An Exploration of the Concepts of Loss and Grief as Stress Responses in Middle Eastern Parents
of Children with Cancer

1. Introduction

Caring for a child with cancer has been found to have profound and sometimes long-lasting negative
effects on parents (Boman, Lindahl, & Bjork, 2003; Lindahl Norberg & Boman, 2008; Masa'Deh,
Collier, Hall, & Alhalaiqa, 2013). Research predominantly carried out in Europe and North America
illustrates that parents of children with cancer diagnoses must deal with a complex set of physical,
emotional and psychological challenges alongside practical and financial issues (Gravestock,
McDowell, & Vale, 2011; Long & Marsland, 2011; Rodriguez, et al., 2012; Warner, et al., 2011).
Subsequent work has discovered that these issues are also found within the experiences of families of
children with cancer in Jordan (Ekhlas Al-Gamal & Long, 2010; Masa'Deh, et al., 2013; Saifan,
Masa’Deh, Hall, & Collier, 2014). Nonetheless, the means to manage or cope with stress is highly
dependent upon the context in which it occurs and is perceived. Lazarus and Folkman (1984) suggest
that ‘stress’ may result from an imbalance between an individual ‘stressor’ and the resources to buffer
it. This is further recognised as being both ‘externally’ focussed (responding to extrinsic events) and
internally focused, whereby coping includes the need to respond effectively to an ‘emotional’ response.
The way in which individuals conceptualise their stress and use resources to manage this is thus deeply
contextually situated and may be different across cultures.

While a substantial body of literature exists on parental responses to living with a child with cancer in
Western contexts, there has been less research on these phenomena in Arab-Islamic cultures. There is
limited evidence about whether the experiences of those parenting a seriously ill child in the Middle-
East and North Africa (MENA) can be considered using theoretical ‘coping’ constructs identified in
research with Western parents. This is important when considering the outcome of ‘stress’ on families
in MENA and for nurses who must maximise the potential for families to establish effective means for
adapting and coping with ‘stressors’.

This paper builds upon previous work undertaken by the authors to explore stress-related perceptions
of parents with children with cancer in Jordan. In this paper, the exploration of data compares well
established and critically appraised conceptual models to illuminate and explore their relevance to
Arab-Islamic life in light of the findings of one mixed methods study. Chosen models include Folkman
and Lazarus (1984) as the underpinning theoretical framework relating to stress and stress
management, and in light of the findings of the study of parents of children with cancer in Jordan, adds
in further insights emanating from a review of the older grief and loss model by Kubler-Ross (1969).

2. Background

As part of a larger mixed-methods study exploring the psychological wellbeing of parents of Jordanian
children with cancer, we explored stressors experienced by parents. This exploration was situated
originally within the model of stress and coping devised by Folkman and Lazarus (1984), which is a
robust model that meets the original aims of the work (to understand stress among parents of children
with cancer). The model’s focus upon internal and external elements enables exploration of both
objective and subjective data. The model is universally critiqued and applied and also includes previous
translation and application within a Jordanian context.

The study used a large quantitative survey using the Arabic version of the Perceived Stress Scale
(PSS10) to assess parental perceived stress. This allowed parents to opt into a smaller qualitative
interview study which employed a descriptive exploratory approach to gain more in-depth information
to explain the perceived stress levels reported in the quantitative survey. Parts of the study were more
fully reported (Masa'Deh, et al., 2013; Saifan, et al., 2014). A review of themes which emerged from
the qualitative study led the researchers to re-evaluate the fit of the underpinning conceptual model
used solely to explain the perceptions of parents of children with cancer in Jordan. In addition to
Lazarus and Folkman (1984), it was found that other models which focussed upon concepts of loss and
grief was helpful in illuminating new future directions.

During the interviews, parental responses included considerable elements of emotional content. The
emotional content of the narratives of these Arab-Islamic parents particularly appeared to focus upon
concepts of grief and loss. This paper sets out to explore these narratives in the context of established
Western contexts and make suggestions about the applications of such theories and their predictive
outcomes for Middle Eastern care giving. Our research team’s observation of expressed grief following
an established theoretical construct is potentially important, as there has been limited research among
parents of children with life-threatening illness in Jordan or other countries throughout MENA.

