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Mohammad M. Alnaeem'®, Anas Shehadeh? and Abdulgadir J. Nashwan®"

Abstract

Background Patients diagnosed with hematological malignancies residing in low-middle-income countries undergo
significant physical and psychological stressors. Despite this, only 16% of them receive proper care during the terminal
stages. It is therefore crucial to gain insight into the unique experiences of this population.

Aim To have a better understanding of the needs and experiences of adult patients with advanced hematological
malignancy by exploring their perspectives.

Methods A qualitative interpretive design was employed to collect and analyze data using a phenomenological
approach. The study involved in-depth interviews with ten participants aged between 49 and 65 years, utilizing a
semi-structured approach.

Results Two primary themes emerged from the participants’ experiences of reaching the terminal stage of illness:
“Pain, Suffering, and Distress”and “Spiritual Coping! The first theme encompassed physical and emotional pain,
suffering, and distress, while the second theme was centered on the participants’spiritual coping mechanisms. These
coping mechanisms included seeking comfort in religious practices, relying on spiritual support from family and
friends, and finding solace in their beliefs and faith.

Conclusion Patients with hematological malignancies in the terminal stages of their disease experience severe pain,
considerable physical and psychosocial suffering, and spiritual distress. While they require support to cope with their
daily struggles, their experiences often go unnoticed, leading to disappointment and loss of dignity. Patients mainly
rely on their spirituality to cope with their situations. Healthcare providers must acknowledge these patients'needs
and provide more holistic and effective care.
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Introduction

Hematological malignancies (HMs) are heterogeneous
conditions affecting the bone marrow and lymphatic
system. HMs are the sixth most common type of cancer
worldwide [1]. Globally in 2020, there were 475,000 new
cases of leukemia and over 300,000 reported deaths [1,
2], and more than 44,000 of non-Hodgkin lymphoma [3].
While a tremendous progress was made to enhance the
care and longevity of people with HMs, many experience
fatigue and poor quality of life as their illness advances
[4-7]. Physical symptoms, such as pain, are usually con-
sidered the most common symptoms among patients
with advanced HMs [6, 8, 9]. Pain was found to hamper
self-management [10] and is related to increased mor-
tality [11]. Several studies among patients with HMs
showed that the prevalence of pain ranged from 37 to
90% [7, 12, 13].

Patients with HM differ from those with solid can-
cer in disease trajectory and treatment approaches [14].
Patients with HMs experience frequent hospital admis-
sions, rapid deterioration, often receive aggressive end of
life (EOL) care, and rapidly reach the terminal stage of ill-
ness [15-17]. Furthermore, patients with an HMs have a
short life expectancy, and palliative care services are pro-
vided for a short time only [18-21]. These patients suf-
fer from incurable diseases, and are therefore more likely
to experience psychological and physical distress. One of
the possible causes of suffering is the late stage at which
many cancer patients are diagnosed [22]. Based on the lit-
erature, terminally ill patients are defined as patients who
have a life expectancy of less than six months [23-25].

In Jordan, more than 4,600 new adult patients are diag-
nosed with cancer annually. However, more than 60%
of these cancers are diagnosed in the late stage [22, 26].
There were 477 cases of non-Hodgkin lymphoma and
135 cases of leukemia diagnosed in 2022 [27]. Many of
them frequently visit the emergency department and are
admitted to hospitals [28], in particular, intensive care
units (ICU) [29]. This indicated that most cancer patients
were in the terminal stages of illness and spent their last
days in stressful environments. Despite providing pallia-
tive care services for cancer patients for decades, the ser-
vices in Jordan are still developing and few patients have
access to these services [30, 31]. There is only one private
health care center specialized in providing palliative care
in Jordan (King Hussein Cancer Center). This presents
a severe shortage and lack of accessibility of this type of
care, particularly for people with low incomes who only
have access to public health care centers.

Due to the focus of research in Jordan on solid cancers,
there are few studies conducted among adult patient with
HMs. Several studies have reported the negative impacts
of cancer on physical, psychosocial, and other aspects
of the expereinces of Jordanian patients [7, 28, 32-34].
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While many of the physical and psychosocial impacts
that patients with solid cancer experience are recognized
in the global literature, there is still a need to explore
the impacts of HMs [35, 36]. Further exploration of the
experience of patients with advanced HMs is therefore
required worldwide, particularly among patients living
in low and middle-income countries where only 16% of
patients receive care in the terminal stages [37].

The aim of this study was to explore the experiences
of Jordanian adult patients with HMs and provide origi-
nal insights about their distressing symptoms that per-
sist throughout the terminal stage of illness. By shedding
light on these experiences, we hope that this study can
help enhance the understanding of the challenges faced
by this patient population and provide valuable informa-
tion to improve their care and well-being.

