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ABSTRACT

This technical action research (TAR) aimed to develop an Islam-based
caring model for Muslim family caregivers of patients with peritoneal dialysis. The
process of the 5Rs consisting of response, reflection, relationship, relatedness, and role
modeling in Islamic caring theory, according to Barolia and Karmaliani, integrated
with gratitude approach within an Islamic thought of Latheef were used to guide the
model. Five Muslim peritoneal dialysis (PD) nurses were the key participants, as well
as thirteen Muslim family caregivers, and ten Muslim patients with peritoneal dialysis
who were recruited for the study as associate participants. Data were gathered using
face to face in-depth interviews, focus group discussion, observation, and field notes.
Content analysis was used to analyse the data with initial codes grouped into sub-
categories, generic categories, and main categories.

Results revealed that the initial Islam-based caring model was
composed of three components: inputs, the holistic Islamic caring process, and
outcomes. Two main inputs included those from PD nurses and Muslim family

caregivers. The essential PD nurses’ competencies in relation to caring for Muslim



family caregivers included cultural, holistic nursing, critical thinking competencies,
ability regarding peer group support, and holistic Islamic caring process. Muslim
family caregivers can be grouped based on the duration of caregiving including less
than or equal to and more than three months, which cover slightly different caring
activities. The holistic Islamic caring process consisted of the process of caring from
an Islamic perspective (5Rs) and the gratitude approach integrated with the nursing
process. The relevant strategies for providing a holistic Islamic caring process
included health professional collaboration, family meetings, peer group support, and
home visits. Two main Islamic perspectives in relation to caring for Muslim family
caregivers were required such as the religious doctrines and beliefs, and religious
practices. The outcomes of the model included caregiver burden and harmony in life
of Muslim family caregivers. The findings revealed that the initial Islam-based caring
model had a significant impact on the changes of nurse caring behavior and the
reduction of caregiver burden in social and psychological aspects. Meanwhile,
harmony in life was improved in terms of encouraging the Muslim family caregivers’
ability to manage caregiving and pleasantness in caregiving.

The initial Islam-based caring model can be valued as a holistic caring
model. Its benefit therefore can be seen as a basic knowledge that can be used further
in developing the body of knowledge in nursing science and of the knowledge of PD
nurses, both Muslim and non-Muslim, who can use the model as a guide for nursing
care in their practice. The model’s application in a different context may need to be

modified before being implemented.

Key words: Islam-based caring model, Muslim family caregivers, Peritoneal dialysis
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Chapter 1

Introduction

Background and Significance of the Problem

A patient with kidney failure (CKD stage 5) is defined as the patient
who has a level of glomerular filtration rate (GFR) of < 15 mL/min/1.73 m? or the
occurrence of signs and symptoms of kidney failure necessitating the initiation of
treatment by replacement therapy, respective of the level of GFR (National Kidney
Foundation, 2002). Recently, the incidence of kidney failure has been increasing and
has had a major impact on health care costs and health outcomes. Chronic kidney
disease is the cause of deaths that was ranked 17" in 2015 rising from 21% in 2005
worldwide. Overall, the mortality rate of chronic kidney disease has increased by
31.7% within 10 years (Wang et al., 2016). Likewise, internationally the number of
patients with Kidney failure who received dialysis is projected to increase to 5.4
million by 2030 (Liyanage et al., 2015). In Thailand, the mortality rate of chronic
kidney disease has been increasing in every part of country including the southern
region. Overall, the mortality rate was 34.9 per 100,000 population in 2018 increasing
from 33.9 in 2017. Focusing on the Southern Thailand, the mortality rate was 22.6 in
2018 increasing from 21.9 in 2017 (Bureau of Policy and Strategy, 2018). Likewise,
the number of patients with kidney failure was 859,333 in 2020 increasing from
855,419 in 2019 (Ministry of Public Health, 2020). Moreover, it was estimated that

the number of patients with kidney failure will also increase in developing countries



depending the rising population of elderly people (National Kidney Foundation,
2015).

Once chronic kidney disease progresses to an advanced stage or stage
5, renal replacement therapy (RRT) including hemodialysis (HD), peritoneal dialysis
(PD), and kidney transplantation (Tx) must be considered. Although, generally kidney
failure can be treated by these three modalities, PD is promoted as the first choice of
therapy in several countries including Thailand because PD is more advantageous
than HD in terms of survival outcomes (Foote et al., 2016; Yang et al., 2015), quality
of life (Atapour, Nasr, Boroujeni, Taheri, & Dolatkhah, 2016; Rad, Mostafavi,
Delavari, & Mostafavi, 2015; Wyld, Morton, Hayen, Howard, & Webster, 2012), and
cost (Karopadi, Mason, Rettore, & Ronco, 2013). Therefore, PD is selected as the first
choice of therapy in kidney failure patients due to being more cost effective than HD
(Chang et al., 2016).

Peritoneal dialysis is a one type of treatment for people who have
kidney failure, in which case their kidney functions are not working well resulting in
wastes and extra fluid congesting the blood and making the people sick (National
Kidney foundation, 2006). In October 2007, the Thai government decided to include
RRT under the universal coverage health care scheme (UC) and the “PD first policy”
has been established as a health benefit for patients under UC in 2008 (Sirivongs,
2015). Subsequently, the incidence of RRT has increased from 227.2 to 338.4 patients
per million populations in 2018 and 2019 respectively. Likewise, the incidence of new
patients receiving peritoneal dialysis (PD) increased from 2,069 in 2018 to 3,598 in
2020 (Chuasuwan & Lumpaopong, 2020). Beside this, many patients and their

caregivers decide to select PD because of the convenience to perform PD at home



(Morton, Tong, Webster, Snelling, & Howard, 2011). Focusing on Southern Thailand,
the prevalence of peritoneal dialysis has increased from 301.5 to 346.8 patients per
million populations in 2014 and 2015 respectively (Chuasuwan & Lumpaopong,
2015) as well as the prevalence of peritoneal dialysis in Satun province increasing
from 20 cases to 114 cases in 2013 and 2015 respectively (Chuasuwan &
Lumpaopong, 2015).

Peritoneal dialysis is a home-based therapy; patients and their
caregivers are required to perform dialysis-related tasks at home. After starting PD,
the patients may face negative experiences in physiological health (Jacquet & Trinh,
2019), psychological and emotional health (Griva et al., 2014), and social changes in
terms of limited travel and social contact, strict schedule, diet, and fluid intake, lack of
activities, and being dependent on others (Jacquet & Trinh, 2019; Hoang, Green, &
Bonner, 2018). In performing dialysis at home, the patients need necessary
knowledge, skills training, and continuity of support from healthcare professionals.
They also required holistic care delivery and person-centeredness to promote social
and emotional wellbeing (Hughes et al., 2019; Petersson & Lennerling, 2017; Tong,
Lesmana, Johnson, Wong, Campbell, & Craig, 2013).

In addition, support from family caregivers was reguired especially in
patients who have barriers to self-care (Hurst & Figueiredo, 2015; Petersson &
Lennerling, 2017; Varitsakul, 2012). Their support included: managing the medical
equipment (Tong et al., 2013), providing assistance with getting appointments,
emotional and social support, and assisting with domestic duties such as cooking,
washing, and earning (Hughes et al., 2019). They perceived that support from family

caregivers is crucial as it influences the success and ability to maintain them at home



on PD (Hurst & Figueiredo, 2015). Therefore, the caregivers are the key factor to the
successful health management of patients receiving PD at home.

Family caregiver is defined as a relative or friend who provides unpaid
assistance to a person with a chronic or disabling condition (Collins & Swartz, 2011).
They play a key role in the successful health management of patients with PD,
particularly those who lack the ability to self-care (Ng et al., 2020). Their important
roles include providing caregiving with comfort and support regarding dialysis-related
activities, diet management, symptoms relief, personal hygiene, teaching self-care,
and transportation (Kang, Yu, Foo, Chan, & Griva, 2019; Tao et al., 2020). The
evidences showed that health outcomes in patients with dialysis assisted by family
caregivers were better than those who did not have family caregivers (Cicolini, Palma,
Simonetta & Nicola, 2012; Xu, Zhuo, Yang & Dong, 2012). The evidences supported
the importance and effectiveness of a caregiver’s roles to improve positive outcomes
in patients with PD.

In order to perform the caregiver’s role, usually, the main caregivers’
needs consist of four categories including information, skills training, social support,
and financial support. Information needs include performing peritoneal dialysis, diet
and fluid management, medication management, and complications prevention
especially in the first few months after starting dialysis (Isenberg & Trisolini, 2008).
Skills training focuses on the general aspects such as activities of daily living, and
specific aspects such as technical health procedures (Sauvé, Vandyk, & Bourbonnais,
2016) expanding to resources and guidance (Pereira & Botelho, 2011). In regard to
social support, caregivers focus on support from peers, family members including

their care receiver, and health care providers (Hurst & Figueiredo, 2015; Silva,



Teixeira, Teixeira, & Freitas, 2013) for accessing assistance in terms of information,
skills training, and emotional support. Lastly, financial support is required for
management and care for relatives either in short or long-term periods. For Thai
caregivers, the types of support that caregivers need included giving information and
mental support, sharing information and experiences, and assisting with financial
issues (Limpanichkul, 2004). Apart from information needs, social and emotional
support have been identified as the primary needs. Family caregivers expressed that
support was a facilitator in performing their roles of caregiving (Sauve et al., 2016).
Consistent with the patients’ perspectives, they expressed that family caregivers also
needed support and additional assistance from health care providers especially from
nurses and doctors who work at the PD unit because they live with multiple caring
responsibilities and having health concerns while performing their duties as a
caregiver (Hughes et al., 2019; Petersson & Lennerling, 2017).

Fulfilling the role of a family caregiver has an effect on the family
caregiver’s life. The caregiver may experience both psychological and physical
burden, with previous studies showing that psychological burden represents more of a
toll than physical burden. Most caregivers perceived that the continued use of home
dialysis was a burden of care (Sauvé et al., 2016). Moreover, most caregivers reported
that they were more involved in tasks related to providing comfort or coaching for the
patient that constitute a burden (Griva et al., 2016). Hence, family caregivers are more
likely to be at risk for reducing psychological health (Cantekin, Kavurmaci, & Tan,
2016) in term of depression, anxiety, worry, stress/tension (Avsar et al., 2015; Kang,
Yu, Foo & Griva, 2015), resentment, guilt, loss (Tao et al., 2020), and loneliness

(Hoang, Green, & Bonner, 2018).



Psychological burdens were influenced by various factors that can be
categorized into patient-dependence factors such as changes in a patient’s health
(Jacquet & Trinh, 2019; Williams, 2015; Williams et al., 2016) and dependence of the
patient (Kim, 2012), and caregiver-dependence factors such as lack of social support
(Tao et al., 2020), lack of psychological support, low socioeconomic levels (Shah et
al., 2017), duration of care in terms of both the period of being a caregiver and hours
of care per day/week that positively correlated with caregiver burden (Shah et al.,
2017; Williams, 2015; Zhang et al., 2016), especially for the sole caregivers who
cannot share their roles with anybody else (Zhang et al., 2016). They perceived that
caregiving is as never-ending burden (Oyegbile & Brysiewicz, 2017) particularly
caregivers who provided prolonged caregiving may have raised levels of distress
(Oshio, 2015). Likewise, a study conducted among Thai caregivers found that being a
caregiver of a patient with CAPD for a long term (Limpanichkul, 2004), and the
duration of care (Limpawattana et al., 2013; Netchang, 2012) were associated with an
increased caregiver burden. It was suggested that once family caregivers are involved
in the dialysis, the impacts and burden on those caregivers should undergo routine
assessment (Hurst & Figueiredo, 2015).

Focusing on Southern Thailand, a large population is Muslim.
Culturally, they live their lifetime by using the Islamic beliefs and practices based on
the Qur’an, the Hadith, Sunnah, and Sunnah (Alsharif, Galt, & Kasha, 2011).
Muslims are required to respect their elders and to take care of their parents. Caring
for the parents was mentioned as the offspring’s responsibility in Islam (Nashif,
Hammad, Kane, & Al-Wattary, 2020). The importance of family is specified within

the Islamic values and attitudes. Islamic belief in family and kinships are the keystone



of Muslim life. Caring for family members is a primary responsibility of both the
individual and the community (Koenig & Shohaib, 2014). And every human is tasked
with taking care of other humans (Sadat-Hoseini & Khosropanah, 2017). Relatives
take care of the elderly, and regularly a member of the family will take care of the
family’s seniors and elderly parents as instructed by the Qur’an and the Prophet of
Islam (Begum & Seppénen, 2017). As the study of Hemman and colleagues (2017)
proposes, Muslim caregivers for patients with ESRD took care of their receivers by
the feeling of repaying gratitude as instructed by the Qur’an and the Hadith. However,
they can face negative feelings such as stress, anxiety, and becoming tired of
cargiving caused by being engaged in long-term caregiver being (Hemman, Nilmanat,
& Matchim, 2017).

Seen from an Islamic perspective, a human being consists of five
dimensions including physical, ethical, ideological, spiritual, and intellectual
dimensions (Barolia & Karmaliani, 2008). Health is achieved by achieving an
equilibrium in the existential dimensions of being human (Alimohammadi &
Taleghani, 2015). Once some dimensions are disturbed and the human faces obstacles
to care for himself/herself, it can cause the person to suffer from health impairment. A
nurse performing a helping role is viewed as a supporting person in all aspects (Sadat-
Hoseini, Alhani, Khosro-panah, & Behjatpour, 2013). Consistent with the concept of
caring in nursing from an Islamic perspective, its aim is to keep the balance in the five
dimensions of being human through the processes of response, reflection,
relationship, relatedness, and role modeling (5Rs), which empower the nurses in

maintaining harmony among all the five human dimensions. If a nurse succeeds in



keeping harmony, caring behaviors and caring actions are perceived as the results
(Barolia & Karmaliani, 2008).

Harmony is defined as peace, balance, and rhythm (Easley, 2007). It is
defined as a part of attributes of holistic practice. The promotion of harmony in
nursing interaction will result to benefits for family caregivers (Easley, 2007). For
Muslims, harmony is the fundamental aspect (Wani, Abdullah, & Chang, 2015). The
Islamic faith and its holistic direction focus on a way of life that promotes health and
harmony of the mind, body and soul (Easley, 2007). That is, holistic caring from an
Islamic perspective focuses not only on the physical aspects, but it is concerned with
the interrelationship between the multiple dimensions of a human (Barolia &
Karmaliani, 2008; Ismail, Hatthakit, & Chinawong, 2015; Taleghani et al., 2013), and
is based on well-being improvement, healing (Ismail et al., 2015), and burden
reduction (Suro & Weisman De Mamani, 2013).

Practically, the holistic care among Muslims is infrequently provided
by nurses particularly in Muslim family caregivers. Focusing on Thai family
caregivers, they experienced stress, anxiety, and becoming tired of caregiving
(Hemman et al., 2017). The existing nursing care for family caregivers of patients
with PD only focusing on information and/or skills training does not respond to all
aspects of being human in Islam context. In spite of holistic nursing for caregivers of
patient with CAPD recently is suggested to be a challenge role of PD nurse
(Kaenkarn, 2015), there are insufficient of holistic caring models for Muslim
caregivers. Nursing care in family caregivers of patients with PD still has a gap of

service comparing with the present guideline.



Previously, the holistic care was provided through the Islam-based
interventions or models in the participants both healthy persons such as student (Al-
Seheel & Noor, 2016) and illness Muslims patients such as multiple sclerosis (Saeedi,
Nasab, Zadeh, & Aliebrahimi, 2015), acute myocardial infarction (Mardiyono, 2012),
schizophrenia (Jannah, Suttharangsee, & Nukeaw, 2016), addicts (Khaledian,
Pishvaei, Baghteyfouni, & Smaeili, 2017), pregnant women who have high anxiety
and depression (Aslami, Alipour, Najib, & Aghayosefi, 2017), and critically ill
patients (Ismail, 2016). All of these interventions mainly focused on Muslim patients
in specific area.

As of the moment, there is no specific evidence of an Islam-based
holistic caring model conducted by or for the family caregivers. That is, previous
interventions or models cannot be absolutely applied in Muslim family caregivers.
There are also limitations of those interventions in terms of the feasibility of
utilization. Some interventions mainly focus on Islamic teaching (Khaledian et al.,
2017), non-Muslim nurses may encounter obstacles in providing their nursing
practice. Therefore, a new caring model was developed in this study aimed to fulfill
the limitations of previous interventions/models in terms of expanding it to be
conducted in Muslim family caregiver, with simplicity and being applicable by non-
Muslim PD nurses, showing feasibility in practice, and being consistent with the
Islamic thought.

The concepts of caring and gratitude within Islamic perspectives were
used to develop a new caring model. Also, in order to promote the PD nurses to
provide more holistic care to Muslim family caregivers and overcome the barriers in

providing holistic care, the Muslim PD nurses should participate in the process of an
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Islam-based caring model modification. The technical action research approach was
used characterized by promoting the involvement of all related person in relation to
caring model implementation.

The researcher anticipates that the development of an Islam-based
caring model proposed in this study using technical action research approach will help
the PD nurses to achieve the caring model that fits with the setting context and
culture. Consequently, the provision of holistic care of the PD nurses will be
improved and eventually lead to reducing caregiver burden and enhancing harmony in

life in Muslim family caregivers of patients with PD.

Objective of the Study

To develop an Islam-based caring model for Muslim family caregivers

of patients with peritoneal dialysis.

Research Questions

1. What are the components of an Islam-based caring model for
Muslim caregivers of patients with peritoneal dialysis?
2. How does an Islam-based caring model affect caregiver burden and

harmony in life among Muslim family caregivers of patients with peritoneal dialysis?



11

Theoretical Framework

An Islam-based caring model is developed based on the concepts of
caring in nursing from an Islamic perspective of Barolia and Karmaliani (2008)
integrated with the concept of gratitude within an Islamic thought of Latheef (2013)

and underpinned by a thorough literature review.

The concepts of caring in nursing from an Islamic perspective

The concepts of caring in nursing within Islamic perspective were
carried out on the basis of existing theories of caring including Jean Watson’s theory
of human caring, which has widely been used to develop caring models. According to
Watson’s theory of human caring, a person is a combination of three parts consisting
of body, mind, and spirituality correlated with each other (Madani, Cheraghi, Salsali,
& Rashvand, 2018). Therefore, the aim of this theory is to assure a balance and
harmony between health and illness experiences of a person (Watson, 2010).