3. Review of Literature



A literature search revealed only four papers within a series of studies addressing anticipatory grief
among parents of Jordanian children with either cerebral palsy or cancer: (Al- Gamal & T., 2013; E.
Al-Gamal, 2013; Ekhlas Al-Gamal, Long, & Livesley, 2009; Al-Gamal & Long, 2010). Al-Gamal’s
papers developed, tested and then used modified versions of the Marwit and Meuser Caregiver
Inventory to assess parental levels of anticipatory grieving. Meuser & Marwit (2001) originally
introduced their model of grief specifically for those caring for someone with Alzheimer’s disease and
developed their anticipatory grief measure which was made up of three subscales: personal sacrifice
and burden; heartfelt sadness and longing; and worry and felt isolation. Al-Gamal and Livesley (2009)
compared the grief of 70 Jordanian parents (57 mothers and 13 fathers) of a child newly diagnosed with
cancer (i.e. less than two months) with 70 parents (42 mothers and 28 fathers) whose child was
diagnosed 6-12 months earlier. The study found that 98% of those parenting newly diagnosed children
agreed that they wished that they were dreaming. Approximately 70% of them agreed that they did not
accept the cancer diagnosis. The majority reported anger, isolation and sadness. However, there was an
effect with time, and those who were parenting a child diagnosed between 6 and 12 months were found
to have less intensity of grief. The theoretical constructs of the instrument used by the Al-Gamal
studies differed from those of Kubler-Ross, but the findings support each other.

The Kubler-Ross model is a robust grief and loss model that describes the grieving process in five
stages or responses (Davies, 2004). The stages are applied to people suffering from a major loss such as
the death of a loved one, divorce, the onset of a disease or chronic illness (loss of health), and includes
loss of expectations, as well as many tragedies and disasters (e.g. parenting a child with cancer). The
five stages are recognised as denial, anger, bargaining, depression and finally acceptance. Kubler-Ross
believed that these steps may not necessarily come in the above order and that there is a possibility that
affected individuals may not experience all five stages. A review of 34 studies conducted by Smith et
al. (2013) focused on parental experiences when having a child diagnosed with a long-term medical
condition found that parents experienced several emotions such as shock, disbelief and anxiety of
having a child diagnosed with a chronic illness. These grief reactions often disappeared if parents
accepted the reality otherwise parents may refuse to believe their child’s situation. Therefore, parents
expressed various emotional reactions such as anger, blame and/or guilt (Smith, et al., 2013). The grief
and loss paradigm assumed that parents undergo (i.e. go through the experiences of) the predictable
stages of grief and ultimately reach the last stage of acceptance; however, a failure to do so would
manifest a serious dysfunction, with profound health consequences. Thus, professional psychological
involvement with the family, such as a grief counsellor, is recommended to assist parents to work
through their grief (Davies, 2004).

We could find no qualitative papers to further deepen understanding of the parental experiences in
Jordan. Many parents in studies carried out in other countries felt shock, disbelief and guilt about their
child’s diagnosis. This pattern is similar to the stages of grief as identified by Kubler-Ross (2009) and
this relationship has been identified as something to be explored with reference to different cultural
contexts (Davies, 2004), such as the experiences of Middle-Eastern parents. Therefore, this study aims
to examine the experience of mothers and fathers of children diagnosed with cancer in Jordan and
explore whether their narratives reflect grieving as understood through the theoretical constructs of
Kubler-Ross.

4. Methodology
4.1. Setting the Context

Participants were recruited as part of a larger mixed-methods study in Jordan (Masa'Deh, et al., 2013).
Those parents in this qualitative part of the research were all recruited from a single hospital, the
biggest cancer specialist centre in Jordan, treating more than 90% of the overall childhood cancer cases
(Jordan National Cancer Registry, 2011).