Methods

Design

The study utilized a qualitative phenomenological induc-
tive approach [38] to explore the experience of patients
with HMs in the terminal stages. The study aimed to
collect in-depth information about the experience of
participants. The primary investigator (MA) conducted
one-on-one interviews with the participants following
their discharge from hospital to their homes. MA has a
clinical experience with different cancer patients in addi-
tion to his academic background including a master’s and
Ph.D. degrees in palliative cancer care.

Participants

Patients were selected using a purposeful sampling
approach for practical reasons. Participants who met the
following inclusion criteria were invited: aged at least
18 years; diagnosed with a HM; aware of the diagnosis;
and reached the terminal stage of their disease. Patients
who were unable to communicate were excluded from
the study. The recruitment process continued until thick
descriptions of the same themes were repeatedly emerg-
ing [38]. After including ten patients, no new themes,
ideas, opinions, or patterns emerged. Three patients
refused to participate in this study because they were
tired and unable to discuss their issues.

Settings

This study was conducted in two settings: the first was
the oncology department of a large public hospital in the
capital of Jordan (Amman), to which all cancer patients
are referred to from other hospitals. This department has
20 beds for in-patients and 15 beds for chemotherapy
and follow-up. This department provides care for all can-
cer types, and all primary physicians were oncologists.
The other setting was the homes of participants.



Alnaeem et al. BMC Palliative Care (2024) 23:36

Data collection procedure

Data were collected using face-to-face interviews that
asked broad semi-structured questions. Approval from
the participating hospital was obtained to access the
contact information of potential participants. The first
researcher approached potential participants in the hos-
pital. Of those who were able to participate in the study,
some were interviewed in the hospital (n=3 patients)
and the remaining participants preferred to conduct the
interview in their homes (n=7 patients). After being dis-
charged from the hospital, potential participants were
contacted via phone to determine the appropriate time
for the interview. The participants were reminded via a
phone call one day before the interview. Patients chose
the time of the interview based on their preferences.
Those who agreed were interviewed after providing both
verbal permission and written consents. The length of the
interviews ranged from 60 to 100 min.

During each interview, the interviewer meticulously
noted down non-verbal cues and gestures, captur-
ing nuanced details of the conversation to gain deeper
insights into each participant’s perspective. These com-
prehensive field notes contained the interviewer’s obser-
vations, enriching the data with vivid descriptions of the
atmosphere and interactions [30]. These detailed records
played a crucial role in the subsequent analysis phase by
allowing the inclusion of thoughts and emerging insights
to enhance the depth of understanding. Prior to the inter-
views, various elements including medication packaging,
intravenous fluid stands used for administering medica-
tion such as paracetamol, and religious items such as the
Quran, Masbaha*, and prayer rugs were carefully noticed
in the participants’ homes. These observations aimed to
contextualize the interview data provided by the partici-
pants. The detailed field notes from these observations
were integrated into the subsequent analysis and report-
ing processes.

The interview questions for this study were formulated
carefully by the authors and are provided in Supplemen-
tary File 1, which includes several probe questions used
to obtain further clarifications. The researcher employed
active listening techniques to promote understand-
ing, and silence to give the participants adequate time
to answer. At the end of the interviews, the participants
were encouraged to talk about any aspect of their experi-
ences that was not discussed, and they were thanked for
their participation.

Data analysis

The interviews were audio-recorded, transcribed ver-
batim, and analyzed in Arabic (the participants’ mother
language). Each researcher in this study read each inter-
view transcription several times to grasp the meaning of
the participants’ experiences and to identify emerging
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categories [39]. Two researchers, MMA and AS, thor-
oughly acquainted themselves with the entire dataset.
After an initial review of the transcripts, they established
a repository of codes. Subsequently, both researchers
independently applied these codes to the transcripts and
cross-compared their analyses, addressing any disparities
through collaborative discussions. The first researcher,
MMA, structured the coded data into overarching
themes, which underwent evaluation by a secondary
reviewer, AS. Any differences in perspectives were rec-
onciled through further deliberation on the identified
themes. The ATLAS.ti software version 20 [40] was used
to facilitate the organization and coding of the data. The
preliminary themes underwent refinement following
extensive discussions involving all authors.

To mitigate potential biases, the first researcher main-
tained a research diary throughout the process. The
authors utilized inductive coding in which the first-level
coding involved line-by-line analysis of the texts, and the
data that represented similar concepts were colored and
given the same codes. Then, the codes were categorized
and clustered based on their similarity. The final catego-
ries that described the essence of the participants’ experi-
ences were framed into exclusive themes and subthemes.
The researchers met several times to discuss the emerg-
ing themes and agreed on the final categorization. Lastly,
the themes were translated into English. Moustakas’s
(1994) framework for data collection and analysis was
utilized to guide the interpretation of the phenomena
under investigation [41].