Harmony is also embeded in Islam. Living in peace and harmony with
each other is Allah’s Will and His test (Wani et al., 2015). Achieving harmony and
balance between all components of a person implies achieving well-being and health
(Madani et al., 2018). Any human being is allowed to determine and find the meaning
in one’s own existence and experience. An imbalance or disharmony can be caused by
a deficit of a human element due to needs not being met. Disharmony between person
and world are determined as nursing problems (Sadat-Hoseini et al., 2013).
Transpersonal caring through the processes of caring and healing and being in

authentic relationships is emphasized with the aims of increasing harmony,
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wholeness, and unity of being by releasing some of the disharmony (Watson, 2010),
which is presented through a pleasant environment, feelings of satisfaction, and
positive self-concepts (Easley, 2007). Harmony is also determined as a holistic
concept feature of comprehensive nursing care (Madani et al., 2018).

The concepts of caring and harmony are also embedded in the
theological framework of Islam. According to Barolia and Karmaliani (2008), caring
is defined as a natural outcome of love that one has for humanity. Caring in Islam
focuses not only on the physical aspect of a being human, but it is concerned with the
interrelationship between the multiple dimensions of being human. Barolia and
Karmaliani (2008) reported the five dimensions of being human consisting of the
physical, ethical, ideological, spiritual, and intellectual dimensions, which constitute
the core category in the theory of caring in nursing from an Islamic perspective. Each
dimension is described as following.

1.1 Physical dimension

Physical care from an Islamic perspective consists of pain relieving—
either physical or psychological (mental) pain—, piety or maintaining cleanliness in
the physical sense and purity of mind, and prevention required for physical caring in
Islamic context.

1.2 Ethical dimension

This focus of the Islamic ethics involves the decision-making process
based on the principle of doing good to humanity. The ethical caring is about

respecting the others’ rights provided in Islam.
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1.3 Ideological dimension

The ideological dimension frameworks are 1) the duties toward Allah,
2) the duties toward mankind, and 3) the duties toward self. Ideological caring is
maintaining a balance in performing all duties.

1.4 Spiritual dimension

Spiritual dimensions were expressed as the concepts of inner
satisfaction achieved from service, human bonding, compassion, empathy, and hope.

1.5 Intellectual dimension

Viewed from an Islamic perspective, Muslims believe that intellectual
nurturing together with searching is taught through the verses in the Holy Qu’ran.
Muslims search and use intellect at all levels of caring.

Islam emphasizes keeping a balance among the five dimensions of the
human personality, which is based on the philosophy of Islam and the Holy Quran.
Therefore, balancing the five dimensions of the human personality is central for
providing nursing care resulting in harmony in life in an Islamic perspective. The
nurses can promote the balancing of all five dimensions of being human by using the
processes of response, reflection, relationship, relatedness, and role modeling, which
is a circular process. This process is named the caring action in this theory.

Response

Response refers to the actions that the nurses engage in when
responding to a unique human need to be accepted as a caring person and to be
supported in caring (McCance, McKenna, & Boore, 1999). This means that caring is
person-to-person recognition of intrinsic value and response to the value of him/her

(Boykin & Schoenhofer, 1990).
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Reflection

A combination of reflection and action is named as a caring praxis
(Watson, 2010). Reflection in nursing is often used for the analysis of nursing practice
in order to achieve an understanding of nurses’ practices and the development of the
critically thoughtful approaches for providing nursing care in complex situations
(Pierson, 1998). The nurses use reflection as a tool in learning in each of their
experiences, accessing often-overlooked issues, and then adapting their learning to the
new situation (Edwards, 2017).

Relationship

Caring is as a phenomenon in an interpersonal relationship process
(Blasdell, 2017). The intimate relationships are defined as an attribute of caring
process featured as protective and trusting. It is the type of closeness leading to strong
emotional feelings. The caring activities for promoting the intimate relationships
involve active listening, sincerity, helping patients or relatives to make an appropriate
decision, using respectful communication, paying more attention to other experiences,
and assurance of the human presence (Azizi-Fini, Mousavi, Mazroui-Sabdani, &
Adib-Hajbaghery 2012).

Relatedness

Relatedness in nursing refers to the interpersonal interaction between
nurse and patient. The characteristics of relatedness include genuineness, acceptance,
listening, presence, and empathy. In the process of a nurse-patient relatedness, the
nurse must open herself to the emotional or physical pain of the patient. In a clinical
setting, the relatedness is related to a patient’s feeling that the nurse genuinely likes,

respects, and values them. The nurses can support the relatedness in their practice by
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allowing the patients to talk and nurses are actively listening, providing simply touch
in recognition of the patients’ presence, considering the patient’s cultural preference
related to health beliefs, food preferences or spiritual practices, and allowing the
patients in planning care (Crary, 2016).

Role modeling

Role modeling influences learning environment and increasing the
competence of persons (Badruddin, 2018). It can be used for learning particular skills
and behaviors, representing the possible goals, and inspiring desirable goal
(Morgenroth, Ryan, & Peters, 2015). The persons who are role models should
recognize the state of interdependence, willingly entwining themselves with others,
learning and sharing with others. In this process of interaction, both the person and the
other may be changed in a positive way by the shared experience and the relationship.
The outcome of sharing experiences is to allow the role model influencing the other
person while also being changed by interactions with others. The role models value
continuous learning from observing and learning from others. A positive role model
can strengthen a positive effect on creating new behaviors for success in desired goals
(Lee, Kwon, & Ahn, 2021).

Concepts of gratitude in caring from an Islamic thought.

Caring within Islamic thought is not only a task of nurses, but every
human is tasked with taking care of other humans (Sadat-Hoseini & Khosropanah,
2017). Caring for family members is a primary responsibility of both the individual
and the community (Koenig & Shohaib, 2014). Gratitude has been a fundamental

focus of Islam in caring for family members or kinships in Islamic context. As in
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Qur’an stated the word of God that “Show gratitude to me and to your parents: to Me
is Goal” (Khalil, 2016).

The concept of gratitude within Islamic perspectives was described by
Latheef (2013). He explained that gratitude is the fundamental aspects of Islam. Islam
viewed the gratitude as a human virtue. It is categorized into two principles.

2.1 Gratitude to Allah

Gratitude to God is a central thought of Islam. Gratitude to Allah is the
essence of faith and responsibility of each human. The individual who accepts the
reality of Allah is a grateful person. The worship is a sign of thankfulness expressed
by them. Gratitude is what the most merciful creator requires from human beings. The
soul of Islam, all Muslims are taught to praise and be grateful to God. Praise and
thanks to God is expressed through the word “Alhamdulillah”.

2.2 Gratitude to human beings

Gratitude in Islamic thought does not only put much emphasis on
gratitude towards God, but Islam also gives much focus on gratitude towards human
beings. It is viewed as a virtue of a human. A Muslim can express his/her gratitude
through the word “Jazakumullahu Khair” meaning that giving thanks to Allah and
whoever does good at the same time. Expressed gratitude is as the key belief in
performing caring for family members. Muslims are required to respect their elders
and to take care of their aging parents. As stated in the words of the Qur’an: “Show
gratitude to me and to your parents: to Me is the Goal” (Khalil, 2016).

In the Islamic perspective, Islam reinforces people to express gratitude
or thanks giving. There are beliefs that gratitude is part of obedience, for blessings,

from the mind, and for the purpose of creation. Showing gratitude is an integral part
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of Muslim daily life. Praising five times through prayers constitutes a sign of showing
gratitude to God in a day. Muslims believe that everything comes from blessings of
Allah, therefore, Muslims are always thankful to Allah whether they face good or bad
experiences. Muslims always show their grateful to God through worship and they
believe that Allah will offer rewards to people who show gratitude to him (Latheef,

2013).

Methodological Framework

The methodological framework of this study is technical action
research (TAR). It is based on the positivism paradigm which is guided by interest in
improving control over outcomes (Jacobs, 2018). Positivism is addressed in technical
action research because positivist research techniques such as quasi-experimental
design may be used in action research. Meanwhile, action research including technical
action is empirical, experimental, observational, and intervention (Petersen, Gencel,
Asghari, Baca, & Betz, 2014). There is an assumption that behavior is objective and
testable, and generalizable and predictable. Its goal is problem-solving through
generalizations and empirical facts. Within positivism, epistemology is explained that
knowledge consists of facts and is measured and quantifiable. Epistemology of
technical action research is explained in the sense that knowledge is gained through a
disinterested stance on the issue being investigated and generated through causal
explanations and instrumentations. Ontology is also explained in the sense that reality

is independent of social construction and is objectively given without the bias of the
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researchers and their instruments. That is, its values are empirical testing of inductive
and deductive hypotheses (Jacobs, 2018).

This study is claimed as a technical action research. The power of
technical action research is the idea that often resides with the facilitator who controls
power in the research (Eilks & Markic, 2011). Within TAR, truth is discovered by
conducting the study designed by the researchers based on their knowledge related to
interested phenomena. Knowledge and truth are gained from data which is
experienced and verified between independent observers (Jacobs, 2018). The goal of
TAR is to test a particular intervention based on a pre-specified theoretical
framework. The nature of the collaboration between the researcher and other
participants is technical and based on facilitation. Researcher neutrality is required
(Jacobs, 2018). The researcher who is considered an expert and authority takes action
in the identification of the problem and designing a specific intervention, and then the
participants who involved in the investigation of the problem agree to facilitate the
implementation of the intervention.

Technical action research is a research design which the participants
depend on researcher as a facilitator while the participants are often co-opted. The
main objective aims at effectiveness and efficiency in performance, changes in social
practices (Gunbayi, 2020; Holloway, 2005). In order to achieve the outcomes of their
practice, it may involve changing the way others are participated in the practice. Both
participants and researchers together decide what is to be done, what is to be changed,
and what is to be evaluated and observed. Technical action research presents a one-
way relationship between the participant-researcher and the others who are involved

in or are affected by the research (Holloway, 2005). This research is designed using
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the action research process consisting of four aspects which are dynamic and link into
a cycle, and then continues to move into a spiral of planning, action, observation, and
reflection. The activities in each aspect are explained by Kemmis and McTaggart
(1988) as following:

1. Planning

In the planning process, the process in TAR starts with acquiring
access to the problem identified by the researcher. The researcher takes actions into
practice by telling what to do based on feedback (Gunbayi, 2020). Participants have to
collaborate in discussions—both theoretical and practical discourse—to build a key
idea. Then, an intervention for improvement, a goal, and data collection methods must
be agreed upon (Wieringa & Morali, 2012). Therefore, all participants have to analyze
and demonstrate their understanding and involvement in action in the situation. The
general plan must be flexible for adaptation to unexpected effects and unrecognized
factors in the action phase.

2. Action

Action is a careful and thoughtful variation of practice. It is guided by
planning. The implementation of the action plan in this phase will assume the nature
of social and political endeavor towards improvement.

3. Observation

After the action process, the effects of the action need to be observed.
Observation must be planned, flexible, and open to record the unexpected. It can
encourage improvement of practice through better understanding and more critically

informed strategies.
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4. Reflection

Reflection is an evaluative process. The effects of intervention and the
suggestions for continued proceeding are required through discussion among all
participants. This process leads to the reconstruction of the meaning of the situation
and will provide the revised plan.

In summary, the development of an Islam-based caring model in this
study aims to maintain the balance of the five dimensions of being human through the
process of 5Rs mentioned in the concepts of caring in nursing from an Islamic
perspective as formulated by Barolia and Karmaliani (2008) and integrating the
gratitude approach within an Islamic thought of Latheef (2013), while encompassing
the technical action research approach of Kemmis and McTaggart (1988).

The process of 5Rs consisting of response, reflection, relationship,
relatedness, and role modeling and showing gratitude through the process of praising
and worship are the major concepts, which are used to guide the scope of the nursing
activities in an Islam-based caring model aimed to encourage the balancing of the five
dimensions of being human in Muslim family caregivers. Meanwhile, the action
research approach is used as a method in the development of an Islam-based caring
model. The steps of model’s development follow the five steps of action research
including reconnaissance, planning, action and observation, and reflection. The
theoretical and methodological frameworks of the study are shown in Figure 1.1 and

the details are described in chapter 3.
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Definition of Terms

1. The Islam-based caring model is a newly developed caring model
of holistic care for Muslim family caregivers of patients with PD. It is developed
based on the concepts within Islamic perspectives including the concept of caring in
nursing of Barolia and Karmaliani (2008) and gratitude of Latheef (2013) and
underpinned by a thorough literature review. Action research described by Kemmis
and McTaggart (1988) is used as a methodological framework. This model
development is mainly designed by the researcher and is implemented by the PD
nurses to Muslim family caregivers and their patients with PD.

2. Nurse caring behavior refers to the actions of Muslim PD nurses
while providing Islamic-based caring model to Muslim family caregivers of patients
with PD in practice. This caring behavior includes verbal and nonverbal actions. It
was evaluated by qualitative data collection methods.

3. Caregiver burden refers to the perception of caregivers regarding
their emotional and physical health, social life, and financial status as a result of
caring for their relative (Zarit, Reever, & Bach-Peterson, 1980). It was evaluated by
qualitative data collection methods.

4. Harmony is defined as peace, balance, and rhythm perceived by the
family caregivers (Easley, 2007). The family caregivers are encouraged to express
their perceptions regarding a global and overall assessment of whether their life
involves balance, mindful non-judgmental acceptance, fitting in and being attuned

with their life by using a qualitative data collection method.
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Significance of the Study

1. The development of the caring model based on an Islamic thought
through the use of a technical action research (TAR) approach in this study is as the
initial holistic caring model for PD nurses in fulfilling the gap of present nursing care
for Muslim family caregivers of patients with PD. The PD nurses can apply this
holistic caring model, which is feasible and practical. Finally, they can apply this
model into their work in order to improve quality of care in Muslim family caregivers.

2. The development of an Islam-based caring model encourages the PD
nurses to be aware and sensitive to the cultural distinction of each Muslim family
caregiver. The PD nurses can achieve and then provide the caring model that truly fits
with Muslim culture. Consequently, Muslim family caregivers are engaged in
delivering care holistically covering the meaning of being human within Islamic

perspectives leading to caregiver burden reduction and harmony in life improvement.
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Chapter 2

Literature Review

This study was designed to develop an Islam-based caring model for
Muslim family caregivers of patients with peritoneal dialysis. The literature review
was conducted in order to guide this study as follows:
1. Patients with peritoneal dialysis (PD)
1.1 Situation of patients with peritoneal dialysis (PD)
1.2 The impact of peritoneal dialysis
1.2.1 The impact of peritoneal dialysis on the health care system
1.2.2 The impact of peritoneal dialysis on family caregivers and their patients
1.3 Caring for family caregivers of patients with peritoneal dialysis

2. Family caregivers of patients with peritoneal dialysis within an Islamic context.

2.1 Family caregiver’s role
2.2 Family caregiver’s needs
2.3 Factors related to caregiver care
3. Concepts of caring
3.1 Theory of caring in nursing
3.2 Concepts of caring in nursing from an Islamic thought
3.3 Concepts of gratitude in nursing from an Islamic thought
3.4 Nursing process
3.5 Evidences related to Islam-based caring programs/models
3.5.1 Activities/strategies of Islam-based caring programs/models

3.5.2 Duration of interventions and follow-up periods
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3.5.3 Outcomes of an Islam-based caring model
4. Action research (AR)
4.1 Philosophical and theoretical underpinnings of action research
4.2 Types of action research
4.3 Process of action research
5. The tentative Islam-based caring model development

6. Summary

1. Patients with Peritoneal Dialysis (PD)

1.1 Situation of patients with peritoneal dialysis (PD)

The incidence of patients with peritoneal dialysis has increased
depending on the rising number of patients with kidney failure. In 2015, chronic
kidney disease was ranked 17" of the causes of deaths rising from 21% in 2005
worldwide. In Thailand, the number of patients with kidney failure was 859,333 in
2020 increasing from 855,419 in 2019 (Ministry of Public Health, 2020). The
mortality rate of chronic kidney disease also has been increasing. Overall, the
mortality rate was 34.9 per 100,000 population in 2018 increasing from 33.9 in 2017.
Focusing on Southern Thailand, the mortality rate was 22.6 in 2018 increasing from
21.9in 2017 (Bureau of Policy and Strategy, 2018).

Likewise, internationally the number of patients with kidney failure
receiving dialysis is projected to increase to 5.4 million by 2030 (Liyanage et al.,
2015). Consistent with the number of patients with PD in Thailand, the incidence of

new patients receiving peritoneal dialysis (PD) increased from 2,069 in 2018 to 3,598
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in 2020 (Chuasuwan & Lumpaopong, 2020). Specifically in Southern Thailand,
Muslims represent around 24.3% of the population, which is large in comparison with
other regions in Thailand (National Statistical Office, 2016). The growth rate of PD
was ranked 4™ out of 7 regions in Thailand. The prevalence of peritoneal dialysis has
increased from 301.5 to 346.8 patients per million populations in 2014 and 2015
respectively (Chuasuwan & Lumpaopong, 2015). Specifically, the prevalence of
peritoneal dialysis in Satun province that is a province in the southern part of
Thailand, the number of patients with PD has increased from 20 cases to 114 cases in
2013 and 2015 respectively (Chuasuwan & Lumpaopong, 2015).

When CKD progresses to kidney failure, renal replacement therapy
(RRT) either by dialysis or transplantation will be required in order to extend life
expectancy. Prior to the initiation of RRT, the patients should receive timely
education about kidney failure and dialysis options including kidney transplantation,
peritoneal dialysis, hemodialysis, and conservative treatment (KDIGO, 2013). The
K/DIGO 2012 clinical practice guideline suggests that dialysis be initiated when one
or more of the symptoms are present including symptoms or signs of kidney failure
such as serotitis, acid-base or electrolyte imbalance, inability to control volume status
or blood pressure, progressive deterioration in nutrition status, and cognitive
impairment (KDIGO, 2013).