4.2. Theoretical Framework

The theoretical paradigm underpinning this overall research project was one of pragmatism (Maxcy,
2003). While previous papers reported elsewhere focussed upon quantitative investigation (Masa'Deh,
et al., 2013; Saifan, et al., 2014), this paper reports upon the qualitative aspect which collected data
through semi-structured interviews. The aim of these interviews was to explore grief using in-depth and
illustrative instruments to explore 12 couples’ perceptions of the stressors involved in caring for a child
with cancer in Jordan, with inclusion of their interactions and perceptions of the physical world as well
as the social world, which might include language, culture, human institutions and thoughts. The
narratives of the parents interviewed were analysed using thematic analysis, and initial reading of the
transcripts led to identification of themes which included aspects of the grief and loss model as
developed by Kubler-Ross (1969). The interviews were undertaken with parents individually and their
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responses were compared as couples. This enabled both the individual’s perspective and a further
consideration of the joint nature of the experience of caring for their child.

4.3. Ethical Considerations

This study was a part of a larger study that investigated parental experiences when having a child with
cancer. The study was approved by the research ethics committee at the cancer centre concerned and
permission to proceed with the research was gained.

The researcher informed participants both verbally and in writing about their right to withdraw from
the study at any time without giving a reason, causing no penalty or loss of benefits to them or their ill
children. Data gained from the study was kept in an approved secure place of storage only accessible
by the researchers. The researcher gave the participants full information about the purpose of the data
they contributed and advised them that the data will be destroyed seven years after the completion of
the study.

4.4. Data Collection Procedure

An interview reply slip was attached with the participant information package (invitation letter,
information sheet and the consent form) whereby each participant could respond, demonstrating their
desire to be considered in the study. Before conducting the interview, the researcher secured written
consent for the study, which included consent for using quotes and consent for publishing their quotes.

The researcher contacted couples who volunteered to be interviewed and arranged with them for a
convenient time and place for each of their interviews. The researcher (interviewer) was trained to
conduct this kind of interview using an approved semi-structured schedule. With the permission of the
participants, all interviews were undertaken in a special room prepared for research purposes and were
audio-recorded. The interviews were conducted in Arabic (the official language in Jordan). Each
interview took between 50 to 70 minutes, depending on the participants’ story and their responses.
Only the participant and the researcher were present at the interview time (no participants asked to be
accompanied by someone during the interview, although this opportunity was offered to them).
Additionally, a mother and a father forming a couple did not interact with each other between the
interviews, as the researcher interviewed them immediately after each other. These measures were
undertaken to ensure the independency of each parent’s response.

At the beginning of each interview, the interviewer introduced himself and then started by asking the
participants a general question regarding their experiences of having a child with cancer. All interviews
began with a general question, for example; ‘Could you please tell me about your experience of having
a child with cancer?’” This encouraged participants to talk about their experiences and provided
background information about their present condition. Interviews were guided by an interview
schedule. The researcher showed an interest in their stories and views, and confirmed that what has
been said was completely confidential and their responses would be coded and maintained
anonymously, in a way whereby couples could be linked together.

4.5. Participants and Sampling

Mothers and fathers parenting a child diagnosed with cancer in Jordan were approached. The inclusion
criteria were:

e Parenting a child diagnosed with any type of cancer;
o  Attending for his/her treatment or follow-up in the selected cancer centre; and
e Are able to speak, understand, read and write Arabic language.

The exclusion criteria were:
e Parents of dying children of those with a life expectancy of less than eight weeks.

All couples in the study were married and none were cohabiting, consistent with social norms of
Jordan, where less than 1% of couples cohabit (WorldFamilyMap, 2014). A convenience sample of all
families meeting the larger mixed-methods study criteria who attended the selected cancer centre
during the data collection period (four months) were approached. Of the 305 couples who consented to
take part in the overall study, a total of 42 mothers and 35 fathers agreed to proceed with the interview
stage of the research. However, when arranged in couples, those mothers and fathers created a total of
19 couples. After that, 7 couples withdrew (3 couples did not answer their phones, 2 couples did not
attend at the allocated interview time twice and 2 fathers were out of Jordan). As a result, the study
involved 24 interviews with 12 couples parenting children with cancer in Jordan. The aim of including
couples was to explore any differences between mothers and fathers in a family setting. The following
table presents the profile of the participants.