Ethical considerations

The Institutional Review Board (IRB) at the University of
Jordan and the participating hospital approved this study.
All potential participants were informed that participa-
tion was voluntary and that there were no consequences
if they chose to decline participation. Those who agreed
to participate were informed about their right to with-
draw from participation at any time without any conse-
quences. Also, a full explanation of the possibility of any
potential risks and benefits was declared. Participants
were interviewed alone to maintain their confidentiality
and privacy. The participants were assigned numbers to
protect their identities, (e.g., P1: Participant 1). The iden-
tities of participants were stored with each interview on
a password-protected computer. Also, the researchers
assured the participants that the obtained data would be
used only for the study purposes, and all personal infor-
mation would be omitted from any publications resulting
from this study.

The researcher also offered much time for the par-
ticipants as required to tell their stories and express
their emotions. Talking about traumatic events can be
therapeutic; however, it can also cause grief. Immediate
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support was offered to the participants, such as pausing
the interview, switching off the audio-recorder, allowing
the participants to cry and express their feelings, and pro-
viding supportive words in a compassionate way. A break
was given for stressed participants, and they were offered
the opportunity to reschedule the interview if they felt
that they could not continue. The researcher stopped the
interview immediately if any participant became too dis-
tressed, cried intensely, or reported being uncomfortable.
In this study, most of the participants cried and reacted
emotionally while recalling their experiences. To over-
come the risk of emotional and psychological distress for
the researchers, an expert psychological counselor was
consulted when required.

Pilot study

The first author (MMA) conducted one pilot interview
with a female patient aged 64 years old, widow, retired,
and diagnosed with multiple myeloma. After initial anal-
ysis of the audio recording, the author revised the inter-
view guide and added questions on the difficulties after
discovering the disease and on the resources that sup-
ported the participants.

Rigor

Several steps were carried out to ensure the trustwor-
thiness of findings [42]. First, participants were selected
purposefully to ensure maximum variation, such as
including both genders, various types of HMs, and both
married and single participants. Also, the interviews
were conducted by a trained researcher. Moreover, all
researchers performed the data analysis and carefully
examined the transcribed data to gain the essence of the
studied phenomena. Finally, the interviews were tran-
scribed for later analysis. The transcriptions were sent to
each participant with the main results (themes and sub-
themes) to confirm that the researchers had captured the
accurate meaning of their experiences and if there was
any additional information that the participants wished
to mention.

Table 1 The demographics of participants
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Results

The demographic of participants

The participants aged between 49 and 65 years. The
majority (n=6) were females. Two patients were diag-
nosed with leukemia and eight with lymphoma (of which
six had non-Hodgkin and two had Hodgkin lymphomas)
(Table 1). Time since receiving the diagnosis ranged
between 12 months and 36 months.

Overview of the findings

The findings are described by two major themes. The
first theme included twenty-one categories which were
grouped into five subthemes and described pain, suf-
fering, and distress (see Table 2). The second theme
included nine categories grouped into three subthemes
which described spiritual coping.

Theme 1: Pain, suffering, and distress

Most participants described several distressing symp-
toms that articulated their suffering as presented in the
following subthemes.

Sub-theme 1: dealing with constant, severe, and sudden pain
In this theme, participants described suffering from pain
that became an inseparable part of their life. Pain was the
most common symptom reported by the participants.
They described their suffering from pain with words such
as “severe’, and “it is killing me” This sense of severe pain
was related to symptoms of HMs in the advanced stages
of the illness. At the beginning of the illness, the partici-
pants received small doses of opioids. The doses were
gradually increased according to the severity of pain.
The participants’ tolerance of pain varied and increased
gradually. Most participants reported that the severity of
their pain fluctuated quickly. This is because they could
not feel the gradual onset of mild pain due to the disease
process and their increasing tolerance level; thus, they
reported pain as sudden and intense. One participant
said:

Name/ Gender Age (year) HMs subtype Duration since diagnosis (months) Length of the interview (minutes)
pseudonym

P1 Female 49 Lymphoma 14 60
P2 Female 56 Lymphoma 18 70
P3 Female 49 Leukemia 10 90
P4 Male 61 Lymphoma 42 70
P5 Female 50 Lymphoma 60 50
P6 Female 54 Lymphoma 84 70
P7 Female 58 Lymphoma 24 80
P8 Male 53 Leukemia 36 100
P9 Male 55 Lymphoma 30 70
P10 Male 65 Lymphoma 16 90
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Table 2 The themes, subthemes, and categories
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Themes Sub-themes