Normally, the treatments of kidney failure or ESRD are dialysis and
kidney transplantation. Two different types of dialysis are peritoneal dialysis and
hemodialysis. Peritoneal dialysis is a treatment for people who have kidney failure, in
which their kidney functions are not working well resulting in wastes and extra fluid

congesting in the blood and making the people sick (National Kidney Foundation,
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2013). It works through the body’s peritoneal membrane functioned as a natural filter.
Naturally, the peritoneal membrane is semi-permeable allowing some substances to
pass through. In the peritoneal dialysis process, dialysate or dialysis solution is filled
into the peritoneal cavity that acts as a reservoir holding through the peritoneal
catheter. Once the dialysate is inside the peritoneal cavity, the body’s waste products
pass from the bloodstream across the peritoneal membrane into dialysate. The
duration of dialysate staying in the peritoneal cavity is set depending on the body size
and amount of waste. It can last two hours or more. When a pre-set number of hours
is completed, the used dialysis solution is drained and replaced with a fresh solution
again (National Kidney foundation, 2013). Conversely, hemodialysis works through
using a machine as a filter called a dialyzer or artificial kidney to clean the blood
(National Kidney foundation, 2013).

At present, there is no consensus on the existing evidence of patient’s
quality of life. Many studies found that quality of life was similar between
hemodialysis and peritoneal dialysis patients (Rad et al., 2015). Some studies found
that quality of life in the PD patients was higher than for the HD patients (Atapour et
al., 2016). However, PD treatment has been selected based on medical conditions, life
style, and personal preference (Tamura, Tan, & O’Hare, 2012) decided by patients,
families and caregivers, and multidisciplinary teams. Previous studies indicated that
patients and family caregivers will mostly select the treatment that enhances survival
that is convenient to be performed at home, and does not affect their daily life

(Morton et al., 2011; Morton et al., 2012).
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1.2 The impact of peritoneal dialysis

1.2.1 The impact of peritoneal dialysis on the health care system

As renal replacement therapy has been included in health benefits for
patients under UC since 2008, peritoneal dialysis has been promoted as the first
treatment option for ESRD, called the “PD-first policy” (Sirivongs, 2015). The
demand for peritoneal dialysis has been rising. Mandatory strategies have been
developed to increase PD utilization and to improve quality of PD care. In the early
stage of the development process, the medical personnel and stakeholders involved in
policy making were supported by organizing visits to Hong Kong to learn about the
process and problems of PD first policy implementation. PD nurses were also given
support to learn and update PD practice and patient care problem in Singapore. Later,
a PD technology and training center was established for providing training for
medical personnel including PD nurses, nephrologists, internists, and surgeons. PD
problem solving meetings have been set up for discussing patient problems,
insufficient manpower, and psychological support. Since 2014, regional RRT
technology and training centers have been developed to improve the quality of PD
care in each region of Thailand. Their role are site visits, data collection and analysis,
quality assessment, key performance index monitoring, and running training program
for medical personnel (Sirivongs, 2015). Focusing on PD nurses, the shortage of
skillful PD nurses is a serious concern. To remedy the situation, the nationwide PD
nurse training course was established in 2007 with the collaboration of many
organizations and institutes and with full financial support from the National Health
Security Office (NHSO) (Thaiyuenwong et al., 2011). In 2015, more than 400 nurses

attended the PD training courses (Sirivongs, 2015) and the number of peritoneal
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dialysis centers was 224 covering seven regions of Thailand (Chuasuwan &
Lumpaopong, 2015).

Moreover, the national CAPD guidelines were established for caring
for CAPD patients and providing treatment of complications including malnutrition,
peritonitis, and inadequate dialysis (Dhanakijcharoen, Sirivongs, Aruyapitipan,
Chuengsaman, & Lumpaopong, 2011). After establishment of the PD first policy,
relevant personnel have tried to study the impact of dialysis either in patients or their
caregivers and explore strategies in order to improve quality of PD care in practice.

In summary, many of the previous studies supported PD as being more
appropriate to the patients’ and family caregivers’ perspectives than HD in terms of
survival outcomes, quality of life, and cost. Therefore, PD has been selected as the
first choice of therapy in ESRD patients. As PD is a home-based therapy, the family
caregivers or support persons are likely to play roles as the key factor to successfully
manage the health in those who receive PD. There are many studies that have
described an association between family caregivers and the improvement of health
outcomes in the patients. The study showed an advantage of family-assisted patients
in terms of decreasing the duration and the rate of peritonitis. However, once the
family caregivers get involved in performing a caregivers’ role, they may face
burdens in all aspects. The psychological burden is the most revealed burden
compared with the two other burdens. Therefore, the nurse should not ignore those

problems that are likely to occur in family caregivers.
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1.2.2 The impact of peritoneal dialysis on family caregivers and their
patients

When patients receive the peritoneal dialysis treatment, they may face
negative experiences including in physiological health such as fatigue, bloating or
pain, and interference with sleep (Jacquet & Trinh, 2019), as well as psychological
and emotional health issues such as depression and anxiety (Griva et al., 2014), and
social changes such as restricted and limitation life in terms of limited travel, strict
schedule, diet, and fluid, limited income, high medical expenses, limited social
contact, lack of activities, time consumed by the treatment, and being dependent on
others (Jacquet & Trinh, 2019; Hoang, Green, & Bonner, 2018). A previous study
reported that the psychosocial impact of dialysis on patients especially anxiety,
depression, and stress constituted a risk factor for low physical and mental quality of
life (Garcia-Llana, Remor, Peso, & Selgas, 2014). This is consistent with a study of
Griva and colleagues (2014); they reported that the patients with PD are at risk for
emotional distress which leads to poor physical health.

Peritoneal dialysis affects both patients and family caregivers. A family
caregiver is viewed as the key persons to successfully manage the patients’ health.
Many previous studies supported that health outcomes in patients with dialysis
assisted by family caregivers were better than those who did not have family
caregivers (Cicolini et al., 2012; Xu et al., 2012). The impact of dialysis caregiving on
family caregiver has been explored. When family caregivers are involved in dialysis
care, certainly, it impacts on their life. When they knew that they were to become a
caregiver for a loved one, the caregivers expressed their experiences saying that they

felt like they were losing the ability to have control over time because they spent more
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time in caring for their recipients; they felt alone, and they perceived taking care of
someone else’s life as being the result of performing their new role of caregiver
(Pereira & Botelho, 2011). Most caregivers perceived that patients’ understanding and
continued use of home dialysis were a burden of care (Sauvé et al., 2016). Beside
dialysis-related activities, most caregivers reported that they were more involved in
tasks of providing comfort or coaching the patient which become a burden (Griva et
al., 2016). Caregivers reported multiple negative changes in their health related to the
caregiving experiences related to their psychological and physical health.

Psychological problems

Caregivers are more at risk when it comes to experiencing a
deterioration in their psychological health status as previous studies showed that the
psychological aspect was the most affected dimension in caregivers (Cantekin et al.,
2016). Burden regarding psychological health aspects such as the caregiver burden
(Avsar et al.,, 2015; Bayoumi, 2014; Limpawattana et al., 2013; Mashayekhi,
Pilevarzadeh, & Rafati, 2015) was defined as role strain and personal strain
(Bayoumi, 2014), depression, anxiety, worry, stress/tension (Avsar et al., 2015; Kang
et al., 2015), resentment, guilt, loss (Tao et al., 2020), loneliness (Hoang, Green, &
Bonner, 2018), and burnout (Sinnakirouchenan & Holley, 2011). These burdens were
found that it could be waned over time (Kang et al., 2019). Especially, during the first
three months after being a caregiver, family caregivers experience greater levels of
burden. It may be caused by lack of family support, or financial strain (Milbury, Badr,
Fossella, Pisters, & Carmack, 2013). It also depends upon self-efficacy (Lee et al.,
2018), patients’ conditions (Manskow et al., 2015), and activity of daily living of the

patients (Goto et al., 2019).
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Specifically, in the case of Muslim caregivers, the study of Rabiei and
colleagues (2015) reported that Muslim caregivers of patients undergoing dialysis
faced negative feelings such as anxiety, worry, and uncertainty caused by caregiving.
Similarly, the study of Pourghaznein and colleagues (2018) found that the caregivers
of patients with HD perceived dialysis as prison for them and their loved ones. It
made them face exhausting, emotional and psychological tension such as
hopelessness, endless concerns, suffering and sorrow, and a sense of neglect.
Consistent with Thai-Muslim caregivers, they experienced feelings of anxiety and
stress resulting from being a caregiver of a patient with ESRD over a long period of
time (Hemman et al., 2017).

Physical problems

The negative changes in physical health include health problems, little
time for self-care (Alnazly & Samara, 2014), feeling tired, decreased exercise, energy,
and the amount and quality of sleep, and increases in body weight (Avsar et al.,
2013). They revealed that caregiving can result in negative physical health effects
(Williams et al., 2016), especially during the first three months after being a caregiver
(Milbury et al., 2013). This may be caused by the feelings of being unprepared and by
physical disturbances (Stamataki, Elliss, Costello, Fielding, Burns, & Molassiotis,
2014).

Specifically, in the case of Muslim caregivers, they can face frustration
(Rabiei, Eslami, Abedi, Masoudi, & Sharifirad, 2015) and fatigue as expressed by
Thai Muslim family caregivers (Hemman et al., 2017). In summary, family caregivers

experience not only psychological burden, but they also faced physical burden.
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Social problems

Other burdens that were identified by family caregivers were social
problems such as social isolation from family and friends (Alnazly & Samara, 2014;
Pourghaznein, Heydari, & Manzari, 2018). They described that caregiving resulted in
disconnection with others. They could not engage in social activities and social
relationships (Oyegbile & Brysiewicz, 2017). These may increase the risk of social
isolation (Sun et al., 2019).

Spiritual problems

When family caregivers experience burden, spiritual health is affected.
The results from previous studies showed that the caregiver burden was negatively
correlated with the domains of spirituality (Anum & Dasti, 2016; Chafjiri, Navabi,
Shamsalinia, & Ghaffari, 2017). Even though the caregivers prefer the healthcare
providers to address spiritual issues, spiritual support for caregivers is lacking in
practice (Selman et al., 2018). In a Muslim context, the meaning of spirituality is
defined as the relationship with Allah and trust in Allah. Praying, saying prayers,
reciting the Holy Qu’ran are perceived as a spiritual practice. Muslims believe that
these spiritual practices can help them to relieve and cope with their stress. Once
caregivers get involved in the caregiving process, some caregivers stated that they
spend less time to practice spiritual activities (Kiyancicek & Caydam, 2017).

These impacts are important. Caregiver burden had a negative effect on
both the caregiver and the patient. This is especially true for the caregiver as the study
supported that caregiver burden had a greater negative effect more than on the patient
(Griva et al., 2016). In addition, the burdens of each aspect have an intercorrelation as

a previous study showed that depression and anxiety are associated with role conflict,
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poor caregiver health, and fear about the future outcomes of the patient (Williams et
al., 2016). Likewise, the role of spirituality can influence the psychological health of
caregivers (Anum & Dasti, 2016). In the long-term, many factors as outlined above
finally influence caregivers’ quality of life. The previous studies found that the
experience of burden, caregiver workload, and stress had adverse effects on the
quality of life in caregivers (Starks, 2016).

1.3 Caring for family caregivers of patients with peritoneal dialysis

Based on the impact of peritoneal dialysis on family caregivers as
described above, there are holistic effects on family caregivers’ life. The PD nurses
have challenged roles in protecting and reducing caregiver burden. Identification and
support of family caregivers should be assessed as soon as family caregivers are
identified. Initial family caregiver assessment should be composed of an observation
of the family caregiver’s situation aimed to identify needs and resources.
Reassessment is suggested to be considered whenever the health and functional status
of family caregivers and their care recipients change triggered by the diagnosis of
treatment (Swartz & Collins, 2019).

According to Watson’s theory of human caring, family caregivers
should be allowed to find the caring process meaningful, and encourage psychological
well-being, and personal development. Its process can be started with the
identification of caregivers’ problems followed by making care plan and evaluating
outcomes of these plans (Senturk et al., 2017). Appropriate interventions and
resources should be directly provided as support to family caregivers.
Psychoeducation, skills training, and therapeutic counseling interventions are

recommended to be provided to family caregivers because it shows success in
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decreasing caregiver burden and improving caregiver quality of life (Swartz &
Collins, 2019). Support, assistance, and training of the family caregivers should be
provided by nurses in such a way that family caregivers can periodically reduce their
difficulties of caregiving. According to Couto et al. (2018), nursing care for family
caregivers based on their culture needs to be executed with awareness, respect, and
valued by the nurses when providing nursing activities. Preservation or maintenance
of cultural care is beneficial to maintain and strengthen positive feelings, experiences,
adaptation, and self-esteem of family caregivers. Accommodation or negotiation and
repatterning of cultural care methods need to be established. Nursing actions aimed to
assist the family caregivers in the modification process of negative patterns should be
sought.

Nurses’ role in relation to caring for family caregivers includes
advocacy, monitoring, and administrative duties. Information and education must be
provided (Morrison & Korol, 2014). Skill training is also important. It affects a
caregiver’s confidence, mental health, and burden (Mollica, Litzelman, Rowland, &
Kent, 2017). However, physical care is only one component of nurses’ tasks.
Psychological, social, and spiritual needs are also important dimensions of care,
which are difficult to attend to (Morrison & Korol, 2014). Caregiver care requires a
multidisciplinary approach. Therefore, the nurses sometimes need to take action as
coordinator with multidisciplinary teams in order to manage the care needed for

family caregivers (Grant & Ferrell, 2012).
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2. Family Caregivers of Patients with Peritoneal Dialysis within an Islamic

Context

2.1 Family caregiver’s roles

A family caregiver is defined as a friend or relative who provides
unpaid assistance to a person with a chronic or disabling condition (Collins & Swartz,
2011). Caregiving is defined as “the process of helping another person who is unable
to do so for themselves in a holistic manner” (Hermanns & Mastel-Smith, 2012).
Generally, the caregiver can be categorized into two main groups which are a primary
caregiver (referring to a person who has the greatest responsibility for care), and
secondary caregivers (referring to a person who provides a supportive role to the
primary caregiver or care recipient with discontinuous activities) (Marino, Badana, &
Haley, 2020). A family caregiver’s activities cover the complexity and multitude of
activities and tasks. It can be summarized as including activities of daily living and
caregiving activities such as performing dialysis, personal hygiene, diet management,
symptom management, comfort, teaching self-care, transportation (Kang et al., 2019),
medical appointment arrangement, and organization of supplies (Hoang, Green, &
Bonner, 2018).

Caregivers’ roles can be described into five dimensions of caregiving
activities such as appraising, advocating, juggling, routinizing, and coaching.
Appraising was defined as monitoring and evaluating the patients’ conditions and
their response. Those caregivers were continually appraising and reappraising
depending on the receivers’ conditions and their situations. Advocating was defined

as communicating in favor of or entreating on behalf of the loved one while in the
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process of interaction with other related persons especially health care providers.
Juggling was defined as maintaining more than one valued activity in movement or
going forward at one time usually used in appraisal. Routinizing was defined as the
establishment of a streamlined pathway of behavior that was changed over time and
normally followed usual activities. The last dimension, coaching, was defined as
activities assured to facilitate the patient to perform self-care (Hoang, Green, &
Bonner, 2018).

Caregivers of patients with peritoneal dialysis are involved in the
management of technical health procedures for their loved one. The initiation of being
a caregiver includes the caregiver having to learn and appraise their life. McDonald
and colleagues (2016) described the learning pathway of family caregivers to manage
technical health procedures at home as consisting of three phases as follows.

First is an initial phase which is a concentrated duration of training.
This phase aims to ensure a family caregiver’s ability to perform the procedure by
his/her self at home. Thus, the most concentrated teaching and training are provided
by health professionals in order to ensure patient safety. Many aspects to teaching and
learning to manage a technical health procedure include education regarding the
larger health condition which necessitated the procedure, the practical techniques
regarding the procedure, clinical reasoning and decision-making skills, recognizing
and monitoring potential problems, managing and seeking resources for helping and
supporting. In this phase some caregivers face negative emotional experiences such as
feeling nervous and fearful.

In the second phase of novice carers, it begins when the caregivers are

adequately competent to perform the technical health procedures at home.
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Professional health care providers tend to disengage except for when caregivers
request their assistance. Caregivers try to seek additional resources for learning such
as the internet and other caregivers. In this phase most caregivers stick to the
procedures that have been given by health professionals, then they began to apply
individualized standard procedures. Sometimes they experience difficulties from
unexpected situations. The caregiver proposed that they need professional support to
help and advise them. Problem-solving and an adaptation process was involved in
adapting to a life that led to new routines. They also face negative emotional
experiences such as distress. They try to cope by using several strategies both positive
and negative ways such as focusing on the benefit at the end, seeking other options,
refusing to manage that procedure, and avoidance.

In the last phase, becoming and being an expert caregiver, the
caregivers developed into experts who were highly competent to manage specific
procedures. The time for development into this phase varied depending on the
frequency of practice, the complexity of procedures, experience dealing with
variations and problems, and individual factors. Therefore, the needs of caregivers
likewise vary depending on several factors.

2.2 Family caregiver’s needs

In order to perform the caregiver’s role, caregivers’ needs should be
responded to. There are four categories of caregivers’ needs mentioned in previous
studies. Three categories of caregivers’ needs were reported in the study of Silva and
colleagues (2013) consisting of information and training, professional support, and
legal and financial support as well as spiritual care needs (Kiyancicek & Caydam,

2017).
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2.2.1 Information and training

Generally, caregivers require information regarding the clinical
diagnosis and condition, progression of the disease covering signs and symptoms,
prognosis, and management of abnormal behaviors, diet management, supporting
resources and accessing ways as well as guidance for performing their tasks. Training
was focused on the general aspects such as activities of daily living, and specific
aspects such as technical health procedures. Some cases extend to information about
the end of life.

In regard to specific caregivers of patients with peritoneal dialysis, the
literature review found that the information needs will change over time. It can be
separated into three phases depending on the three stages of dialysis care. First, the
initial stage of dialysis care was referred to as the time of the initiation of diagnosis.
Usually, most caregivers focus on the following two main issues, understanding the
diagnosis and the necessity for the patient to be treated with dialysis and habituating
themselves with dialysis by learning about the aspects of dialysis and the expected
outcomes (Oyegbile & Brysiewicz, 2017). In the second phase, the stage during the
first few months after beginning dialysis, caregivers’ needs are changed to focus on
the common role of family members. They began to establish standard procedures for
their specific situation. They also sought the additional sources for learning such as
internet for information and communication with peers. Professional healthcare
support was required when unexpected situations occurred. In the third phase, they
became an expert caregiver. The experience and confidence in their skills and
judgment resulted in modification of techniques or procedures. They still had

limitations in terms of skills and knowledge so that additional teaching from
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professional healthcare was still needed (McDonald, McKinlay, Keeling, & Levack,
2016).

