

Adjusted R*: 61.34%.

especially the parents, of end stages of life children experience high
levels of death anxiety (Wikman et al., 2018; Koca et al., 2019; Dadfar
etal, 2021). According to Wikman et al. (2018), the parents, especially
the mothers, who lost a child to cancer experienced high levels of death
anxiety and depression for 5years after the death of their child. The
parents’ age, gender, emotional health, resilience, and depression had an
impact on their death anxiety. This finding is consistent with the results
of the present study; however, the parents in the present study
experienced much greater degrees of death anxiety than the parents in
Wikman’s study. This discrepancy can be attributed to the fact that
Wikman measured parents’ anxiety about the death of their children
over a 5-year period; evidently, time can alleviate bereaved parents’
anxiety and psych-emotional tension (Wikman et al., 2018). As with the
present study, a study by Koca et al. (2019) showed that the mothers of
children with progressive disorders in bad health conditions experience
considerable death anxiety. Also, the results showed that the mothers’
number of children, marital status, and financial status had an impact
on their death anxiety. The death anxiety mean score of the mothers in
Koca’s study was lower than in the present study; the discrepancy can
be attributed to differences between the study populations and their
living conditions. It is evident that the parents of children in end-of-life
stages experience greater death anxiety than the parents of children with
progressive disorders (Koca et al., 2019). Dadfar et al. reported that
patients in end-of-life stages are exposed to high levels of death anxiety,
with elderly patients experiencing greater anxiety. Since an individual’s
exposure to death anxiety is influenced by his/her personal beliefs,
culture, and religion, there is a need for more research in this area in
various cultures (Dadfar et al,, 2021).

In the present study, the resilience mean score of the parents was
found to be a low 58.99+2.32. The results also showed a significant
inverse relationship between the death anxiety and resilience of the
parents of children and adolescents in the end-of-life stage. Similarly,
Cao etal. (2020) reported that bereaved mothers have great anxiety and
low resilience and that there is an inverse relationship between these
parents’ resilience and the anxiety caused by the death of their children:
those with less resilience experience greater anxiety (Cao et al., 2020).
According to Toledano-Toledano et al. (2019), the parents of children
with cancer experience considerable anxiety about their children’s
incurable illness and imminent death, which adversely affects their
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resilience. There is an inverse relationship between these parents’
resilience and death anxiety. Toledano’s study investigated anxiety and
resilience in the parents of children with cancer. Even though those
children were not in good physical conditions, they were not in the
end-of-life stage. Accordingly, despite the fact that their parents felt great
anxiety and had low resilience, they felt less anxiety and had more
resilience than the parents in the present study (Toledano-Toledano
etal., 2019).

The family cohesion mean score of the parents in the present
study was found to be 71.83 £2.44 and had an inverse relationship
with their death anxiety, but a direct relationship with their resilience.
On a similar note, a study by Vegsund et al. (2019) showed that the
death of children with cancer led to diminished resilience and
cohesion in their families and that there was a direct relationship
between the parents’ resilience and family cohesion after the children’s
death. The family cohesion mean score of the parents in Vegsund’s
study was lower than in the present study, which may be due to the
fact that the former study measured family cohesion 2-8 years after
the children’s death in a cultural context different from the dominant
culture in Iran. Cultures, beliefs, and religious attitudes influence
parents’ resilience and family cohesion (Vegsund et al., 2019).
Likewise, Parl et al. (2018) found that, after their children’s death,
parents experience great anxiety, low resilience, and moderate family
cohesion. They also found a direct relationship between resilience and
family cohesion and an inverse relationship between family cohesion
and death anxiety in the parents. This study was conducted in a
cultural context different from the Iranian culture, which underscores
the impact of the death of children on their parents and family
cohesion, stressing the need for emotional support for the parents of
children in the end-of-life stage (Park et al., 2018).

In finally, the findings of the present study show that the parents
of end stages of life children experience severe death anxiety in the
course of their children’s illness, especially in the last few months
leading to their children’s death, with adverse effects on their resilience
and family cohesion. Therefore, nurses caring for adolescents in the
final stages of life should be aware of the psychological and physical
needs of the parents of these adolescents and take action by examining
the level of anxiety in order to improve their resilience and improve
family cohesion.
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5. Limitations

One of the limitations of the present study was the small sample size,
so, it is suggested that future research measure death anxiety, resilience,
and family cohesion in the parents of children and adolescents in end of
life with a larger sample size in various societies to achieve a more accurate
evaluation of death anxiety in this population. Another limitation of this
study was the lack of access to the participant face-to-face and online
distribution of questionnaires. Therefore, it is suggested that in future
studies, in order to obtain more comprehensive information,
questionnaires should be completed face-to-face and other methods of
data collection should be used, including observation and focus groups.

6. Conclusion

The parents in the present study were suffering from great anxiety
about the imminent death of their end stages of life children. The
variables of resilience, family cohesion, number of children, illness
duration of their children, and marital status were found to have an
impact on the parents’ death anxiety: they predicted 61.34% of their
death anxiety variance. So, healthcare policymakers and administrators
can use these findings to develop more effective plans toward supporting
these parents and improving their quality of life.

Data availability statement

The original contributions presented in the study are included in the
article/supplementary material, further inquiries can be directed to the
corresponding author.
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