Categories

Theme 1: Pain and distress Sub-Theme 1: Dealing with constant, severe,  1.Inseparable part of life

and sudden pain

Sub-Theme 2: A debilitating body

Sub-Theme 3: Hopelessness

Sub-Theme 4: Social distress

Theme 5: Spiritual distress

2. Severe pain

3. Pain tolerance

4. Fluctuating pain

5. Sudden pain

6.Trying to live without drugs

7.Inadequate prescribing of opioids

1. Fatigue

2. Inability to perform daily living activities

3. Shortness of breath and insomnia

4. Lack of appetite

5. Lack of sexual relations

1. Pessimism and fear about the future

2. Fear of death

3. Losing interest in performing enjoyable activities
4. Losing family roles

1. Negative impact of the imminent death on family members.
2. Losing some friendships

1. Lacking life purpose and meaning

2. God will help

3.Inability to pray

Theme 2: Spiritual coping Sub-Theme 1: Wishing for a peaceful death If one dies, it will be better for all

Sub-Theme 2: Accepting death

Sub-Theme 3: Surrender to fate

Wish to die at home

1. Death is one aspect of faith and destiny

2. Accept reaching the terminal stage of illness as a normal
life cycle

3.Telling me to make my faith in Allah great

1. Committed to praying

2.1 must get closer to Allah

3. Submitting to fate

4. Affliction is as much as Allah loves us

“Oh God, please, can one month passes without
pain! In the beginning, I took one tablet for anal-
gesia, and then I started taking two pills together
without relieving the pain. The pain in my back was
increasing, despite taking Tramal, and I feel it is kill-
ing me.” (Participant 8).

The occurrence of sudden and severe pain could also be
related to the delay in receiving analgesia, as some par-
ticipants were trying to live without taking medications.
The feeling of dependence on opioids was not easy for the
participants and restricted their activities. One partici-
pant said:

“I did not take my medication until 3 a.m. because
I was tired of taking the treatment; I needed to sit
down and relax without drugs. Suddenly, the pain
increased more and more; then, I started scream-
ing and crying. The pain became very intense and
moved to my chest.” (Participant 7).

The severe pain could also be related to inadequate pre-
scribing of opioids. Some participants said that when
they visited the emergency department and requested

opioids for their pain, some physicians refused to pre-
scribe them due to fearing that the participants may
become addicts or they were exaggerating the level of
their pain. A participant said:

“I used paracetamol for pain; the doctor gave it to
me as an analgesic. He refused to give me opioids
because he thought I was lying!” (Participant 1).

Sub-theme 2: a debilitating body

Most participants described a general sense of extreme
fatigue which made them unable to perform the activi-
ties of daily living. They said that they could not sit up in
a chair or go to the toilet. Most participants said that they
felt tired and exhausted most of the day, every day. Two
participants said:

“Every day, I feel like I want to throw up, always
tired, I want to stay in bed, and I always feel that the
fatigue is killing me” (Participant 9).

“Everything changed a few months ago when I dete-
riorated; my movement became difficult and slow. I
stopped being able to move, going outside the house,
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cooking, eating, cleaning, or using utensils. I stopped
being able to do these things, which I did daily previ-
ously” (Participant 3).

Some participants reported experiencing shortness of
breath and insomnia. This is because they were termi-
nally ill, and dyspnea and sleeplessness were some of the
most common symptoms. The participants tried con-
tinuing with their lives despite the dyspnea. One partici-
pant said:

“I cannot take a breath. I feel suffocated when I lay
on my back, so I sleep on my side instead.” (Partici-
pant 8).

Furthermore, many participants reported losing appetite
and did not feel like eating or drinking. The participants
related feeling nauseated and losing their appetite due to
pain, stress, or fatigue. A participant said:

“At the beginning of my disease, my appetite for eat-
ing decreased, but now I cannot eat any food, even
water. To the extent that once I smell the odor of
food, I directly become nauseated and may even
vomit” (Participant 7).

Few participants reported a lack of sexual relationships
with their partners because of their illness. They were
very shy when they talked about this topic. They lowered
their voices (although they were in a private location, i.e.,
their homes) and avoided eye contact with the researcher.
They felt that their sexual dysfunction impaired their dig-
nity and self-esteem, as this quote highlighted:

“My wife told me things that are not acceptable in
our culture for a wife to tell her husband! She told
me that I am not a man, imagine! Because I have
sexual weakness, and you know how much the che-
motherapy and other treatments affect the human
body” (Participant 8).

Sub-theme 3: spiritual distress
The participants expressed a sense of pessimism and fear
about the future due to the lack of cure. Participants said:

“I was terrified, especially since I had finished all
treatments. It occurred to me that I would die soon”
(Participant 2).

“Every day I think that I will sleep and not wake up
in the morning. My brain keeps thinking about what

will happen to me.” (Participant 1).
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The participants described a sense of fear of death, and
that they felt powerless. Some participants cried when
they talked about the future and said that they did not
have any time left. The participants reported that they
surrendered to death and lost interest in performing any
enjoyable activities, like going to the garden or talking
with friends. One participant said:

“Sometimes, I resort to sleeping, and I keep think-
ing about my girls’ future. I have four daughters who
need my support. Indeed, I know that my girls will
be alone after my death. Because of this, I have no
desire to go out or see anyone.” (Participant 9).