2.2.2 Professional support

Professional support was mentioned by most caregivers in several
studies. The main reasons are to recruit efficient resources that can be available for
accessing assistance. This category also covers emotional support due to caregivers
possibly having difficulties for coping and managing their stress. Besides, these
caregivers need professional support for helping in the identification of emotional
problems as well as helping in building support groups, reframing their situations, and
dealing with their family. They also expressed that they need social support for
adjustment (Jiang et al., 2015). Specifically, caregivers of patient with peritoneal
dialysis, in regard to social support, focus on support from peers, family members
including their care receiver, and health care providers (Hurst & Figueiredo, 2015;
Barutcu & Mert, 2016). Support was a facilitator for family caregivers to perform
their roles (Sauvé et al., 2016). In addition, mental support and sharing information
and experiences were addressed as the needs of Thai family caregivers
(Limpanichkul, 2004).

Moreover, in order to achieve effective support from healthcare
providers and/or others such as peers, family members, and care receivers, family
caregivers emphasized that the need of effective communication is important in
improving communication with other related persons especially the professional
health care providers. They perceived that effective communication is as an
instrument for better interaction particularly between the nurse and caregiver or the

caregiver and care receiver.
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2.2.3 Legal and financial support

Caregivers emphasized the needs of legal and financial support for
assistance in the clarification of eligibility regulations as well as Thai family
caregivers (Limpanichkul, 2004). It was also helpful for the management of their
finances either in short or long-term planning.

2.2.4 Spiritual care

Spiritual care needs are often neglected by healthcare provider as
perceived by caregivers, in spite of spirituality being deeply rooted in the caregivers’
culture and religious values and that caregiving process can be reorganized from a
negative experience into a positive experience regarding their role and situation
(Akoob, 2013). The family caregivers may face the negative feelings such as anger
and disbelief in earlier stage. When caregiving process is continued, the family
caregivers will turn to spirituality and finally accept their situations (Pourghaznein et
al., 2018).

Spiritual needs of Muslim family caregivers were reported that were
for companionship, to experience or appreciate beauty, to be accepted as a person, to
give or receive love, and for compassion and kindness (Kiyancicek & Caydam, 2017).
Caregivers reported that spiritual care or support was inadequate because of
insufficient staff time, lack of motivation and prioritization and/or interest. The need
to develop educational interventions for staff such as considering ways to make
spiritual care suitable for different populations, improving the assessment of spiritual
care needs, studying the impact of spiritual care and considering caregivers’ spiritual
care needs were emphasized by caregivers (Selman et al., 2018). Healthcare providers

can support their spiritual practices by showing respect for their practice, cheering up
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and showing sympathy to their practice, providing psychological support, and being
gracious (Kiyancicek & Caydam, 2017).

The meetings about caregivers’ needs led to effective adaptation in
performing caregivers’ roles. Once family caregivers faced difficulties, the strategies
that they tried to use for coping were for maintaining quality of life, sustaining
psychosocial well-being and ensuring suitable care (Barnieh et al., 2014). These
strategies were for seeking support from healthcare providers, family or/and friends,
and turning to spirituality in acceptance and trust in God (Nashif et al., 2020; Nemati,
Rassouli, Ilkhani, & Baghestani, 2017). Adjustment in the psychosocial and spiritual
domains can enhance quality of life, according to previous studies (Davison &
Jhangri, 2013; Garcia-Llana et al., 2014; Kaltsouda et al., 2011; Kristofferzon et al.,
2011). Therefore, family caregiver’s needs should have been fulfilled in order to
enhance positive coping.

2.3 Factors related to caregiver care

In caring for family caregivers, in practical terms, nurses may
experience the barriers to provide holistic care to family caregivers such as lack of
knowledge and experience (Carvajal, Haraldsdottir, Kroll, McCormack, Errasti-
Ibarrondo, & Larkin, 2019; Green & Kim-Godwin, 2020; Neathery, Taylor, & He,
2020), lack of time, being task-oriented, lack of family involvement, multitude of
tasks and roles (Chen et al., 2017; Kenny & Allenby, 2013), lack of conformity with
professional norm (Zamanzadeh, Jasemi, Valizadeh, Keogh, & Talleghani, 2015),
lack of communication skills (Carvajal et al., 2019), and unclear organization policy
(Burkhart et al., 2019). Also, the lack of guideline and support from healthcare

providers were perceived as a contributing factor to the negative experiences or
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burden of family caregiver (Couto, Caldas, & Castro, 2018). There was evidence
reported that nurses should recognize family caregivers’ experiences of caring for
care recipients and respond to the actual expectations and needs. The understanding
regarding family caregivers’ experiences of caregiving is required and aimed to
improve family caregiver support (Martin, Olano-Lizarraga, & Saracibar-Raxquin,
2016).

Negative experiences or all aspects of burden as mentioned earlier can
be referred to as “caregiver burden”. Zarit and colleagues (1980) defined caregiver
burden as “the extent to which caregivers perceived their emotional, physical health,
social life, and financial status as a result of caring for their relative”. Burden can be
grouped into subjective and objective burden. Firstly, subjective burden was the
personal perception of the caregivers while performing caregiving tasks (Pristavec,
2019). Secondly, objective burden implies events or activities regarding negative
caring experiences (Liu, Heffernan, & Tan, 2020). There was an evidence reported
that caregiver burden can be increased within 6 months after the initiation of dialysis
(Goto et al., 2019). Adelman and colleagues (2014) reviewed risks factors for
caregiver burden that included gender, low educational attainment, staying with care
receiver, depression, social isolation, financial stress, prolonged hours of caregiving,
and lack of choice in being a caregiver. With a focus only on caregivers of patients
with end-stage renal disease, the caregiver care and support related with various
factors can be categorized into patient-dependence and caregiver-dependence factors.

2.3.1 Patient-dependence factors

There are three patient-dependence factors mentioned in previous

studies including age, changes in a patient’s health, and dependence of the patient.
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Age, especially older patients, the study showed that older patients
positively correlated with caregiver burden (Williams, 2015).

Patient’s health, there was study supported the view that patients’
health and changes in a patient’s health had negative correlation with caregiver
burden. Dependence of the patient is reported as affecting and increasing caregiver
burden (Tao et al., 2020). Whenever caregiving demand increased, especially among
care-recipients who depended totally on their family caregivers for caregiving, the
burden subsequently was developed (Oyegbile & Brysiewicz, 2017). Similarly, the
study of Kim (2012) demonstrated that dependence of peritoneal dialysis patients had
positive correlation with burden of their family caregivers.

Moreover, asking for more help than needed was perceived as the
cause of being stressed in caregiving (Shah et al., 2017).

2.3.2 Caregiver-dependence factors

Caregiver-dependence factors can be grouped into personal
characteristics factors, social support factors, and duration of care.

Personal characteristics factors

Personal characteristics factors of caregivers include gender in which it
cannot now be exactly concluded whether male is more vulnerable than female. Some
evidence showed that males have higher levels of perceived caregiver burden than
females (Adelman et al., 2014; Limpawattana et al., 2013). Some studies reported that
burden is not different between males and females especially in the short-term (Oshio,
2015). In contrast, in the long-term, females who provided prolonged caregiving are
more disposed to present psychological problems than males (Oshio, 2015). Other

factors, such as older age, race such as white (Williams, 2015), economic status
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especially low socioeconomic levels or inadequate income (Limpawattana et al.,
2013), and health status were positively correlated with caregiver burden
(Limpanichkul, 2004; Limpawattana et al., 2013; Williams et al., 2016).

Social support factors

Social support factors relate to caregiver burden especially lack of
social support (Tao et al., 2020) in terms of psychological, emotional, financial
support from both health care providers and the family (Washio et al., 2012).

Duration of care

Duration of care in terms of both the period of being a caregiver and
the hours of care per day/week positively correlated with caregiver burden (Shah et
al., 2017; Williams, 2015). Caregivers perceived regarding caregiving that it is a
never-ending burden (Oyegbile & Brysiewicz, 2017). They spent more time on caring
for their loved one than on caring for own health (Jowsey, McRae, Gillespie,
Banfield, & Yen, 2013).

During the first 6 months of caregiving, family caregivers expressed
that they had higher levels of burden, especially the time-dependence and physical
burden. The result showed that after becoming a caregiver, caregiver burden
decreased from the start of caregiving to 3 months, and then increased up to 9 months
caused by reducing work hour or leaving the jobs (Pucciarelli et al., 2018). Consistent
with the study of Milbury et al. (2013), their study reported that health problems
related to caregiving had greater levels of burden at 3-month follow-up as well as lack
of family support and financial strain. These may associate with the caregiver’s needs
and preparedness. There is evidence supporting the claim that the caregiving demands

were higher during the first three months.
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Once they felt unprepared for and had the feelings of physical
disturbance, they are faced with a greater caregiver burden (Stamataki et al., 2014).
The perception regarding caregiver burden over the 6-month were different based on
the family caregiver’s self-efficacy (Lee et al.,, 2018) and patients’ conditions
(Manskow et al., 2015). This is consistent with the information in family caregivers of
patients with dialysis. Activity of daily living of patients with dialysis were decreased
during the first three months of dialysis initiation, which caused a high caregiver
burden (Goto et al., 2019). In addition, there was a previous study which supported
that caregiver who provided prolonged caregiving may have raised levels of distress
(Oshio, 2015), and caregiver burden over time (Kang et al., 2019). Based on this
information, it can be concluded that the first 3-9 months of caregiving are
particularly problematic for family caregivers.

With regard to the Thai caregivers, a study of Limpanichkul (2004)
reported that caregiver burden was at a mild to moderate level. The factors that
influenced caregiver burden included the patient’s physical functioning. Likewise, the
study of Varitsakul (2012) reported that most of the patients with PD were more
dependent and had less self-management capability. Other factors that influenced
Thai caregivers were economic status (Limpanichkul, 2004; Limpawattana et al.,
2013), the age of the caregiver, caregiver’s health status, and the duration of care in
terms of both the period of being a caregiver and the hours of care. The studies found
that being a caregiver of a patient with CAPD over a long period of time, the duration
of care was associated with an increased caregiver burden (Limpanichkul, 2004;
Limpawattana et al., 2013; Netchang, 2012), especially for a sole caregiver who

cannot take a vacation.
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In summary, caregiver burden can be influenced by several factors of
patient-related and caregiver-related factors. Complexity of patients’ health and
dependence of patients’ function are the main causes of increased caregiver burden.
There are many caregiver-related factors that induce caregiver burden including
personal characteristics, social support, and duration of care factors. Specifically,
economic status, the age of the caregiver, caregiver’s health status, and the duration of
care in terms of both the period of being a caregiver and the hours of care are the
leading cause of increased caregiver burden in Thai caregivers. A direct intervention
aimed at dealing with those factors may face difficulties. Therefore, helping family
caregivers adjust their thought to living with caregiver’s roles is as an alternative way
to promote positive feelings in the long term. This requires development of best
practices and the development of a caring model for family caregivers that meets their

needs as they find themselves challenged by new responsibilities.

3. Concepts of Caring

3.1 Theory of caring in nursing

A nursing theory that has been widely used as a framework to guide the
development of caring models is Watson’s theory of human caring. This theory aims
to assure a balance and harmony between health and illness experiences of a person.
Nursing in this theory is characterized as a profession that performs personal,
scientific, ethical, and aesthetical practice (Ozan, Okumus, & Lash, 2015). A caring
model defined by Watson is both art and science; it embraces and intersects with art,

science, humanities, spirituality, and new dimensions of mind-body-spirit. The



48

original major concepts of the theory of human caring are composed of four concepts
including carative factors/clinical caritas process, transpersonal caring relationship,
caring moment/caring occasion, and caring-healing consciousness (Watson, 2010).

First, ten carative factors, Watson stated that ten carative factors
constitute a framework for providing a format and focus for nursing or core of
nursing. This is the guidance for nursing. Later, carative factors were transposed to
clinical caritas process in which spiritual dimension and evocation of love and caring
are merged.

Second, transpersonal caring relationship, this focuses on a concern for
the inner life world and subjective meaning of a person who has an experience. In the
process of caring and healing, transpersonal caring is used to connect with and
embrace the spirit or soul that is an authentic relation in the moment. The nurse will
enter into the life space or experience of another person and be able to identify the
other person’s condition of being influenced by the caring consciousness and
intentionality and the energy generated by them. Namely, the nurse will focus on
caring, healing, and wholeness rather than on disease and pathology. It refers to the
nurse focusing on the uniqueness of self and other and the uniqueness of the moment
(Watson, 2010).

Third, caring moment/caring occasion, it refers to the moment
whenever the nurse and another person interact for caring. A caring moment involves
an action and an option by both the nurse and the other. The opportunity to decide
how to be and what to do with it and in the moment is created (Watson, 2010). Thus,
communications and interactions will occur between a nurse providing care and

another receiving care (Senturk, Kugukgucli, & Watson, 2017).
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Lastly, caring-healing consciousness, Watson believed that
transpersonal caring proceeds through the nurse’s consciousness. She emphasized that
caring-healing consciousness can be obtained through love and that this happens
whenever the nurses approach their patient with love. Also caring and healing can be
gained when caring is based on healing consciousness (Sentlrk et al., 2017; Watson,
2010).

3.2 Concepts of caring in nursing from an Islamic thought

Islamic thoughts are the concepts that have tangible meaning in the
mainstream of life. The concepts of Islam are controls to the conduct of individual in
this worldly life and toward the Hereafter. It is a particular way of life, which
Muslims are expected to be in accordance with (Tahrir, 2013). Islamic beliefs and
practices are based on the Qur’an, the Hadith, Sunnah, and the opinions of early
jurists based on their interpretation of the Qur’an, the Hadith, and Sunnah (Alsharif et
al., 2011).

Regularly, Muslims live their lifetime by using the five core beliefs or
pillars to guide their practices. The five core pillars of Islam are; 1) the creed of
beliefs (shahada) or Islamic beliefs consisting of belief in God, belief in the Prophet,
belief in the Quran, belief in the day of judgment, belief in Angels, and belief in
Destiny or fate. Other related beliefs include beliefs about life after death,
intercession, and the individual; 2) daily prayer (salah) means that the prescribed
ritual rinsing and prayers are performed five times a day; 3) giving to the poor (zakat)
means the donation of 2.5% per year of a person’s chattels to the poor; 4) fasting
during Ramadan (sawm) means the fasting by abstaining from all food and drink from

dawn to sunset during the month of Ramadan; and 5) pilgrimage to Mecca (haji), if
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possible (Atkinson, 2015; Koenig & Shohaib, 2014). The last four core pillars of
Islam are grouped into Islamic practices. These shape the way of individuals to
interpret and seek help for their situations.

Nursing in Islamic thought is defined as the act of guiding a person
toward a solution with feminine criteria (Sadat-Hoseini et al., 2013). It is a scientific
process that the men can be involved in. Nursing covers all aspects of human life such
as physical, spiritual, social and economic aspects that interact with the ethical and
legal aspects. In the Qu’ran, the relationship among family member is perceived as a
model for nursing. Affection, love, compassion, and kindness are radiated to family
members (Sadat-Hoseini et al., 2013). Therefore, nursing should offer remedies
according to love, compassion, and kindness. Within Islamic beliefs, an individual has
the responsibility of caring for himself/herself. Whenever an individual is not able to
care for himself/herself or faces the problems, the nurse has to enter and help him/her
in all aspects or following a holistic approach (Sadat-Hoseini et al., 2013).

Taleghani and colleagues (2013) listed the four attributes of nursing in
Islamic thought, consisting of: 1) holiness and to be corresponding to worship;
nursing is a sacred job and in parallel with the supreme kinds of worship, 2)
generosity and altruism; nursing is a kind of generosity and altruism, 3) responsibility
and social commitment, and 4) the virtue of benevolence; nursing is under a divine
love, which has sympathy, compassion, and inherently about assisting others. This is
consistent with the study of Atkinson (2015) who proposed the Islamic values in
nursing care as consisting of the following tenets: 1) altruistic relationships are a core
value, 2) all care is spiritual care, 3) participants require understanding and respect, 4)

nurses have a professional kinship transcending culture, religion, and nationality, 5)
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nursing ethics is derived from divine ethics, 6) religious teachings promote health, and
7) the desire for life implies an acceptance of God’s will, balanced with hope of
reward.

Moreover, Sadat-Hoseini and colleagues (2013) analyzed the
characteristics of nursing based on Islamic sources. The results showed that nursing in
Islamic context is 1) a nurturer seeking remedies for others, covering all human
aspects, and superior to caring, 2) nursing is patient-centered and conducted based on
the apparent or hidden request of the patient, 3) nursing has characteristics similar to
motherhood, and 4) the process of nursing develops the values and capacities of the
nurse contributing to self-growth.

As known, caring is the essence of nursing. The concepts of caring in
nursing within Islamic perspective were carried out on the basis of existing theories of
caring including Jean Watson’s theory of human caring. However, there are some
differences between these two theories. For example, caring in Islam is defined based
on the divine commands, religious duties, and human nature. Whereas, the definition
of caring in Watson’s theory is defined based on the person’s experiences resulting
from human interaction with their environment. And in terms of the dimensions of
caring, Watson defined that caring is an external process, which is responsible for
improving self-caring capability. Conversely, caring is an internal process, which is
responsible for taking care of themselves based on a feeling of love and their human
nature, and is the duty of individual (Sadat-Hoseini & Khosropanah, 2017).

Caring in Islamic thought is defined as a natural outcome of love that
one has for Allah, the Prophet (Rassool, 2000), humanity (Barolia & Karmaliani,

2008), and also for other creatures of the world (Taleghani et al., 2013). The concept
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of caring is embedded in the theological framework of Islam. Caring has a religious
consequence, which is to love God and the Prophet, and it is what the human is
supposed to do. Its principles are based on the Divine revelation and on following the
Prophet’s habits (Taleghani et al., 2013).