Table 1. Respondents’ profile

ID | Parents age No. of | Inpatient Time since Child’s sex & Cancer type
(mother/father) | children | or home | diagnosis (months) age (years)

1 38/40 6 Home 9 F (9.17) Leukaemia

2 37/48 5 Home 28 M (14.00) Brain tumour
3 31/32 2 Home 33 M (4.50) Leukaemia

4 45/55 4 Inpatient 13 M (2.00) Leukaemia

5 35/44 4 Inpatient 24 M (9.00) Leukaemia

6 25/28 1 Home 4 M (1.25) Testis

7 41/49 6 Home 9 F (1.25) Eye

8 25/31 1 Home 5 M (0.83) Eye

9 36/37 4 Home 4 M (0.67) Others

10 39/42 4 Home 152 F (13.00) Others

11 45/53 12 Home 44 M (10.50) Leukaemia
12 20/34 2 Home 8 M (2.83) Leukaemia

4.6. Data Analysis Process

Data gained from the interviews was analysed manually by the researcher. Thematic analysis as
identified by Boyatzis (1998) was used to analyse the data. The process of thematic analysis as applied
in this study is briefly explained in the following steps:

e Transcription: transcription was done by the researcher immediately after the end of the
interview. The researcher did not return the transcript to the interviewees to check because it
was not feasible at the time.

e Double coding: this step was carried out by the researcher and another coder independently.
They discussed differences in the codes and coding structure until agreement was reached.

e Translation: translation and back-translation by two bilingual health professionals whose
native language is Arabic was undertaken. The researcher sat with the two professional
linguists and discussed the translation until agreement on any ambiguous or problematic terms
was reached.

e Data display: the researcher clarified themes in relation to the coded extracts, refined the
specifics of each theme and gave clear definitions and names for each theme. Related quotes
were presented under each theme.

The themes related to the stressors of caring for a child with cancer (i.e. treatment; new roles and
responsibilities; isolation and self neglect; siblings and general family issues; financial issues) have
been reported previously (Saifan, et al., 2014). Emotional responses to the situation were found within
the narrative and broadly fit with the five stages of the Kubler-Ross theory of grief, and (as she noted)
the stages were not always linear.

5. Findings and interpretations
5.1 Denial

The time of diagnosis was found to be very stressful for all interviewed mothers and fathers, and
mothers were particularly forthcoming about this. Some parents responded to the event with extreme
emotional intensity, whereas others had less severe emotional responses. Shock was the first emotion
reported by the participants when the diagnosis was confirmed. Mothers and fathers admitted that they
were shocked at the time of diagnosis, and some mothers lost consciousness upon hearing the cancer
diagnosis, whereas others ran, shouted and cried. The next two quotes demonstrate how a mother and a
father described this period of time:

... When we heard the news we both got shocked. My husband cried and I cried so much
(my husband had more control on himself compared to me). I felt that the child would
die. I immediately linked cancer to death. I did not know that there is a room for
recovery and I have not heard before that there are people who were cured from cancer.
(Mother3)

... The diagnosis was a shock for both of us. My wife cried and could not take it. It is very
hard to hear such bad news. I cannot explain of how I felt at that time. It was a disaster.
He is the first child for us and he is an angel. (Fathero)




Other participants described the time of receiving the diagnosis like a dream from which they wanted
to escape but they could not. They felt overwhelming despair, denied the diagnosis and feared their
child’s death. For instance, one mother said:

... All of this was like a dream...I did not believe it in the beginning...I did not want my son
to go to the cancer hospital, but he had another spike of temperature so we went there
and entered the hospital. This made me aware that it is not a dream, rather it is a
horrible fact. (Mother3)

These findings are similar to those of Yeh (2003) who found that Taiwanese parents sometimes denied
their child’s diagnosis and searched for alternative explanations of illness from spiritual and religious
beliefs. Despite numerous cultural factors that come into play in such scenarios (e.g. particular
religious/spiritual expressions), there are similar parental reactions to hearing the cancer diagnosis of
their children in various communities (Maurice-Stam, Oort, Last, & Grootenhuis, 2008; Nicholas, et
al., 2009; Quintana, Wottrich, Camargo, & Cherer, 2013).