“After the doctor informed me that there were no
options to help me anymore, I did not sleep, and I
cried a lot. I keep thinking more and more about my
life before and after cancer. Really, I worry about
dying suddenly at any moment” (Participant 6).

Some participants expressed a lack of life purpose and
meaning. Some participants wished they were dead.
However, all participants believed that God would help
them through this difficult time and would lead them to
the best possible alternative. A participant said:

“I do go to the mosque for praying, and sometimes, I
think to stop everything: medications, praying, eat-
ing. But after that, I remember that this is consid-
ered suicide, and I believe this is wrong, and Allah
will choose the best for me” (Participant 10).

Other participants mentioned that they could not pray
when they were very sick, which made them feel guilty. A
participant said:

“I am a Christian, I used to go to church every Sun-
day, but now I stopped going because I cannot drive,
and at times I feel tired... I do not know if God will
forgive me”” (Participant 5).

Other participants reported how they were unable to go
to the mosque for praying and would sometimes delay
praying due to fatigue and severe pain. One participant
said:

“When I hear the call for prayer in the mosque and
I cannot go or pray due to severe pain, I feel guilty
because in the past I could and now I cannot.” (Par-
ticipant 7).

Sub-theme 4: social distress
Some participants were worried about the negative
impact of their imminent death on their family members.
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Usually, family members are considered an important
source of emotional and social support for terminally ill
patients. However, family members can become a source
of stress if they are mostly children who are cared for by
the dying patient. A participant said:

“I know that I am in the terminal stage, I keep think-
ing about what will happen to my children when I
die, what will happen to these young children?”
(Participant 8).

These feelings mainly led participants to lose their fam-
ily roles. The participants said that they lost their ability
to help themselves or support their families, which they
said was very damaging to their self-esteem. The follow-
ing quotations are examples:

“In the last few days, I could not move my legs or
body. When my sons carried me and put me in the
shower to bathe me, I cried. 1 felt like a dead per-
son, and I was sad because of the situation that I
reached. (Participant 4).

“I cannot give my wife money... I feel that I lost my
manhood.” (Participant 8).

Other participants reported losing friendships and were
worried about losing more of their social connections
because of the disease. The participants said that their
friends did not visit them often because they did not
want to compromise their health or bother them; how-
ever, the participants felt that they had lost the support of
their friends. A participant said:

“My friends did not know that I had low immunity,
and it started to go down a lot. When they found out
about this, they stopped visiting me.” (Participant
10).

Theme 2: spiritual coping

Most participants described different levels of spiritually
based coping to the pain, suffering and distress presented
in the first theme.

Sub-theme 1: accepting death

Some participants verbalized a wish to die peacefully.
This could be related to uncontrolled severe pain, lack of
support and motivation, and the feeling of being a bur-
den to their family because of frequent hospital visits and
admissions. One respondent said:

“I know my condition and I say if one dies, it will
be better for all.... My experience with severe pain

Page 7 of 12

makes me hope to die fast to comfort others because
everyone will die at the end.” (Participant 10).

In addition to expressing a wish to die, most partici-
pants said that they would prefer to die at home rather
than in hospitals. It is possible that the participants felt
more comfortable with the home environment and more
relaxed in a space free of devices, machines, and invasive
procedures. Choosing home as a place for death in the
terminal stage could be associated with acknowledging
that no benefits from treatment remained and that they
wished to see their family more often. In Arab culture,
almost all family members are expected to be present
with the patient to offer support and care [43]. In addi-
tion, most homes were adapted to be more comfortable
and appropriate for the participants’ needs. One partici-
pant stated:

“I do not like to sleep in the hospital area with oth-
ers; for that, I like to stay at home and hope to die
while I am at home as it is more comfortable for me”
(Participant 4).

Within the Islamic and Arabic cultures, receiving sup-
port is not limited to family members and healthcare
providers but also includes neighbors, friends, and social
systems [43]. Islamic and Arabic cultures motivate peo-
ple to support each other in illness and wellness. Some
participants reported that they talked with their family
members and neighbors about dying, and that they sup-
ported and listened to their fears, as seen in the following
examples:

“My neighbors used to visit me in the hospital......
they are afraid that I will die, and I am also afraid
like them, but they were telling me to make my faith
in Allah great, and they support me.” (Participant 2).

Sub-theme 3: surrender to fate

The patients’ faith in Allah led to accepting their illness.
The patients expressed their surrender to fate and Allah’s
plan. Muslims believe that only Allah can cure illness
[44]. The following quotations reflect the participants’
submitting to fate:

“One believes in Allah, and one does not have the
power to change Allah’s choices, but one has to
accept and cope with this illness. Allah decided that
this is how it would happen to us” (Participant 1).
“Healing is in the hand of Allah, and this treatment
is considered a way of healing. It may be healing or
not. But Allah has everything in his hand.” (Partici-
pant 10).
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At the beginning, I was a little upset, then I told
myself that it was all from Allah and that it was all
beautiful...and everything from Allah is definitely
good.” (Participant 3).