Caring in Islam focuses not only on the physical aspect of a human
being, but it is also concerned with the interrelationship between the multiple
dimensions of being human. Barolia and Karmaliani (2008) reported the five
dimensions of a human being consisting of the physical, ethical, ideological, spiritual,
and intellectual dimensions, which constitute the core category in the theory of caring
in nursing from an Islamic perspective. Each dimension was described as following.

1) Physical dimension

Physical care from an Islamic perspective consists of pain relieving—
either physical or psychological pain—piety or maintaining cleanliness in physical
matters and the purity of mind, and prevention required for physical caring in Islamic
context.

2) Ethical dimension

This focuses on the Islamic ethics, which is the decision-making
process based on the principle of doing good to humanity. The ethical caring implies
respecting the rights provided in Islam.

3) ldeological dimension

The ideological dimension frameworks are 1) the duties toward Allah,
2) the duties toward mankind, and 3) the duties toward self. Ideological caring is

maintaining a balance in performing all duties.
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4) Spiritual dimension

Spiritual dimensions were expressed as the concepts of inner
satisfaction achieved from service, human bonding, compassion, empathy, and hope.

5) Intellectual dimension

In Islamic perspectives, Muslims believe that intellectual nurturing
with searching is taught through the verses in the Holy Qu’ran. Muslims search and
use intellect at all levels of caring.

Human beings are viewed as having an individual responsibility for
self-care and development capacities in accord with human nature. However,
whenever the individual faces obstacles or he/she is not able to care for
himself/herself, the nurse has to enter for helping as this is viewed as a supporting the
person in all aspects (Sadat-Hoseini et al., 2013; Ismail et al., 2015; Taleghani et al.,
2013). The balancing of all dimensions of the human being is necessary for providing
nursing care in Islamic context. This indicates that caring in Islamic thought focuses
on holistic care.

Generally, the definition of holistic care in nursing refers to the nurses’
activities that recognize a person as a whole and acknowledge the interdependence
among biological, social, psychological, and spiritual aspects. The nurse engaging in
holistic care has to consider the patient or other as a whole within his/her specific
experience and believe that he/she is made up of body, mind, and spirit (Jasemi,
Valizadeh, Zamanzadeh, & Keogh, 2017).

The definition of holistic care in nursing within the Islamic perspective
is quite similar. Islamic holistic nursing was explained by Taleghani and colleagues

(2013). Seen from the Islamic viewpoint, they explained that, firstly, a human being is
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a unique construct with body or material (substance, body and person) and soul or
immaterial (spirit, psyche and soul). Therefore, caring in nursing should include
consideration of both material and immaterial constructs. Secondly, the body and soul
are united and integrated into the world system to form a whole. Therefore, material
and immaterial elements are not the only ones considered in nursing and caring, but
also the integrated manner should be considered. In Islamic thought, one also believes
that there is a relationship between soul and body. Whenever there is a deficiency in
one, it will result in a deficiency in the other. Thirdly, a human being has talents and
abilities inherent in its immaterial construct and developed in the
cognitive/perceptual, emotional, social, and spiritual sub-dimensions. Hence, nursing
and caring is not only based on the unity of both material and immaterial constructs,
but all sub-dimension in material and immaterial should be considered.

Sadat-Hoseini and Khosropanah (2017) viewed caring in Islam as
holistic and based on human nature. Nursing from Islamic thought believes that caring
has a holistic paradigm and includes all of the dimensions and aspects of being human
(Talaghani et al., 2013). Its concept is derived from the divine commands and
religious duties. This results in the definition of caring as praying to God, virtuous
caregiver, and the sense of emanating attribute of God (Rooddehghan, Nayeri, &
Okhovat, 2015). The four types of caring in Islam summarized by Sadat-Hoseini and
Khosropanah (2017) are as follows:

1. God taking care of humans

Within Islamic context, there is belief that the whole world is under

God’s authority and God is the director, protector and caregiver of the world.
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2. Humans taking care of themselves (self-care)

According to Islamic thought, humans are tasked with taking care of
their own body and soul with love in order to maintain or improve their physical and
health of soul.

3. Humans taking care of each other

There are two modes of this type: first, the usual type of caring
between humans, and second, humans taking specialist care of each other. This point
means that every human is tasked with taking care of other humans.

4. The universe taking care of humans and vice versa

Consistent with God’s commands, the universe is obligated to serve
humans and take care of them. Humans then may benefit from the assistance of the
universe. This aspect guides the nurse to provide nursing care that makes the universe
available to humans.

Caring means the intention to be responsible, sensitive, concerned with
the motivation and commitment to act in the right manner in order to achieve
perfection. It is expressed on three levels composed of intention, thought, and action.
The intention and thought levels are the understanding of what, when, who to care for,
and why. And the action level is how and this is related to knowledge, skills, and
resources (Rassool, 2000). Taleghani and colleagues (2013) suggested the human
principles that the nurse who is a holistic nurse should consider the following features
in his/her contact with patients:

1. A human is respected with the highest values and reverence, and is
developed to get the position of vicegerent of God. A human has control over nature,

Earth, and heavens. This idea will establish the nurse as a good role model.
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2. A human is a creature being related to God in a way that God guides
him/her toward the ultimate destination that he/she has been created and evolved for.
Therefore, a nurse should encourage the clients to attend to this fact in order to create
the feelings of peacefulness.

3. A human has a talent and capability for ascending to the highest
level of perfection or closeness to God. Therefore, a holistic nurse should be aware of
the purposefulness of nursing in fulfilling the needs that allow the clients to overcome
the obstacles. In Islamic thought, the turning of clients’ attention from other to God
can promote the position of perfection.

4. A human is a selector creature and is able to make decisions in
dilemmas. This belief leads the nurse to value the clients’ views, selections, and
decisions in his/her health care practice and to encourages them to participate in the
health care plan or treatment.

5. A human is an accountable creature. This belief encourages the
nurse to be aware that the clients can be responsible for their health based on their
ability and they should participate in decision making process related to their health
independently.

The caring process from Islamic perspectives

According to Barolia and Karmaliani (2008), in order to maintain
harmony among the five dimensions of being human in a holistic manner, the caring
process in the practice setting should consist of response, reflection, relationship,
relatedness, and role modeling (5Rs). The state of maintaining a balance among these
five dimensions is claimed as the central theme of the caring process, which means

that caring in Islamic perspective should be viewed as a circulation process.
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Response

Response refers to the actions that the nurses apply to respond to a
unique human need to be accepted as a caring person and to be supported in caring
(McCance, McKenna, & Boore, 1999). This means that caring is person-to-person
recognition of intrinsic values and a response to the value of him/her (Boykin &
Schoenhofer, 1990). The caring or response of nurses within the Islamic context
means the will to be responsible, sensitive, concerned with the motivation, and
showing commitment to act in the right order to gain perfection. The nurses need to
provide caring with love that is focused and spiritually based. Love is how nurses
respond to patients/families/groups emotions, will, and volition. Muslims mostly have
the hope, the faith, and the trust in Allah. Therefore, spiritual based care is the finding
and respecting of spiritual beliefs and practices of care-receivers, which can be a
source of comfort in alleviating their spiritual distress. Seeking help from Allah and
praying should be encouraged by nurses (Ismail et al., 2015).

Reflection

A combination of reflection and action is named as a caring praxis
(Watson, 2010). Reflection in nursing is often used for the analysis of nursing practice
in order to achieve an understanding of nurses’ practices and the development of the
critically thoughtful approaches for providing nursing care in complex situations
(Pierson, 1998). The nurses use reflection as a tool in learning from each of their
experiences, accessing often-overlooked issues, and then adapting their learning to the

new situation (Edwards, 2017).
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Relationship

Caring is as a phenomenon in an interpersonal relationship process
(Blasdell, 2017). A caring relationship is recognized as being essential to the healing
process of care-receivers (Ismail et al., 2015). The intimate relationships are defined
as an attribute of a caring process that are featured as protective and trusting. It is the
type of closeness leading to strong emotional feelings. The caring activities for
promoting the intimate relationships involve active listening, sincerity, helping
patients or relatives to make an appropriate decision, using respectful communication,
paying more attention to other experiences, and assurance of the human presence
(Azizi-Fini et al., 2012).

Relatedness

Relatedness in nursing refers to the interpersonal interaction between
nurse and patient. The characteristics of relatedness include genuineness, acceptance,
listening, presence, and empathy. In the process of a nurse-patient relatedness, the
nurse must open herself to the emotional or physical pain of the patient. In a clinical
setting, the relatedness is related to a patient’s feeling that the nurse genuinely likes,
respects, and values them. The nurses can support the relatedness in practice by
allowing the patients to talk and nurses are actively listening, providing simple touch
in recognition of patients’ presence, considering the patient’s cultural preference
related to health beliefs, food preferences or spiritual practices, and allowing the
patients to participate in planning care (Crary, 2016).

Role modeling

Role modeling influences the learning environment and increases the

competence of persons (Badruddin, 2018). It can be used for learning particular skills
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and behaviors, offering a representation of the possible goals, and inspiring to achieve
a desirable goal (Morgenroth, Ryan, & Peters, 2015). The persons who are role
models should recognize the state of interdependence, willingly entwining themselves
with others, learning and sharing with others. In this process of interaction, both the
person and the other may be changed in a positive way by the shared experience and
the relationship. The outcome of sharing experience is to allow the role model
influencing the other person while also being changed by interactions with others. The
role models value continuous learning from observing and learning from others. A
positive role model can strengthen a positive effect on creating new behaviors for
success in desired goals (Lee, Kwon, & Ahn, 2021).

In addition, as suggested by Athar (as cited in Rassool, 2000), an
Islamic code of ethics has been suggested for the development of a model of care.
Athar stated the major role of the nurses in the care for patient is 1) understanding the
concerns of the patient and family and transmitting them to health care professionals
involved in the decision making process, 2) interpreting the Holy Qur’an as it applies
to specific concerns of the patient, 3) consoling and comforting the patient and family
or important others so that they can accept the present situation as reflecting the will
of Allah and pray for a better life in the hereafter, and 4) taking care of the needs of
the family in all aspects after the death of the loved one.

3.3 Concepts of gratitude in nursing from an Islamic thought

There are Islamic values and attitudes including ethical values, positive
attitudes, importance of family, importance of work, and admonitions against adultery
and polygamy (Koenig & Shohaib, 2014). Under importance of family mentioned in

Islamic values and attitudes, Islam believes that family and kinships are the keystone
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of Muslim life. Islam emphasizes that caring for family members is a primary
responsibility of both the individual and the community (Koenig & Shohaib, 2014).
And every human is tasked with taking care of other humans (Sadat-Hoseini &
Khosropanah, 2017). That is, Muslim thought prioritizes caring for family member
and something that an individual in Islam should do as caregiver.

The importance of caring for family members or kinships in Islamic
context is influenced by other beliefs. A Muslim is nurtured to show respect for all
older people. This is considered a communal obligation and virtue to care for the
elderly, even for extended family members (Queensland Health and Islamic Council
of Queensland, 2010). Muslims are required to respect their elders and to take care of
their aging parents. This cultural trait is clearly represented particularly in strict
Islamic society. Relatives take care of the elderly, and regularly a member of the
family will take care of the family’s seniors and elderly parents as instructed by the
Qur’an and the Prophet of Islam (Begum & Seppénen, 2017). As in the Qur’an stating
the word of God: “Show gratitude to me and to your parents: to Me is the Goal”
(Khalil, 2016). This verse indicates that adult children must care for their parents and
other elderly family members at home. This is consistent with Thai culture. There are
four gratitudes reflected by Thai adolescents including gratitude to oneself, gratitude
to parents and significant others, gratitude to friends and others, and gratitude to the
wider world (Balthip, Pasri, Suwanphahu, McSherry, & Kritpracha, 2021).

Expressed gratitude constitutes the key belief in performing caring for
Muslim family members. Likewise, in the study of Hemman and colleagues (2017),
they proposed that Muslim caregivers for patients with ESRD should take care of

their receivers by the feeling of repaying gratitude as instructed by the Qur’an and the
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Hadith. This is grounded in their belief that Muslims who exhibit gratitude and
kindness towards their parents or family also express gratitude towards Allah and will
be rewarded (Nemati et al., 2017).

From the perspective of Islam, gratitude is one of the fundamental
aspects of Islam. Islam viewed gratitude as a virtue of human beings. It is categorized
into two principles, including gratitude to Allah and gratitude to the creation of Allah
(Latheef, 2013).

1. Gratitude to Allah

Gratitude to God is a central thought of Islam. Gratitude to Allah is the
essence of faith and the responsibility to each human being. The individual who
accepts the reality of Allah is a grateful person. The worship is a sign of thankfulness
expressed by them. Gratitude is what most merciful Creator requires from human
beings. Reflecting the soul of Islam, Muslims are taught to praise and be grateful to
God. Praise and thanks to God is expressed through the word “Alhamdulillah”.

2. Gratitude to human beings.

Gratitude in Islamic thought did not only greatly emphasize on
gratitude towards God, but Islam also gives much focus on gratitude towards human
beings. It is viewed as a human virtue. A Muslim can express his/her gratitude
through the word “Jazakumullahu Khair” meaning that giving thanks to Allah and to
whoever who does good at the same time.

In the Islamic perspective, Islam reinforces people to express gratitude
or thanks giving. There are beliefs that gratitude forms a part of obedience, for
obtaining blessings, coming from the mind, and reflecting the purpose of creation.

Showing gratitude is an integral part of Muslim daily life. Muslims can express their
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gratitude to God by praising. They believe that Allah will offer rewards to people who
show gratitude.

In addition, Khodayarifard and colleagues (2016) declared that
gratitude is another aspect of positive thinking in the Islamic context. They
summarized that gratitude means thankfulness and appreciation for a person’s
kindness and beneficence. Sensing the favor may originate from positive thinking
towards God. That is, a positive person is able to understand what has been given to
him/her as a blessing. They also reported other benefits of gratitude involving
psychological aspects. Firstly, if an individual knows that a blessing has been given to
him/her, he/she considers himself/herself under the supervision of a trustful caregiver
who has provided him/her innumerable blessing. It is like a feeling that leads to a
sense of trust and calmness. And secondly, the purity of the soul and thought is
another psychological outcome of gratitude. Likewise, in the study of Hemman and
colleagues (2017), they proposed that Muslim caregivers for patients with ESRD
believed in Divine benevolence that leads to stress releasing. Consistent with the
previous studies, the findings showed that gratitude has moderate to strong negative
correlation with mental illness and positive correlation with subjective well-being
(Aghababaei & Tabik, 2013) as well as spirituality and life satisfaction (Gocen, 2016)
in a Muslim context.

The expression of gratitude through writing and thinking about the
things that a person appreciates in his/her life was the key strategy of gratitude-based
interventions in previous studies (Lambert & Fincham, 2011; Wong, Owen, Gabana,
Brown, Mcinnis, Toth, & Gilman, 2016). Cultivating and nurturing the sense of

gratitude by encouraging the participants to do all good things for themselves and
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others improved the wellness, as well as stimulating a sense of pride that could
improve behaviors and moral virtue (Balthip et al., 2021). According to the study of
Al-Seheel (2012), a gratitude approach was used in Islamic-based exercise through
encouraging the participants to notice how fortunate Allah gives them in all aspects of
their lives, and recognizing all good things that Allah blesses them with, which they
are grateful for at the present and in the past. The results of this study showed that the
level of happiness of participants was improved.

3.4 Nursing process

Nursing process is a scientific method aimed to guide procedures and
quality nursing care. It has been defined as a systematic and dynamic process for
providing nursing care (Hagos, Alemseged, Balcha, Berhe, & Aregay, 2014).
Positivism and empiricism were critiqued as putting emphasis on the philosophical
nature of the nursing process (Zamanzadeh, Valizadeh, Tabrizi, Behshid, & Lotfi,
2015). Effective implementation of the nursing process offers benefits in making and
planning an effective nursing care that leads to improved quality of care (Hagos et al.,
2014). Therefore, the nursing process has been used as an organizing framework for
professional nursing practice through a critical thinking process, which aims to
provide the best caring for clients. Key components of the nursing process include:
assessment, nursing diagnosis, planning, implementation, and evaluation (Ackley,
Ladwig, Makic, & Martinez-Kratz, 2017) as follows:

Assessment

The nursing process is started with the assessment phase. Data on all
dimensions of being human are embedded in the assessment. A holistic nursing

assessment is performed through completing a thorough health and medical history,
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active listening, and observing. Open-ended questions, physical assessment, and
noting diagnostic test results are strategies for obtaining more information. Recording
all of this information on the forms needs to be done carefully.

Nursing diagnosis

Nursing diagnosis is the outcome of analysis in the information of an
individual person. This step starts with clustering the information followed by
determining and evaluating judgment about the problems and unmet needs. The
process of thinking or clinical reasoning is used to gather and analyze all information,
evaluate the significant data, and determine the value of alternative actions. The
holistic assessment in the first step is essential in determining the type of nursing
diagnosis, related factors, and priority of each diagnosis.

Planning

The planning phase includes the identification of priorities,
determination of appropriate specific outcomes, objectives, and interventions. These
processes require client and health care team participation in the plan of care.

Implementation

The implementation phase includes the provision of the specific and
individualized interventions to the client. The individualized nursing intervention
should be supported by evidence. During performing nursing interventions, the
appropriateness and effectiveness of the nursing intervention needs to be considered
by the client and health care team who participate in an implementation of the nursing

care plan.
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Evaluation

Evaluation is the final phase in the nursing process. This phase
includes evaluating the client’s response and outcomes. The individual plan of care
needs to be examined to determine whether it must be revised. Reassessment should
be done for re-planning. The evaluation of the client’s response should also be
documented with the aim to assure collaboration within the health care team.
Therefore, the facility’s tool for documentation and recording the nursing activities
should be used as well as the results of the nursing interventions.