5.2. Anger

Some interviewed parents blamed themselves for the cancer diagnosis of their child. Parents
sought for internal explanations of the cancer diagnosis of their child and some started to
devalue themselves. They thought that their child’s cancer was their own fault and was caused
by negligence in caring or unhealthy lifestyles, such as smoking or unhealthy eating habits.
Therefore, it is important to provide parents with information about the disease immediately at
the time of the diagnosis to help them understand the possible causes of the disease, and that
having a child with cancer is not their fault. In this study, a few mothers and fathers had
existential thoughts about why and how the child was diagnosed with cancer, as in the following
examples:

...I was wondering of why me among all people?... And why my son among all children
in the world? Why did this happen to us?... What did I do wrong in my life? And so on.
(Mother5)

... When I heard the diagnosis of my child I became very angry and did not want to hear
anything else. I did not realize that I left kicking the door behind me. (Father6)

Some interviewed mothers explained that they want their children to be happy, to recover from the
disease and to grow up with good habits and behaviours. This is common in parents whose children are
very ill as a means to solving their own feelings of guilt. This concern was raised by mothers more than
fathers. The next quote reflects this issue:

...l was in a conflict between keep the ill child happy and to rear him, I want him to be
good when he grows up. I do not want him to recover from the disease and acquire bad
habits or attitude. Sometimes I had to be serious with him, scream, make discipline and
act like any normal relation between mother and son but when I do so I blame myself for
what I did. It is hard to do it, the fact that he has cancer and rearing him is a bit
complicated and that really made me tired sometimes. (Mother5)

The findings indicate that parents may experience inward or outward reactions of anger when they first
learn their child’s diagnosis, consistent with Al-Gamal and Long (2010), who found parental self-
blame was a theme that emerged in their data. Additionally, Smith et al. (2015) reviewed studies
related to parental experiences when having a child with cancer and reported that anger was the most
common emotional reaction of the parents in many reviewed studies.

5.3. Bargaining

In the current study, many interviewed parents bargained the health of their child. Some interviewed
parents expressed that they would do anything in order to escape from their child being diagnosed with
cancer. Some of them wished they could pay their money and have the health of their children in
return, while many mothers and fathers said that they would prefer to have cancer themselves to save
their children:

...Make this not happen, and in return I will pay all the money I have. (Father4)

.. wish if I am the one who was diagnosed with cancer but not my child. He is very
young to be diagnosed with such a disease. (Mother?7)

Although all parents in the current study admitted that they do not believe in alternative medicine as a
cure, some of them used several kinds of herbs and/or a particular type of acupuncture to treat their ill
child. The idea which was clearly stated by parents behind the use of such alternative therapy was that



even if this alternative medicine did not have any benefit, it would not cause harm. This may reflect the
bargaining stage of grief. For example, one father commented on this:

.1 did my best and knocked on all doors looking for a cure to my son. I tried some herbs.
If this herbal treatment does not work, I guess it will not harm him. It is only herbs, not
chemotherapy!... I am sure that any alternative medicine will not be as harmful as the
medical treatment. (Father3)

Bargaining was found to be a common behaviour in parents of children with serious disease and those
undergoing painful medical procedures (Bluebond-Langner, Belasco, Goldman, & Belasco, 2007,
Cline, et al., 2006; McCarthy & Kleiber, 2006).

5.4. Depression

Having a child with cancer was found to be time-consuming for both parents, which affected not only
the parental social relationships but also might affect their own personal needs. For example, a few
interviewed mothers (but not fathers) admitted that they experienced a negative impact on their
physical health and a lack of self-caring (characterised by weight changes), as they were stressed and
had no time for themselves. In a world in which the role of mothers is constructed as being selfless, it
was clearly difficult for mothers to give attention to their own needs. Some of them admitted that they
were no longer taking care of their appearance as they had previously, because they did not have the
time and/or the emotional ability to do so. Mothers stated that they spent the majority of their time with
the ill child, either in hospital or at home and therefore having no time for their basic needs. Other
participants highlighted the issue that having a child with cancer deprived them of their social
environment and left them uninterested in caring for themselves. This may reflect the depression stage
in grief. The following quotes explain this issue:

... It has been ages since I looked at myself in the mirror. I do not care of myself like before,
such as my hair and nails. I spend most of my time with my child, why should I care about
my appearance?! I do not care about myself as much as my child’s health. (Mother4)

...l am too sad to do anything. I don’t want to socialize with people; I don’t even answer my
phone calls. People will not cure my child. (Mother7)

Findings in the current study are similar to those of Cernvall et al. (2015), who investigated depression
among 79 parents of children with cancer and reported that depression symptoms were very prevalent.
Additionally, parental depression when having a child with cancer was also reported in a study in
China (Chen, et al., 2014).

5.5. Acceptance

In the current study, religious beliefs seemed to have helped the Jordanian parents to accept the
diagnosis of their child. For example, many parents stated that everything is from God, and therefore
they had to accept it without question, highlighting a religious belief common among Muslims. For
instance, one interviewed father commented said:

... We are Muslims, as you know Islam says that God puts us in a hard situation to test us. [
believe that everything is from God. Disease and cure are from God. Therefore, we must
accept the disease, as we can do nothing to prevent it, and we should look for the best
treatment. (Father2)

The parents’ views in this study highlighted how a previous experience of dealing with cancer may
affect how they think and react when hearing the cancer diagnosis of their child. Previous experiences
of cancer with a close relative (such as a mother or a father) or of death in general were variously found
to be helpful or unhelpful for different participants. Whilst one interviewed mother found it helpful that
she had some knowledge about the disease and how to act with it, other parents stated that the previous
experience affected them negatively, as they imagined everything that had happened in the past with
their relatives (such as suffering, pain, death and the whole scenario) could happen for their ill child
and they would have to relive that experience. Although parents knew that childhood cancer is quite
different from other types of cancer, they thought that suffering and death are the common and
inevitable results of all types of cancer. For instance, one mother raised this issue:

...I know what people go through when they are diagnosed with cancer. My uncle
suffered and died from cancer. I know this type is different but I am really worried that
my son would pass in a similar experience of suffering, pain and death... my uncle had
to do a lot of aggressive medical tests every now and then. He used to spend most of his
time in the hospital. (Mother6)



The findings of this study show that the time of announcing the diagnosis was considered a very critical
and stressful for the parents. However, such stress may decrease over time, as noted by the following
two parents. It is important to note that the first quote reflects a father had a daughter who was
diagnosed with cancer ten years’ previously. This couple had the longest period since the child was
diagnosed with cancer among all interviewed parents. This may indicate that stress may decrease over
time and/or in form of survivorship and/or reaching the acceptance stage of grief:

At is all right. Although it was very hard to believe in the diagnosis in the beginning but
1 think that time can heal everything. You get over the hard situations and you get used to
everything by time. (Fatherl0)

...Having a child with cancer has become part of our life. We hope that things will
change one day but we are aware that everything may happen to our child in the future.
(Motherll)

Previous researchers such as Burke et al. (2014) and Polat et al. (2015) showed that many mothers and
fathers accepted the cancer diagnosis of their children and also accepted the side effects and the
consequences of the treatment. The time needed for the reaching the acceptance stage was found to be
individualised, and varied among different parents (Polat, et al., 2015).

6. Conclusion

This study investigated the applicability of the Western grief model in an Arab community. It was clear
that the emotional reactions of Jordanian parents of children with cancer fit with the loss and grief
model of Kubler-Ross. This work explored a previously unaddressed area and uncovered many insights
into the experiences of Arab-Islamic parents and the way in which they experience grief when
informed that their child has cancer. Currently, this new work provides evidence that we do not have to
make that assumption. The reactions of these parents offer a clear direction for the applicability of care
strategies from other communities with culturally different backgrounds.

Jordanian parents, health care providers and particularly nurses should be aware that the parental
grieving process, as identified by the Kubler-Ross model, is individualised, normal and most often ends
with acceptance. Therefore, a supporting framework to those parents should take into consideration
their stage of grief. Nurse and parents should know that they do not have to push the stages, and
acceptance will generally be reached once the individual is ready.
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