Some participants had a higher level of spirituality than
just their acceptance of the illness. They believed that
their illness and EOL care were the best things that could
happen because that was what Allah chose for them. In
Islam, the person who suffers receives more compensa-
tion from Allah in the afterlife. Muslims believe that the
greater an affliction is, the greater is Allah’s love [44].
Accordingly, as shown in the next quotes, participants
perceived their illness as good and the best thing that
could happen for them:

“Allah knows I am satisfied with the disease, and I
am satisfied because this is the best thing that could
happen to me” (Participant 8).

“This disease is from Allah, and this is good because
Allah always chooses the good for the person, and
surely our Lord sees that this is better for me” (Par-
ticipant 1).

“Praise be to Allah. This disease, Allah choose it for
me, and I am happy with it” (Participant 3).

“This disease is all from Allah, and Allah tests each
person on the extent of Allah’s love for him.” (Partici-
pant 2).

Sub-theme 2: looking forward to the afterlife

Most participants believed that they had reached the
terminal stage, and that death was imminent. In Islam,
believing in a life after death is an important aspect of
faith. Most participants believed in life after death and in
Paradise. They performed Islamic rituals that kept them
close to Allah and helped them face their illness. This
gave them a sense of reassurance and relaxation:

“I am committed to praying, reading the Quran, and
other things to be close to Allah” (The Participant
10).

“Sometimes I go to pray in the mosque...... frankly I
cannot read Quran frequently, because I have severe
fatigue and exhaustion that broke my back. I adhere
to praying...I must get closer to Allah” (Participant
8).

“The most important thing is that a person remains
as close to Allah as he can, because one does not
know when his life would end.” (Participant 2).

“l always ask Allah’s forgiveness, and I always have
my Masbaha* and I keep praying to Allah in these
virtuous days that I come back home well” (Partici-
pant 6).
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* Masbaha is a tool used to engage in praying.

Discussion

Understanding the experience of patients with HMs in
the terminal stages is an understudied phenomenon that
requires further research, particularly in the developing
world, such as in Arabic countries. This study aimed to
explore the experience of Jordanian adults with HMs and
provide contributions to existing knowledge about dis-
tressing symptoms that continue throughout the termi-
nal stages of their illness. All patients in this study have
suffered from severe, constant, and sudden pain. This
finding is congruent with previous studies of patients
in the terminal stages of HMs [37, 45]. Having severe
uncontrolled pain in the terminal stage of cancer could
be related to inadequate prescription of opioids by phy-
sicians [46]. In Jordan, inadequate pain management is
a problem [47, 48]. There has been a lack of studies of
patients with HMs; however, a recent study of patients
with solid cancers reported that more than 80% of cancer
patients experienced poor pain management as a result
of inadequate prescription of opioids and non-opioid
drugs [47]. Cultural or legal issues often interfered with
prescribing opioids for cancer patients in Jordan [48].

Our findings highlighted other significant distressing
symptoms, such as fatigue, anorexia, insomnia, and sex-
ual dysfunction. The literature reports that HMs patients
suffer from different symptoms with varying sever-
ity according to the nature and stage of their particular
HM, and side effects of the therapeutic regimens [6, 49,
50]. These findings were not surprising, as this group of
patients is in the terminal stages of illness and receive
multiple medications. Symptoms become more burden-
some and stressful over time, as previously reported in
the literature [45, 51, 52]. Furthermore, our participants
who were diagnosed with cancer a long time ago (e.g.,
Participant 7 and 8) were suffering from severe uncon-
trolled pain in addition to worsening of other symptoms
and social distress. This finding is supported by previous
studies [8, 52—54]. Those two participants were read-
mitted to hospital three weeks after the interview and
died there. Healthcare providers should be aware of the
impact of poor pain management on patients in aggre-
gating the distressing symptoms which continues until
death.

Besides physical discomfort, many of the participants
in our study highlighted psychological and emotional dis-
tress including fear of the future and death; fear of losing
their family roles; and lack of enjoyment. Experiencing
such feelings is mostly related to poor prognosis, treat-
ment failure, or physical symptom burden [55], which
increased fear of the future, especially with no further
treatment options available. In addition, the participants
reported that they were unable to perform activities of
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daily living due to fatigue and general weakness. In Ara-
bic culture, the parent’s role is presented as an image of
hero in the family [43]. Parents must protect their fam-
ily in wellness and in illness, and if anyone becomes ill,
all family members should stay around the ill member. In
Arabic culture, this is the goal of parenting. When can-
cer patients become severely ill, they become unable to
care for their families, which adds to the negative impact
of the disease. The participants’ fear of losing their family
roles is related to the Arabic culture which depicts ful-
filling these roles as loyalty to their family [43]. Further-
more, as HMs progress with limited curative options,
patients can become more emotionally distressed and
experience feelings of helplessness, frustration, and fear
of death, which could lead them to lose hope of cure [56,
57]. A recent qualitative study conducted by Boucher et
al., (2018) reported that patients with advanced stages
of leukemia lost hope for a cure and accepted the idea of
scarce curative options in addition to other physical and
psychosocial distresses [57]. Our findings emphasize the
feeling of powerlessness and loss of hope among termi-
nally ill HMs patients, which influenced their roles in life,
at home, and in society.