3.5 Evidences related to Islam-based caring programs/models

3.5.1 Activities/strategies of Islam-based caring programs/models

There are a few studies that developed Islam-based programs/models to
reduce negative feelings and enhance positive outcomes particularly in family
caregivers. Most previous Islam-based interventions or models were developed and
tested in participants who were either healthy persons such as student (Al-Seheel &
Noor, 2016) or Muslims patients suffering from an illness such as multiple sclerosis
(Saeedi et al., 2015), acute myocardial infarction (Mardiyono, 2012), schizophrenia
(Jannah et al., 2016), addicts (Khaledian et al., 2017), pregnant women who have high
anxiety and depression (Aslami et al., 2017), and critically ill patients (Ismail, 2016)
as well as patients with hemodialysis (Aghajani, Afazel, & Morasai, 2014;
Babamohamadi, Sotodehasl, Koenig, Jahani, & Ghorbani, 2015; Babamohamadi,
Sotodehasl, Koenig, Zaben, Jahani, & Ghorbani, 2017; Frih et al., 2017; Sharifian,
Rambod, & SHarifian, 2017). The objectives of previous programs/models
development based on Islamic thought were to reduce negative feeling such as anxiety

and depression, and to enhance positive outcomes such as quality of life, perceived
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control, self-esteem, mental health, levels of happiness, harmony, acceptation and
adaptation toward disease, and medication adherence.

Islam-based activities that were applied in previous interventions can
be summarized including Islamic comment, Islamic relaxation such as remembrance
of Allah (Zikr), tapping at the point of head, deep breathing and saying thanks to
Allah, praying, reciting the selected Quranic verses, reciting the divine names,
explaining the divine fate, listening to the sound of the Quran, reading the Quran,
explaining the biography of the Prophet, mindfulness, and Islamic-based gratitude
such as recalling all good things that Allah has blessed them with and composing a
letter of gratitude by expressing their gratefulness to the Merciful Allah. Focusing on
Islam-based activities conducted among patients with hemodialysis include listening
to the Quran, Quran recitation, spiritual counseling, praying, and reading the Quran
(Aghajani et al., 2014; Babamohamadi et al., 2015; Babamohamadi et al., 2017; Frih
et al., 2017; Sharifian et al., 2017). All studies showed that all Islam-based activities
are effective in reducing negative feeling and enhancing positive outcomes in patients
(Aghajani et al., 2014; Al-Seheel & Noor, 2016; Aslami et al., 2017; Babamohamadi
et al., 2015; Babamohamadi et al., 2017; Frih et al., 2017; Ismail, 2016; Jannah et al.,
2016; Khaledian et al., 2017; Mardiyono, 2012; Saeedi et al., 2015; Sharifian et al.,
2017).

3.5.2 Duration of interventions and follow-up periods

Based on previous studies, the duration of Islam-based caring
interventions/models can range from 4 days to 24 weeks as well as the follow-up
period. When only focusing on reducing negative feelings such as anxiety and

depression, the duration of Islamic thought based caring interventions can last 4 days
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to 8 weeks in a quasi and experimental study (Aslami et al., 2017; Babamohamadi et
al., 2015; Babamohamadi et al., 2017; Mardiyono, 2012). While the duration of
Islam-based caring interventions for enhancing positive feelings such as quality of
life, level of happiness and harmony, self-esteem and mental health can last 3 weeks
to 24 weeks in quasi and experimental study (Al-Seheel & Noor, 2016; Frih et al.,
2017; Khaledian et al., 2017; Saeedi et al., 2015). Specifically, in action research,
each iteration of planning, action, observation, and reflection can last four months,
and overall, the process of research can range over one year (Ismail, 2016).

3.5.3 Outcomes of an Islam-based caring model

Most of previous studies regarding Islam-based caring
interventions/models were conducted among patients suffering from either physical or
psychological illness as well as among healthy persons. The outcomes are mostly
measured in the patients, even though Islam-based caring interventions/models also
are beneficial to others such as their families and the nursing team (Marzband,
Hosseini, & Hamzehgardeshi, 2016). The effectiveness of Islam-based caring
interventions/models can be grouped into two main outcomes consisting of reducing
the psychological burden and strengthening the positive outcomes.

Islamic-based interventions/models were effective in reducing the
psychological burdens in the patients such as anxiety (Aghajani et al., 2014; Aslami et
al., 2017, Babamohamadi et al., 2015; Frih et al., 2017; Hosseini et al., 2013;
Mardiyono, 2012) and depression (Aghajani et al.,, 2014; Aslami et al., 2017,
Babamohamadi et al., 2017; Frih et al., 2017; Sharifian et al., 2017). It was also
effective in strengthening the positive psychological outcomes such as spirituality, life

satisfaction (GoOcen, 2016), well-being in terms of personal well-being indicated by
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job satisfaction, family satisfaction, and life satisfaction (Achour, Grine, Nor, &
MohdYusoff, 2015), emotional-spiritual well-being measured through dignity, self-
control, and personhood (Ismail et al., 2015), and psychological well-being measured
through levels of self-actualisation, meaning in life, and personal growth initiative
(Ivtzan, Chan, Gardner, & Prashar, 2013), harmony (Ismail, 2016), happiness (Al-
Seheel & Noor, 2016; Gdcen, 2016; Mardiyono, Songwathana, & Petpichetchian,
2011), perceived control (Mardiyono, 2012), self-esteem (Khaledian et al., 2017),
mental and psychological health (Khaledian et al., 2017; Marzband et al., 2016), lives
saved, safety (Ismail, 2015), quality of life (Frih et al., 2017; Saeedi et al., 2015;
Saffari, Pakpour, Naderi, Koenig, Baldacchino, & Piper, 2013), medication adherence
(Jannah et al., 2016), health status (Frih et al., 2017; Ismail et al., 2015; Mardiyono et
al. 2011; Saffari et al., 2013), trust relationship, and feeling closer family relations
(Ismail et al., 2015). Furthermore, the benefits of Islamic-based caring model to
family, and nurse were reported including family’s satisfaction, nurse-patient
relationship, and nurse caring behavior respectively (Ismail, 2016).

In summary, as known, caring constitutes the core of nursing and
Islamic belief including gratitude constitutes the core of the practice in Muslim
caregivers. Literature reviews show that the integration of Islamic beliefs in caring
has effectiveness in enhancing health. The Islamic-based activities that can be
integrated into nursing practices include Islamic comment, Islamic relaxation praying,
reciting the Quran, listening to the Quran, reading the Quran, explaining the
biography of the Prophet, and mindfulness. Duration for providing Islamic based
activities can last from 4 days to 24 weeks. And the outcomes can be in terms of

physical and psychological aspects.
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4. Action Research (AR)

The concept of action research is originated by Kurt Lewin in 1946.
The definition of action research is “a form of collective self-reflective enquiry
undertaken by participants in social situations in order to improve the rationality and
justice of their own social or educational practices” (Kemmis & McTaggart, 1988).
The understanding of their practices and situations are carried out as well. Since the
action research is gained through the critically examined action of individual group
members, that means the action research is a group activity. Reason and Bradbury
(2008) described that action research is a participatory process concerned with
developing practical knowing in the pursuit of human purposes. They also defined
that action research is as a practice for the systematic development of knowing and

knowledge.

4.1 Philosophical and theoretical underpinnings of action research

There are five dimensions of action research described by Reason and
Bradbury (2008). They described that “action research is an approach to human
inquiry concerned with developing practical knowing through a participatory,
democratic process in the pursuit of worthwhile human purposes, drawing on many
ways of knowing in an emergent, developmental fashion”. Each dimension is
described by Reason (2003).

1. Practical knowing

The primary purpose of action research is to produce practical

knowledge that is useful to people in their lives. And the general purpose is to
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contribute through the practical knowledge to the increased well-being of humans and
communities, and to a more equitable and sustainable relationship with the universal
of which they are an intrinsic part.

2. Democracy and participation

Reason and Bradbury (2008) explained that the central element of
action research is building democratic, participative, pluralist communities of inquiry.
Action research relies on participation with, for and by persons, groups, and
communities.

3. Ways of knowing

In action research, the research is claimed to go beyond the orthodox
empirical and rational western epistemology, which begin with a relationship between
the researcher and others through participation and intelligence.

4. Human and ecological flourishing

Action research aims to contribute to the flourishing of human
persons, groups, communities, and the ecosystems of which the persons are part.

5. Emergent form

Action research is concerned with the emergent deepening of the
understanding of the issues that the persons wish to mention, and the development
over time of communities of inquiry.

Action research falls under the post-positivist research methods. It is
empirical, interpretive, experimental, multivariate, observational, and interventionist
(Baskerville & Wood-Harper, 1996). It is also like a method of scientific inquiry with
respect to three research paradigms including positivism and interpretivism.

Positivism is addressed in action research because positivist research techniques such
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as quasi-experimental design may be used in action research. Meanwhile, when we
consider the conditional nature of action research, it can be classified as a post-
positivism overlapping interpretivism. Post-positivism refers to a scientific
methodology that aims to understand social phenomena, the possibilities, multiple
points of view and perspectives, and different variables that may influence the
proceeding of the whole. Moreover, interpretivism concentrates the meaning of social
interactions. This paradigm claims that social facts are different because the subjects
of social facts are human beings and their relations with each other. And the
interpretivist research aims to achieve an understanding of the meaning of social facts
for those experiencing them (Tekin & Kotaman, 2013).

The characteristics of action research that reflect a post-positivism
mode of inquiry were clarified by Tekin and Kotaman (2013) as the following
principles:

1. There is a social reality or social facts. The persons are influenced by
the social facts on which there is congruence.

2. In action research, the purpose of inquiry is mainly to access or
generate practical information that is useful for improving the effectiveness of the
application.

3. The subject of research is a problem that the persons face in their
situations. Science can contribute to the betterment of society.

4. All participants can act as the researchers.

5. All participants possess equal rights in action research. Collaboration

of all participants related to the issues/application is required. Therefore, the data
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gained through action research can provide a more holistic grasp of the issue.
Meanwhile, the researcher can design intervention that covers a range of solutions.

6. There is no end point of action research because social issues are
dynamic involving problems that occur all the time.

Furthermore, they proponents described that the action research claims
that social reality is not completely knowable because social processes are dynamic
and changing which is consistent with the interpretivism paradigm. Tekin and
Kotaman (2013) also explained that action research methods such as interview and
observation used for data collection are utilizing both a post-positivist and an
interpretivist approach as well as triangulation techniques.

4.2 Types of action research

Action research is categorized into three types, as follows:

4.2.1 Technical action research/technical collaborative approach/the
scientific-technical view of problem-solving

It occurs when an outside facilitator or researcher takes action like a
leader, and participants are persuaded to test the finding from external research in
their own practice (Gaffney, 2008). The power of technical action research is the idea
that often resides with the facilitator who controls power in the research (Eilks &
Markic, 2011). The goal of this approach is to test a particular intervention based on a
pre-specified theoretical framework. The nature of the collaboration between the
researcher and other participants is technical and based on facilitation. The researcher
takes action in the identification of the problem and designing a specific intervention,
and then the participants who are related the problem are involved and agree to

facilitate the implementation of the intervention. The collaboration is mainly between
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the facilitator and the group. The advantages of the use of technical action research
include the following (Cilliers, 1999):
1. Technical action research promotes more efficient and effective
practice;
2. Technical action research encourages personal participation by the
persons in the process of improvement;
3. Technical action research results in the accumulation of predictive
knowledge;
4. The key thrust of technical action research is based on the validation
and refinement of existing theories and is importantly deductive.
4.2.2 Practical action research/mutual collaborative approach/practical-
deliberative action research
It happens when an outside researcher builds cooperative relationships
with participants and takes action as a facilitator in helping them to state their own
concerns, plan strategies for change, monitor the problems and effects of change, and
reflect on the actions and outcomes of the changes (Gaffney, 2008). The power of this
approach is shared between a group of equal participants (Eilks & Markic, 2011). The
researcher and other participants are as a team for identification of the problem and
finding possible solutions together (Cilliers, 1999).
4.2.3 Emancipatory action research/critical-emancipatory action
research/critical science perspective
It happens when the group of participants coordinates responsibility to
change and improve their practice aiming to explore the problems and effects of

group conditions and individual practices (Gaffney, 2008). The power is wholly the
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group, not with the facilitator and not with individual within the group (Eilks &
Markic, 2011).

4.3 Process of action research

Technical action research, the participants and researcher aim to
control and improve the outcomes in their practice. The aim is to change the ways of
those who are involved in the practice. The participants and researcher are the key
persons who identifies problems, change practices, and methods of evaluation
(Kemmis, McTaggart, & Nixon, 2014).

The participants are engaged in four fundamental aspects of the action
research including planning, action, observation, and reflection in order to identify the
thematic concern. These four aspects of action research are dynamic and link into a
cycle, and continually moves into a spiral of such cycles.

The activities in a spiral of planning, action, observation, and reflection
are explained by Kemmis and McTaggart (1988) as follows:

1. Planning

In the planning process, participants have to collaborate in discussion
involving both theoretical and practical discourse to build a key idea. All participants
have to analyze and make their understanding and action in the situation. The general
plan must be flexible to allow for adaptation to unexpected effects and unrecognized
factors in the action phase.

2. Action

Action is a careful and thoughtful variation of practice. It is guided by
planning. The implementation of action plan in this phase will assume the nature of

social and political endeavor towards improvement.
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3. Observation

After completion of the action process, the effects of action need to be
observed. Observation must be planned, flexible, and open to record the unexpected.
It can encourage the improvement of practice through better understanding and more
critically informed strategies.

4. Reflection

Reflection is an evaluative process. The effects of the intervention and
the suggestions for continued proceeding are established through discussion among all
participants. This process leads to the reconstruction of the meaning of the situation
and will provide the revised plan.

Kemmis and McTaggart (1988) described that the action research
process can begin by taking a first action step in some groups that already have some
plan for action formulated. Others will have some data and will prefer to begin by
reflecting on it and then formulating an action plan. And some groups need to begin
with an initial phase of reflection on their situation that constitutes a basis for
planning and action. They also described the steps of action research.

Step 1: Initial reflection on your situation or reconnaissance

This step begins with formulation the thematic concerns. And then, an
initial analysis of the key ideas and discourse, relevant activities and practices, social
relationships and organization of your situation in relation to your thematic concern
will be conducted in order to gain clear understanding of your recent situation. This

phase may be called “Diagnosing a problem”.
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Step 2: Planning

A rationale for change and an action plan is produced. Each of the
participants needs to decide and think about their thematic concern. The possibilities
and limitations of their situation will be considered. In this step, the participants must
consider what is planned, what it is most practically important, significant and useful
to do. The first draft of the plan should be negotiated with the action group and then
revised based on the group’s feedback. In the planning phase, the methods of
evaluation and monitoring the implementation and effects of the action will be
included.

Step 3: Acting the plan and observing its effects

This step is for implementing the plan. Each of the participants goes
ahead and tries to do what they plan to do. Then, data collection will be conducted in
order to determine the effects of action on the situation.

Step 4: Reflection

The activities of participants in this step are carried out to decide what
happened, to review about thematic concerns, to reconsider the opportunities and
limitation of their situation, to review the achievements and limitations of the first
action step, to determine its consequences, and to re-think or re-plan about
implementations for the next action step. Finally, a revised action plan will be

designed.
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5. The Tentative Islam-Based Caring Model Development

The integration of religious beliefs into a caring model refers to
providing care to person based on specific beliefs influencing his/her mind-body-spirit
dimensions, especially in the case of Muslims who live their life strictly following
Islamic beliefs. Whenever a Muslim experiences difficult situation, there is a
tendency toward relying on religious or spiritual beliefs and this mostly seems to be
used as a coping strategy as well by Muslim caregivers (Pourghaznein et al., 2018;
Saffari et al., 2013). Muslim caregivers may have negative feelings at an earlier stage.
The turning to spirituality, appeal to God, and acceptance of the difficult caregiving as
a divine test and part of God’s will are utilized in order to cope with negative
situations (Pourghaznein et al., 2018). A study reported that religious involvement
such as praying, reading and reciting the Quran or watching/listening to religious
programs, giving alms to the poor, fasting during Ramadan, and pilgrimage to Mecca
are correlated with better mental and physical health outcomes (Zaben et al., 2015).
Thus, providing Islam-based interventions may be effective in improving mental
health in Muslim caregivers.

In addition, for the nursing model for Muslim family caregivers to be
acceptable, it is suggested that it should be following a holistic approach as derived
from spiritual, cultural and professional nursing values. The concept of shared
meaning and spirituality between the nurse, the family caregivers and their patients
are perceived as the heart of the caring model for Muslims (Lovering, 2012). Also, in
order to overcome the barriers of providing holistic care perceived by nurses and

promote them to provide more holistic care in family caregivers, the nurses affected
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by this issue should participate in the process of the modification of an Islam-based
caring model. Therefore, the use of the action research (AR) approach is appropriate
as it can increase the probability of implementation in practice. This study is classified
as a technical action research due to the outside researcher taking action as an
identifier of the problem and developer of the model. Meanwhile, PD nurses will
participate in the implementation the model into their practice.

In this study, a new Islam-based caring model was developed in order
to fulfill the gap and limitations of previous interventions/models, which mostly were
conducted among Muslim patients. There is no specific evidence of an Islam-based
holistic caring model being implemented for family caregivers. That is, existing
models cannot be absolutely applied in Thai family caregivers. Also, there are the
other limitations of those interventions in terms of the feasibility of utilization. Some
interventions mainly focus on Islamic teaching that general nurses may have obstacles
to overcome in their nursing practice. Therefore, this study was expanded to include
in Muslim family caregivers. The model was developed with easiness and feasibility
in practice in mind. Moreover, it should be consistent with Islamic thought and can be
applied by non-Muslim PD nurses aiming to achieve effective implementation in
specific settings.

The concepts of caring in nursing from an Islamic perspective
formulated by Barolia and Karmaliani (2008) and the concepts of gratitude within an
Islamic thought of Latheef (2013) are applied to guide the study. The process of five
Rs including response, reflection, relationship, relatedness, and role modeling stated
by Barolia and Karmaliani (2008) is integrated into the nursing process in order to

encourage the balancing of all five dimensions of being human or Muslim family
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caregivers in this study. These concepts are merged into steps of nursing process
including assessment, nursing diagnosis, planning, implementation, and evaluation, as
follows:

(1) Assessment

Holistic assessment is more emphasized in this study. For Muslim
family caregivers, the religious beliefs, health, cultural, and personal characteristics of
Muslim family caregivers must be assessed as well as the present or possible
problems, factors or causes, needs and performances regarding -caregiving
management of Muslim family caregivers following the five dimensions of being
human. Interviews, observations, and questionnaires can be used in obtaining
complete information. The process of caring (5Rs) from Islamic perspectives must be
started with relationships, followed by relatedness and reflection. The PD nurses have
to encourage Muslim family caregivers to reflect on their difficulties and needs in
relation to caregiving in all aspects of being a Muslim.