Globally, it is known that the availability of a support-
ive social system around cancer patients has a signifi-
cant positive impact on their overall quality of life. For
patients with HMs, the role of the family, friends, and
other supportive systems is invaluable and considered
an essential lifeline that should be integrated with care
plans [56]. Some participants in our study reported that
they lost friendship due to their disease progression and
the imminence of their death, which also increased their
negative psychological impacts in addition to their physi-
cal distress. A study found that the unmet psychosocial
needs of HMs patients were dominant unmet needs [58].
Loss of social support can cause loss of hope and loss
of the ability to cope with illness [36, 57]. It is therefore
important to maintain a strong social support system
around HMs patients to minimize their distress and give
them hope.

As human beings are composed of physical, psycho-
logical, and spiritual elements, any physical or psycho-
logical distress experienced by HMs patients can also
affect their spiritual well-being [34, 35]. In our study, par-
ticipants highlighted how the accumulation of negative
physical, psychological, and social distress led to spiritual
distress. In Arabic countries, the majority of the popula-
tion are Muslims, and their faith in Allah is a fundamen-
tal aspect of their lives [44]. However, when patients face
great, uncontrollable, distressing symptoms with a poor
prognosis, it can challenge their hope for a cure and ulti-
mately impact their sense of purpose in life. While faith
can provide comfort and support, spiritual distress can
still arise in the face of such profound suffering [35].
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A recent systematic review reported that spiritual well-
being is influenced positively by feelings of happiness, life
satisfaction, and proper management of physical symp-
toms [59]. Patients with HMs, like other cancers, have
spiritual needs and distresses to which the contribution
of physical and psychological factors is enormous. This
explains why the participants in our study had several
spiritual stresses besides their other stressors. This is
consistent with the literature regarding spiritual distress
among patients with HMs; this could support the need
to address all patient needs from simple symptoms and
to hidden feelings; to maintaining hope and meaning in
life [57].

Another significant finding of our study was that most
participants expressed surrender to fate and Allah’s plan.
Muslim people have faith in Allah as they surrender to
fate and accept all of Allah’s arrangements. Some Mus-
lims perceive their illness and EOL stage as the best
things that could occur for them, because Allah chose
this. In the Islamic readings of the Qur’an and Sunnabh,
the person who experiences more suffering and distress
will receive more compensation from Allah in the here-
after [44, 60, 61]. Muslims believe that affliction is a sign
of Allah’s love. These findings are congruent with several
studies of Muslim cancer patients [34, 62, 63]. A recent
integrative review was conducted to describe the psycho-
social and spiritual outcomes and perspectives among
Muslim patients with cancer who received treatment
[62]. The findings of this review revealed that cancer
patients rely on their faith in Allah to maintain spiritual
well-being, and that they also depend on their belief in
Allah as the source of power which gives them a sense of
inner strength when reading the Qur’an [64]. Muslims
usually look for treatment when they become ill, but they
accept death as the end process of life. Thus, integrating
spiritual support within the care for terminally ill patients
would reduce their emotional distress and improve their
quality of life [44].

Once the participants reached a stage in which they
were waiting for the last moments of their life, they
wished for a good death, incorporating their distress with
faith in Allah’s fate for them. The term good death can be
conceptualized differently across cultures and diseases,
but in general a good death means being free of pain; not
being a burden to others; good family and social support;
psychological comfort; spiritual peacefulness; unchanged
religious belief; and valuing the meaning of life [65-67].
These findings are consistent with our findings of partici-
pants’ wishes to die to alleviate pain and suffering, and
to avoid burdening others. When cancer patients reach
the terminal stage, they often feel like a burden to those
around them. This can result in strong negative emotions
and even suffering, as they believe that they are a burden
to their caregivers [68]. It is crucial to understand that
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these feelings may arise due to various factors, such as
psychological distress, social distress, illness trajectories,
gender issues, and sociocultural background, and not just
the patient’s own assumptions.

The meaning of a good death was associated with
participants’ wishes to die at home rather than in the
hospital, as they felt more comfortable in the home envi-
ronment and more relaxed in a space free of devices,
machines, and invasive procedures. This is congruent
with previous studies, which showed that a significant
component of a good death was the wish to die at home.
This is due to the important role of the home in offering
a comfortable environment for loved ones to stay nearby
and to spend more time with them [65, 66, 69].

There is evidence of a connection between religious
beliefs and end-of-life care. Patients who have a strong
religious faith or spiritual values are more likely to engage
in advanced care planning activities and make support-
ive end-of-life care decisions [70, 71]. From the Islamic
perspective, these beliefs can help patients accept the
inevitability of death and provide emotional and spiri-
tual comfort during the dying process [62, 63]. However,
although most of the patients in the current study were
Muslims and advanced care planning is a part of their
religious rituals, no one had discussed advanced care
planning issues. A multicenter study conducted in Jor-
dan among dying cancer patients reported that rigorous
treatment was provided in hospitals in the last few days
of their lives, emphasizing the importance of discussing
advance care planning with terminally ill cancer patients
[72].

Implications for practice, policy, education, and future
research
Our study offers foundations for guiding further research
to explore the lived experiences of patients with HMs in
the terminal stage of illness in Jordan. One of the most
significant findings of this study is the inadequate pain
management and ongoing patient suffering despite reach-
ing the advanced stages of HMs. Proper pain manage-
ment protocols should be taught to healthcare providers
who deal with HMs patients, emphasizing the provision
of individualized care. Our findings also emphasize the
importance of providing appropriate symptom manage-
ment for HMs patients in Jordan. In hematology settings,
nurses and hematologists need to assess the physical,
psychosocial, and spiritual needs of patients and aim to
achieve them based on a patient-centered approach.
Offering education programs for healthcare providers
to focus on the bio-psychosocial dimensions of care and
the patient’s experience of the HMs would improve care.
Thus, academics and clinicians must act collaboratively
to develop these educational programs and overcome
the gap between academic researchers and healthcare
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providers who serve in the clinical area regarding the
provision of adequate pain and symptoms management.
In terms of pain management, exploring the perspec-
tives of healthcare providers regarding opioid prescrip-
tions and restricting increased opioid doses is important
Further longitudinal, prospective studies are required to
recognize the bio-psycho-social suffering, quality of life
changes, and supportive care needs among patients with
HMs during the terminal stage of their illness. Also, a fur-
ther emphasis on this aspect of care should be extended
to include a spiritual guide in hospitals to provide spiri-
tual support for patients.

Recommendations

Few studies have been conducted in Jordan on HMs
patient experiences of pain and distress at the terminal
stage. Thus, to improve the experiences of patients in
Jordan, further research is recommended to assess their
needs; provide suggestions on proper symptom man-
agement; and when to make referrals to specialized pain
management or palliative care services. More qualitative
studies must be conducted among Jordanian patients
with HMs and healthcare providers to understand how
to manage patients from their perspective. Policy makers
should establish evidence-based protocols for providing
HMs patient care and discussing advanced care planning
with terminally ill patients. They should also consider
establishing a national collaborative program aiming to
enroll qualified healthcare providers to address the bio-
psycho-social and spiritual needs of patients and manage
their distressing symptoms appropriately. Further follow-
up and longitudinal studies are required to evaluate the
relationship between the patient distress, patient out-
comes, and quality of life.

Strengths and limitations

This study explores pain and distress among patients
with HMs from different cancer centers. It can be used
to support evidence-based practice to address patient
needs and improve and coordinate care services between
healthcare providers and patients. However, this study
has limitations. The study was conducted among ten
participants who had shared experiences, while other
patients in different study settings may have expressed
different views. Also, the study was conducted in two
different settings (patients’ homes and hospital), which
could be associated with potential bias. The sample size
was small, although this is a general limitation of quali-
tative research. Only one patient of Christian faith was
included, which made it difficult for the researchers to
understand the spiritual distress and coping across dif-
ferent religions, as the majority of the participants were
Muslim. Including patients from different religions in
further studies would be beneficial. Also, many patients
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were approached and couldn’t participate in the cur-
rent study due to deteriorations in their health status or
severe psychological distress, as they were in the terminal
stage of illness. In addition, the participants had different
forms of HMs; this highlighted the importance of explor-
ing experiences within specific types of HMs. This was a
short-term study and conducting long-term and repeated
interviews among patients would be a valuable future
study design.

Conclusions

This study used a phenomenological approach to pro-
vide a comprehensive and in-depth understanding of
the experience of pain and distress among patients with
HMs. The participants reported suffering from severe
pain and several physical, psychosocial, and spiritual
symptoms. During their journeys with HMs, negative
biopsychosocial suffering was the dominant experience
among participants. Addressing the terminal stage of ill-
ness and providing care in a more organized manner is
important for healthcare providers to address patient
needs from commencing care until they reach a peaceful
death. Considering spiritual needs and religious care is
important for HMs patients. This study provides essential
data for further expanding end-of-life and palliative care
services in Jordan and other Middle Eastern countries.
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