(2) Nursing Diagnosis

All information obtained from the assessment step have to be analyzed
and determined. The needs, holistic effects, and possible problems of each Muslim
family caregiver must be identified covering all of the five dimensions of being
human from the Islamic perspective by PD nurses and health care team collaborators.
Nurses’ behaviors showing relatedness could be practiced continuously in this step,
followed by the response process. The PD nurses need to respond to Muslim family

caregivers’ difficulties and their needs as individuals.
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(3) Planning

The identification of priorities, expected outcomes, nursing activities,
and evaluation methods for monitoring must be done in this step. Relatedness and
response can be performed continuously. The gratitude approach can be provided to
Muslim family caregivers in order to encourage their peace of mind, including 1)
cultivating and nurturing the sense of gratitude by encouraging Muslim family
caregivers to do all good things for themselves and their patients, 2) encouraging
Muslim family caregivers to express their gratitude through talking, thinking, and
recalling about all things that they appreciate in relation to caregiving, and 3)
stimulating Muslim family caregivers to notice what gift Allah gives them in all
aspects of their lives, and recognizing all good things that Allah blesses them with.

The participation of the health care team and Muslim family caregivers
is also necessary. The information of each Muslim family caregiver must be discussed
and subsequently caring activities must be developed together with the health care
team, Muslim family caregivers, and their patients.

(4) Implementation

The PD nurses are required to implement a nursing care plan in their
practice based on Muslim family caregivers’ needs covering all of the five dimensions
of being human from an Islamic perspective. Nurses’ behaviors showing response can
be provided continuously during this step. The process of role modeling can be
conducted.

(5) Evaluation

The outcomes of Muslim family caregivers in all aspects of holistic

health must be evaluated using interviews, observation, and questionnaires. Reflection
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can be used again at this step aimed to encourage Muslim family caregivers to reflect
on their caregiving and reconsider the present difficulties and needs in relation to
caregiving in all aspects of being an Islamic person.

All activities based on both of these concepts are provided through the
process of action research including:

1) Providing an opportunity to nurses and family caregiver to get
involved in the decision-making process based on the principle of doing good to
humanity.

2) Interpreting of the Qur’an and Hadiths regarding health, illness,
healing, family importance, and caring family member.

3) Assisting the family caregivers believe in Allah.

4) Supporting the family caregivers to praise and be grateful to God
through the word “Alhamdulillah”.

5) Supporting the family caregivers to pray, read, and recite the Qur’an
regarding the importance of the family, being a caring family member, and gratitude.

6) Providing the verses regarding the importance of the family, being a
caring family member, and gratitude taken from the Qur’an and Hadiths to the family
caregivers.

The duration of the implementation of the Islamic thought based caring
model in this study will range about 3 weeks so as to effectively increase positive
outcomes from previous study (Al-Seheel & Noor, 2016).

In terms of the outcomes of this study, nurse caring behavior is
evaluated as the intermediate outcome, whereas caregiver burden and harmony in life

of family caregivers are evaluated as the final outcomes respectively.



82

Firstly, nurse caring behavior will be tackled, as the previous studies
showed that nurses experienced barriers to provide holistic care because of lack of
knowledge and experience (Carvajal et al., 2019; Green & Kim-Godwin, 2020;
Neathery, Taylor, & He, 2020), lack of time, being-task oriented, lack of family
involvement, multitude of tasks and roles (Chen, Chan, Chan, Yap, Wang, &
Kowitlawakul, 2017; Kenny & Allenby, 2013), lack of conformity with professional
norms (Zamanzadeh et al., 2015), lack of communication skills (Carvajal et al., 2019),
and unclear organization policy (Burkhart, Bretschneider, Gerc, & Desmond, 2019).
One objective of the development of an Islamic-based caring model through technical
action research in this study is to overcome these barriers.

Nurse caring behavior suggested in the process of caring (5Rs) and the
concepts of gratitude from an Islamic perspective are proposed in the Islamic-based
caring model in order to guide the actions of PD nurses in practice. Nurse caring
behavior based on the process of 5Rs was described as shown in Appendix F.
Furthermore, nurse caring behavior following nursing process was proposed in a
holistic Islamic nursing care plan for Muslim family caregiver as shown in Appendix
G. If PD nurses provide caring for Muslim family caregivers based on this model, the
changes of their caring behaviors will be perceived by the receivers as the results.
Therefore, nurse caring behavior changing to prioritize holistic care constitutes the
intermediate outcome resulting from the implementation of an Islamic thought-based
caring model in this study.

Secondly, caregiver burden is defined as “the extent to which
caregivers perceived their emotional, physical health, social life, and financial status

as a result of caring for their relative” (Zarit, Reever, & Bach-Peterson, 1980). Burden
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was the subjective perception of the caregivers while they were performing caregiving
tasks (Pristavec, 2019). In accordance with Islamic perspective, health is achieved by
an equilibrium in the dimensions of being human (Alimohammadi & Taleghani,
2015). Whenever some dimensions are disturbed and a person has limitations to care
for himself/herself, health impairment will happen. In the case of Muslim family
caregivers, there was evident support for holistic effects on their life caused by being
a caregiver such as psychological, physical, social, and financial burden. This
information indicates that PD nurses need to be relied upon for helping and
supporting those family caregivers in all aspects that lead to the development of
Islam-based caring model for Muslim family caregivers in this study. There is study
supporting the notion that spirituality helped family caregivers find the meaning and
purpose in stressful situations, sustaining their psychological well-being, reducing
caregiver burden, and other negative feelings (Kim, Reed, Hayward, Kang, & Koenig,
2011). The researcher anticipates that the development of an Islam-based caring
model in this study will result in caregiver burden reduction; it is therefore identified
as the final outcome for Muslim family caregivers in this study.

Thirdly, harmony in life is evaluated in Muslim family caregivers. It is
defined as peace, balance, and rhythm (Easley, 2007), which relates to cooperation,
agreement and meditation (Kjell, et al., 2013 as cited in Garcia, Nima, & Kjell, 2014).
It also is defined as a part of attributes of holistic practice that leads to harmony,
healing, empowering, increased personal development and self-satisfaction, and
increased job satisfaction in care-receivers, respectively (McEvoy & Duffy, 2008).
The promotion of harmony in nursing interaction will result to benefitting family

caregivers (Easley, 2007). For Muslims, harmony is the fundamental aspect (Wani et
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al., 2015). The Islamic faith and its holistic direction focus on a way of life that
promotes health and harmony of the mind, body and soul (Easley, 2007). That is,
holistic caring from an Islamic perspective focuses not only on the physical aspects,
but it is concerned with the interrelationship between the multiple dimensions of a
being human (Barolia & Karmaliani, 2008; Ismail et al., 2015; Taleghani et al., 2013).
This framework leads to the development of Islam-based caring model in this study.
Based on previous information, an imbalance caused by being a caregiver and
disharmony among all of five dimensions of being human may be experienced by
Muslim family caregivers of patients with PD. These are the key nursing problems
that the Muslim PD nurses need to address and handle by using the Islam-based
caring model proposed in this study. The researcher anticipates that the development
of the Islam-based caring model in this study not only results in caregiver burden
reduction, but it may improve the balance of all dimensions of being human as well.
Therefore, it is identified as the final outcome for Muslim family caregivers. The
harmony in life that is expected to be attained in this study will be assessed through
qualitative data collection methods including in-depth interview and focus group

discussion.

6. Summary

The number of patients with peritoneal dialysis is increasing in
developing countries related to the increase of the elderly population. Peritoneal
dialysis (PD) is one type of dialysis treatment that is more cost effective than

hemodialysis (HD). PD has been promoted as the first choice of therapy in end stage
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renal disease patients. Caregivers play roles as the key factor to successfully manage
the health in patients who receive PD. Their roles are appraising, advocating,
juggling, routinizing, and coaching. While they perform their roles, they may
experience burden—both a physical and a psychological burden. The caregiver
burdens were influenced by patient-dependence factors such as changes in a patient’s
health and the dependence of the patient, and caregiver-dependence factors such as
lack of social support, duration of care in terms of both the period of being a caregiver
and the hours of care per day/week that positively correlated with caregiver burden.
While being a caregiver puts one in a position in which one cannot leave, applying
strategies for improving positive feelings is more likely necessary.

Focusing on the Southern Thailand, a large population is Muslim. The
Qur’an, the Hadith, Sunnah, and Sunnah are used to shape their beliefs and practices
in their lifetime. Likewise, taking care of their parents and their elders, caring for
family members is a primary responsibility of both the individual and the community
in Islamic belief that is instructed by the Qur’an and the Prophet of Islam. Even
though Muslim caregivers took care of their receivers guided by the feeling of
repaying gratitude as instructed by the Qur’an and the Hadith, they can face negative
feelings such as stress, anxiety, and getting tired of caregiving caused by being a long-
term caregiver.

In the Islamic perspective, caring focuses not only on the physical
aspects, but it is concerned with the interrelationship between the multiple dimensions
of a human being or reflecting a holistic care in nursing. Practically, the holistic care
for Muslims is infrequently provided by nurses particularly by Muslim family

caregivers. Even if there are many previous Islamic thought-based caring
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interventions or models, these interventions cannot be absolutely applied in Muslim
family caregivers due to all of these interventions being mainly focused on Muslim
patients in a specific area, which are different from the context of Muslim family
caregivers. Moreover, there are the weaknesses of those interventions in terms of the
feasibility of utilization. In this study, a new holistic caring model was developed in
order to remedy the weakness observed in previous intervention/models in terms of
expanding them to be conducted among Muslim family caregivers, with ease. The
model should also be of such a nature that it can be applied by non-Muslim PD
nurses, possessing feasibility in practice, and being consistent with Islamic thought
aimed to achieve effective implementation in a specific setting.

The activities based on both of these concepts are provided through the
process of action research including 1) providing an opportunity to nurses and family
caregiver to get involved in the decision-making process based on the principle of
doing good to humanity, 2) interpreting teaching of the Qur’an and Hadiths regarding
health, illness, healing, importance of family, and caring for family members together
involving the nurses as well as the family caregivers, 3) assisting the family
caregivers to believe in Allah, 4) supporting the family caregivers and their patients to
praise and be grateful to God through the word “Alhamdulillah”, 5) supporting the
family caregivers and their patients to pray, read, and recite the Qur’an regarding
importance of the family, caring for family members, and showing gratitude, and 6)
providing the verses regarding the importance of the family, caring for family
member, and showing gratitude from the Qur’an and Hadiths to the family caregivers

and their patients.
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The outcomes of this study were nurses caring behaviors that were
evaluated by in-depth interviews and field notes, caregiver burden and harmony in life

that was evaluated by in-depth interviews.
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Chapter 3

Research Methodology

This chapter describes the methodology used for this technical action
research (TAR). The purpose of this study was to develop an Islam-based caring
model for Muslim family caregivers of patients with peritoneal dialysis. This chapter
covers the following topics: research design, researcher roles, research setting,
participants of the study, research instruments, research process, data collection

methods, data analysis, trustworthiness of the data, and ethical issues.

Research Design

This study was a technical action research (TAR) performed to create a
new caring model based on Islamic perspectives for Muslim family caregivers of
patients with PD, which aimed to improve the holistic care of the PD nurses in caring
for Muslim family caregivers of patients with PD. A new Islam-based caring model
was first developed based on the concepts of caring in nursing from an Islamic
perspective formulated by Barolia and Karmaliani (2008) integrated with gratitude
within an Islamic thought of Latheef (2013), underpinned by a literature review, and a
pilot study. Then, the participants who were engaged in holistic caring for Muslim
family caregivers of patients with PD were involved and decided to implement the
Islam-based caring model into practice. The technical action research approach
described by Kemmis and McTaggart (1988) was used to guide the processes of the

study.
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The outcomes of the study revealed nurse caring behaviors that were
evaluated as intermediate outcome, whereas caregiver burden and harmony in life of
family caregivers were evaluated as the final outcomes. The findings from the final

evaluation of the model guided the components of the Islam-based caring model.

Researcher Roles

Technical action research is a mode of action research involving the
researcher as an identifier of the research problem and initiating the development of a
specific intervention (Akram, Mohamad, Meerah, ZamZam, & Abdullah, 2012). The
researcher acts as the intervention developer, intervention investigator or facilitator,
and participant helper in the processes of the technical action research (Wieringa &
Morali, 2012). The researcher roles were described following the process of technical
action research covering preparation and action phase starting with reconnaissance
and then followed by iterations of planning, action, observation, and reflection as
follows:

1. Preparation phase

The researcher took actions as the identifier of the research problem
and intervention developer in this phase. A gap in the provision of holistic care of the
PD nurses in caring for Muslim family caregivers of patients with PD in practice was
identified as a research problem by the researcher in this study. The researcher then
initially developed the tentative Islam-based caring model based on theories, literature

review, and a pilot study (Figure 3.1).
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2. Action phase

2.1 Reconnaissance

The researcher assessed and analyzed the recent holistic caring
situations for Muslim family caregivers in terms of relevant activities and practices,
social relationships, and organization in order to gain insights and understanding of
the situations in the PD unit. The researcher then identified the problem of holistic
care of the PD nurses in caring for Muslim family caregivers of patients with PD in
the research setting.

2.2 Planning

The researcher used the information obtained from the reconnaissance
phase to guide the modification of a tentative Islam-based caring model. Beginning
the process of planning, the researcher provided the information regarding holistic
caring situations for Muslim family caregivers obtained from Muslim PD nurses,
Muslim family caregivers’ and their patients’ problems and the needs to Muslim PD
nurses. The researcher encouraged Muslim PD nurses to reflect on and think about the
problems. The possibilities and limitations of their practices were then analyzed and
discussed. The researcher then informed Muslim PD nurses including the head of PD
nurse about the tentative Islam-based caring model. The tentative Islam-based caring
model was given the feedbacks and revised again based on the information from
Muslim PD nurses. Before implementation of the model, the researcher encouraged
the head of PD nurse to consider what was planned, whether it was practical,
important, significant and useful. The researcher assisted the head of PD nurse to
revise the action plans and strategies for implementing the Islam-based caring model

initially designed by the researcher. The methods of evaluation and monitoring the
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implementation of the developed caring model were also collaboratively formulated
by the researcher and Muslim PD nurses including the head of PD nurse.

2.3 Action

The researcher acted as facilitator in the implementation the Islam-
based caring model in this step. Before the implementation, the researcher facilitated
the head of PD nurse to inform the other staff in PD unit regarding the action plans
and the Islam-based caring model. The researcher also facilitated all healthcare
providers in the PD unit to get involved in the planning of the actions. Two manuals
of holistic care for Muslim family caregivers developed by the researcher and related
instruments were provided to Muslim PD nurses to be used as a guideline for
implementing the tentative Islam-based caring model. Consequently, the researcher
continuously took action as the facilitator in encouraging Muslim PD nurses to
implement the tentative Islam-based caring model into their practice, and maintaining
the collaboration of all participants in the study.

2.4 Observation

In the initial research process, the researcher planned to conduct data
collection from Muslim PD nurses and Muslim family caregivers using observation
and field notes in an evaluation of nurse caring behavior. However, during the second
wave of the COVID-19 pandemic, the visitors faced restrictions in gaining access to
the hospital, a move aimed at controlling the transmission of the virus. Therefore, the
implementation and the outcomes of tentative Islam-based caring model in cycle 1

were mainly reported by the Muslim PD nurses and Muslim family caregivers.
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2.5 Reflection

The researcher evaluated and encouraged the Muslim PD nurses and
Muslim family caregivers to reflect and give feedbacks on the outcomes of an Islam-
based caring model through face-to-face interviews. Because of the second wave of
COVID-19 pandemic, the outside visitors including the researcher were not allowed
to visit the hospital. The researcher therefore facilitated the Muslim PD nurses and
Muslim family caregivers to reflect and give feedbacks on the outcomes of an Islam-
based caring model through telephone in-depth interview only. The researcher also
encouraged Muslim PD nurses and Muslim family caregivers to identify additional
resources and refine action plans to ensure feasibility and sustainability of
implementation of the Islam-based caring model in practice, and then re-evaluate the

results.

Research Setting

The setting in recruitment of the Muslim PD nurses who were the key
participants of this study were four dialysis units in southernmost part of Thailand.
One of four dialysis units was selected to be the setting in an implementation of the
Islam-based caring model. This setting is a general hospital which has a dialysis unit
providing care for patients with PD based on the guideline of CAPD caring. There
were approximately sixty PD patients treated at PD unit during October 2019 to
January 2020. They and their family caregivers are mostly Muslim, approximately 75-

78%. Most of them have universal health insurance coverage.
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There are three PD nurses working at PD unit—where was the setting
in an implementation of the Islam-based caring model—including two Muslim and
one Buddhist PD nurses. The nursing activities in the dialysis unit include providing
information and skills training, home visits at least one time or more in some cases,
and follow-ups every 1-3 months in the initial period. The patients and their family
caregivers come for follow-up at the dialysis unit on Wednesday every 1-3 months
depending on the patients’ condition. Other healthcare professionals in this dialysis
unit include a nephrologist, a practical nurse, and a nutritionist. The knowledge and
the ability to perform peritoneal dialysis are always assessed especially in family
caregivers. Each of family caregivers are asked to demonstrate peritoneal dialysis and
dressing procedures. They are then given the feedback from PD nurse individually.
Additional information is also given to the patients and their family caregivers. Health
problems especially in the patients can be assessed such as blood result, blood
pressure level, exit wound, complications, and other behaviors related to dietary

control and medication management.

Participants of the Study

The participants of the study were PD nurses, family caregivers, and
the patients with PD. The key participants were Muslim PD nurses. The associated
participants were Muslim family caregivers and their PD patients, and the head nurse
of the PD unit.

1. The inclusion criteria of PD nurses who were the key participants

were as follows:
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1.1 Muslim PD nurses who has provided nursing care for patients
with PD in a peritoneal dialysis center in southernmost part of Thailand for at least 1
year, and who can provide intensive experiences in terms of nurse caring behaviors,
barriers, and Islamic perspective in relation to holistic caring for Muslims.

1.2 Having nursing license.

1.3 Willing to share the experiences.

2. The inclusion criteria of the associated participants were as follows:

2.1 Inclusion criteria of family caregiver were as follows:

2.1.1 Primary Muslim family caregivers aged at least 18 years old
who care for patients who have been undergoing PD for at least 1 month, and who can
provide intensive experiences in caregiving in terms of difficulties, solving/coping,
and the needs for a holistic care provided by Muslim PD nurses.

2.1.2 Able to communicate, read, and write in Thai language.

2.1.3 Have no cognitive impairments as assessed by Mini-Mental
State Examination Thai version (MMSE-Thai 2002).

2.2 Inclusion criteria of patients with PD were as follows:

2.2.1 Muslim patients aged at least 18 years old who have received
peritoneal dialysis for at least 1 month, and who can report about intensive
experiences in care-receiving from their family caregivers and their needs in relation
to caregiving.

2.2.2 Able to communicate, read, and write in Thai language.

2.2.3 Have no cognitive impairments as assessed by Mini-Mental

State Examination Thai version (MMSE-Thai 2002).
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Data Collection Methods

The data collection methods as identified in the initial research process
in this study included individual face-to-face in-depth interviews, focus group
discussions, observation, field notes, and the demographic and caregiver burden
questionnaires. An audio recorder was used to gather the data during the process of

the study.

1. In-depth interview

In-depth interviews were used to collect data from Muslim PD nurses,
Muslim family caregivers and their patients receiving PD. In Muslim PD nurses, face-
to-face in-depth interviews were used to assess nurses caring behaviors and barriers to
providing holistic care in Muslim family caregivers of patients with PD in the
reconnaissance step. It was adjusted to telephone in-depth interviews during COVID-
19 pandemic to evaluate the outcomes of the tentative Islam-based caring model
including nurse caring behavior as well as the strengths and the weakness of the
tentative Islam-based caring model implementation in the reflection step.

For Muslim family caregivers of patients with PD, face-to-face in-
depth interviews were used to assess their experiences in caregiving,
difficulties/problems and solving/coping, and the needs for a holistic care provided by
Muslim PD nurses in the reconnaissance step. It was adjusted to telephone in-depth
interviews during the COVID-19 pandemic to evaluate the outcomes of the tentative
Islam-based caring model including nurse caring behavior, caregiver burden, and

harmony in life after implementation of the model in the reflection step.
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For patients receiving peritoneal dialysis, face-to-face in-depth
interviews were used to assess their experiences in care-receiving from their family
caregivers and the other needs requiring assistance from the PD nurses for their
family caregivers in the reconnaissance step.

2. Focus group discussion

The data from Muslim family caregivers of patients with PD were also
collected through focus group discussions. This method was used to assess Muslim
family caregivers’ experiences in obtaining holistic care and Islam-based caring
provided by the Muslim PD nurses in the ward and their needs in the reconnaissance
step.

3. Observation

The observation was initially planned to be conducted for assessment
of nurses caring behaviors in providing the Islam-based caring model to Muslim
family caregivers of patients with PD in the reconnaissance and observation step.
After the COVID-19 pandemic, hospital established restrictive policies with the aim
of controlling viral transmission. The visitors including the researcher were restricted
to visit the hospital. Therefore, the observation either verbal or nonverbal of caring
behaviors was completely conducted before an implementation of the tentative Islam-
based caring model in the reconnaissance step. The observation could not be used to
assess the nurse caring behaviors in providing Islam-based caring model to Muslim
family caregivers of patients with PD during implementation the model in observation

step as planned.
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4. Field notes

The data obtained from observation were confirmed by the
unstructured observation such as through field notes in order to gather the real data.
Field notes contained unstructured observation about the daily nursing activities based
on the nursing process used in the reconnaissance phase. This reflected the data of
providing Islam-based caring model by PD nurses to Muslim family caregivers of
patients with peritoneal dialysis.

5. Questionnaires

Questionnaires using in data collection in this study included
demographic and caregiver burden questionnaires. The demographic questionnaire
was used to collect characteristics of Muslim PD nurses, Muslim family caregivers,
and Muslim PD patients in the reconnaissance step. Regarding the caregiver burden
questionnaire,-it was planned to be used to evaluate caregiver burden among Muslim
family caregivers of patients with PD after implementation of the Islam-based caring
model in the reflection step of cycle 3.

However, at the onset of the second wave of the COVID-19 pandemic,
Muslim family caregivers and their patients have been restricted to engage in follow-
ups at the PD unit as well. The epidemic curve of COVID-19 could not be clearly
predicted at that time, which meant it could take a long time. This resulted in causing
limitations of the implementation of the Islam-based caring model in Cycle 2 and 3.
The next cycle could not be started. The research process therefore was revised to be
conducted only through the first cycle. In the end, the caregiver burden questionnaire
was not used to come up with a final evaluation of caregiver burden among Muslim

family caregiver of patients with PD as planned.
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Research Instruments

The fieldwork instruments used in this study were an audio recorder
and field notes. The data collection instruments consisted of a demographic
questionnaire, interview guide, observation guide, and the caregiver burden
questionnaire (Thai version).

Data collection instruments

Demographic questionnaires

The demographic questionnaires consisted of three parts; 1) the
demographic characteristics of Muslim PD nurses such as age, educational
background, years of working at PD unit, the experiences in relation to holistic care
providing, Islamic nursing training, and Islam-based caring providing, 2) the
demographic characteristics of Muslim family caregivers such as age, gender, marital
status, educational background, occupation, relationship with care recipient, income,
duration of caring (hours per day), and duration of being a caregiver , and 3) the
demographic characteristics of the patients such as age, gender, educational
background, marital status, and co-morbidity.

Interview guides

There were two types of interview guides used in this study including
interview guides for in-depth interviews and interview guides for focus group
discussions. All interview guides were developed by the researcher and conducted in

Thai language.
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Interview guide for in-depth interview

There were two interview guides for in-depth interviews. The first in-
depth interview guide was used to assess the caring situations and problems and
consisted of three parts. The first part was used to assess nurse caring behaviors,
holistic caring experiences, and the barriers perceived by Muslim PD nurses
consisting of ten questions. The example questions are “What are your difficulties in
providing holistic care for Muslim family caregivers?” and “How do you want to
develop the Islam-based caring model for Muslim family caregivers?”. The follow-up
probes then addressed the “Response, Relationship, Relatedness, Reflection, and Role
modeling”. The second part was used to assess Muslim family caregivers’ experiences
in caregiving in terms of difficulties/problems, problem solving/coping, and the needs
of a holistic care provided by PD nurses consisting of eleven questions. The example
questions are “What have you experienced as a caregiver?” and “What caregiving
affected your normal life?”. The third part was used to assess the experiences of
Muslim patients with PD in care-receiving from their family caregivers and their
needs in relation to caregiving consisting of five questions. The example question is
“What are your needs for your caregiver?”. The probes then addressed the “physical,
psychological, social, and spiritual or belief dimensions” of providing caregiving.

The second in-depth interview guide consisted of two parts. The first
part was used for Muslim PD nurses, to assess the strengths, the weakness, and the
outcomes of providing the tentative Islam-based caring model into their practice
consisting of seven questions. The example questions are “How did your caring
behavior change during implementation of the Islam-based caring model?”” and “What

are your barriers to providing the Islam-based caring model in your practice?”.
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The second part was used for Muslim family caregiver after receiving
the tentative Islam-based caring model aimed to evaluate the outcomes of the tentative
Islam-based caring model on caregiver burden and harmony in life consisting of nine
questions. The example question is “How does the change of nurse caring behavior
affect your feelings?”. The probes then addressed the “burden and harmony in life”.
Both interview guides for in-depth interviews contained face-toface, semi-structured
questions followed by probing questions (Appendix B). However, because of the
COVID-19 pandemic, the second in-depth interview could not be conducted through
face-to-face. It was therefore adjusted to telephone in-depth interview.

Interview guide for focus group discussion

The interview guide for focus group discussions was developed by the
researcher. It was used among Muslim family caregivers before implementation of the
Islam-based caring model in the reconnaissance step and consisted of twelve
questions. The example questions are “How does being a caregiver affect your normal
life?” and “What are your needs for reducing your burden?”. The probes then
addressed the “physical, psychological, social, and spiritual or belief dimensions” of
caregiving. This interview guide was used to assess Muslim family caregivers’
experience in obtaining holistic care and Islam-based caring provided by the Muslim
PD nurses and their needs (Appendix C).

Observation guide

The observation was planned to be used for assessment of the nurse
caring behaviors in providing an Islam-based caring model to Muslim family
caregivers of patients with PD before and during implementation of the model. The

observation guide was developed by the researcher. It was composed of two parts
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including verbal and nonverbal caring behaviors. The first part consisting of eleven
items covers verbal caring behaviors. The second part consisting of eleven items
covers nonverbal caring behaviors in combination with unstructured observation such
as field notes in order to gather the real data. The unstructured observation covers the
daily nursing activities based on nursing process (Appendix D).

The Zarit Burden Interview (ZBI) (Thai version)

The Zarit Burden Interview (ZBI) was planned to be used to evaluate
caregiver burden among Muslim family caregiver of patients with PD after
implementation of the Islam-based caring model in cycle 3. It was translated into the
Thai version by Toonsiri and colleagues (2011) from Zarit and Zarit (1986). They
initially translated it into Thai language and then it was examined by three experts:
one professional health care worker who has language proficiency in English and Thai
and two experts who had experiences of nursing research in order to confirm the
content and criterion-related validity. Subsequently, back translation was conducted
which was then passed on to the expert who has language proficiency in English and
Thai to translate it into Thai again. After that, the instrument was provided to three
experts in order to reconfirm content validity. Lastly, it was finally revised based on
the experts’ suggestions. It consists of 22 items covering 4 aspects of caregiver burden
which are personal strain (9 items), privacy conflict (4 items), guilt (5 items), and
uncertain attitude (4 items). It uses a 5-points Likert scale ranging from 0 (never) to 4
(nearly always). The higher score indicates severe burden. Reliability from the

previous study was .92 (Toonsiri et al., 2011).
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Validity and Reliability of the Instruments

There were two groups of research instruments, namely qualitative and
quantitative research instruments. Qualitative research instruments included both
types of interview guide and observation guide. The quantitative research instrument

included the Zarit Burden Interview (ZBI) (Thai version).

Validity

Qualitative research instruments including an interview guide for in-
depth interviews and an interview guide for focus group discussions, and an
observation guide were examined by three experts consisting of 1) a nurse instructor
who is an expert in caring for patients with peritoneal dialysis, 2) a nurse instructor
who is an expert in action research (AR), and 3) a Muslim PD nurse who is an expert
in caring for Muslim patients with peritoneal dialysis. This was done in order to
confirm content validity.

Reliability

The quantitative research instrument—the Zarit Burden Interview
(ZB1) (Thai version)—was tried out with ten Muslim family caregivers of patients
with PD whose characteristics are the same as those of the participants of this study.

The reliability tested by Cronbach’s Alpha coefficient was .80.
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Research Process

There were two phases in the research process. First, the preparation
phase composed of the literature review and pilot study. The literature review aimed
to guide the development of a tentative Islam-based caring model designed in
accordance with Thai culture and Thai healthcare context. The pilot study aimed to
know the setting and conduct a context analysis in order to gain a clear and
comprehensive understanding of the organizational and people’s culture within Thai
healthcare context and culture. Once this was completed, the second phase—the
action research phase—was initiated consisting of the process of action research

entailing reconnaissance, planning, acting, observing, and reflecting.

1. Preparation phase

The objectives of the preparation phase were to develop a tentative
Islam-based caring model and to gain a clear and comprehensive understanding of the
real context of organization within Thai culture. There were two steps in the
preparation phase including literature review and pilot study.

1.1 Literature review

The literature review was performed focusing on a review on Islam,
Islamic thought, caring within Islamic perspectives, and Islam-based caring models or
interventions or programs. This involved the books and journals sourced from
libraries and databases. A tentative Islam-based caring model was initially developed

based on the theory and literature review by the researcher following the concepts of
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caring in nursing from an Islamic perspective of Barolia and Karmaliani (2008)
integrated with the concept of gratitude within an Islamic thought of Latheef (2013).

1.2 Pilot study

The pilot study was conducted in order to gain a clear and
comprehensive understanding of the real context of the research setting, to develop
and to test the possibility and feasibility in an implementation of the tentative Islam-
based caring model and data collection processes. It also allowed the researcher who
was inexperienced in action research to practice in a real situation.

1.2.1 Building rapport

The study began with developing a relationship with the PD nurses in
the PD unit by establishing trust and respect, balancing cultural humility with
technical humility, and overcoming communication difficulties. The researcher tried
to embed herself into a team as member in the setting. In this phase, the researcher
acted as an identifier of the problems and developer of the tentative Islam-based
caring model. The researcher also gained insights and deeper understanding about the
real context of the research setting in terms of working situations, daily nursing
practices, and environment.

1.2.2 Development of the tentative Islam-based caring model

The initial tentative Islam-based caring model was modified by the
researcher based on the pilot study as shown in Figure 3.1.

1.2.3 Testing the data collection

The researcher tested the interview guides for in-depth interview and

observation guides to collect data from the PD nurses. The interview guides for in-
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depth interview and focus group discussion were also tested among the Muslim

family caregivers and the patients.
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The nursing activities under the use of 5Rs integration with gratitude approach in the tentative
Islam-based caring model
Response
Physical dimension: The activities of PD nurses are;
- To encourage the family caregivers to express their experiences, to respond to and manage their
physical and psychological problems.
- To reinforce Muslim family caregivers to express gratitude or thanks giving to Allah and their
care-receivers when they involve in caregiving tasks.
Ethical dimension: The activities of PD nurses are;
- To establish trust, allow and respect the rights/decisions of Muslim family caregivers in planning
care, cooperate with the multidisciplinary healthcare team to adjust appropriate caring.
Ideological dimension: The activities of PD nurses are;
- To encourage Muslim family caregivers to provide caring for self, caring for patients, and caring for God.
Spiritual dimension: The activities of PD nurses are;
- To assist the family caregivers to consider that performing caregivers’ roles of them is based on
the Qur’an and Hadiths regarding family importance, caring family members, and gratitude.
- To encourage Muslim family caregivers to praise and be grateful to God when they do good
actions to care-receivers.
- To arrange a time and room to Muslim family caregivers and their patients for praying when they
come to follow-up at the dialysis unit.
- To provide and support the family caregivers to pray, read, and recite the Qur’an and Hadiths
regarding family importance, caring family members, and gratitude.
- To assist Muslim family caregivers to show remembrance of Allah through the simple words such
as Basmillah and Alhamdulillah.
Intellectual dimension: The activities of PD nurses are;
- To provide information about the patients’ conditions to the Muslim family caregivers.
- To assist Muslim family caregivers to understand the difficult situations and current their needs,
and advise them to manage both physical and psychological problems of them based on Islamic beliefs.
Relationship
The PD nurses establish the relationship with Muslim family caregivers by active listening
and communicating with informal technique, friendly interaction, providing information, encouraging
family caregivers to express their concerns, establishing trust and respect, and assisting them to cope
with difficult situations.
Relatedness
The PD nurses allow the Muslim family caregivers to talk and they are active listening and
providing simply touch in recognition of Muslim family caregivers’ presence.
Reflection
The PD nurses encourage the Muslim family caregivers to reflect on their experiences and
needs in relation to caregiving covering both physical &psychological aspects.
The PD nurses encourage the Muslim family caregivers to reflect on their beliefs and cultural
preference related to health beliefs, spiritual practices, and gratitude.
Role modeling
The PD nurses take action as the role modeling for learning and sharing experience in order
to change others in a positive way.
The PD nurses help the Muslim family caregivers to seek the role model in relation to
caregiving.

Figure 3.1 The tentative Islam-based caring model developed from theory, literature review,
and pilot study
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2. Action phase

In this phase, all of the 5Rs consisting of response, reflection,
relationship, relatedness, and role modeling stated by Barolia and Karmaliani (2008)
and the concept of gratitude described by Latheef (2013) were merged into the steps
of technical action research described by Kemmis and McTaggart (1988). The steps
of technical action research worked through the activities of relationships and
relatedness between the researcher and all participants.

2.1 Reconnaissance

1) The researcher began with the development of an intimate
relationship with all participants by building rapport, establishing trust and respect,
active listening, communicating with informal techniques, and showing friendly
interaction. Providing information, encouraging all participants to express their
concerns, assisting them to solve the problems, and spending time with them were
done.

2) The environment scan was then conducted while spending time with
all participants at the dialysis unit. Assessing the context of study setting was
analyzed, and insights and understanding were acquired regarding the current
situation of the dialysis unit through in-depth interviews, focus group discussions, and
observations.

3) The researcher first facilitated the Muslim PD nurses to discuss both
theoretical and practical discourse in order to build a key idea. The researcher also
encouraged the Muslim PD nurses to reflect on their experiences in relation to
providing holistic care among Muslim Family caregivers through face-to-face in-

depth interviews, field notes, and observations.
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4) The researcher encouraged Muslim family caregivers and the
patients with PD to reflect on their experiences in relation to caregiving and care-
receiving including the difficulties, the feelings, and the needs through face-to-face
in-depth interview. After data saturation was reached, the Muslim family caregivers
were encouraged to confirm the information again through focus group discussion.
Field notes were also utilized during face-to-face in-depth interview and focus group
discussion. The relatedness in this step was promoted by allowing the Muslim family
caregivers and the patients with PD to talk while the researcher was actively listening,
considering Muslim family caregivers’ cultural preference related to health beliefs
and spiritual practices, and allowing the Muslim family caregivers and the patients
with PD to get involved in planning care.

5) The researcher identified the problems, then modified the tentative
Islam-based caring model based on the qualitative data obtained from Muslim PD
nurses, Muslim family caregivers, and Muslim PD patients.

2.2 Plan

1) Information regarding the concepts of the Islam-based caring model
and technical action research process were passed on to the Muslim PD nurses.

2) All Muslim PD nurses were informed about the problems, relevant
activities, and practices in relation to providing holistic care in Muslim family
caregivers reflected by Muslim PD nurses in the reconnaissance step.

3) All Muslim PD nurses were informed about the experiences of
Muslim family caregivers and Muslim patients with PD in relation to caregiving and

care-receiving including the difficulties, the feelings, and the needs.



109

4) The researcher assisted the Muslim PD nurses assigned to the
dialysis unit in the southernmost part of Thailand to establish holistic nursing
activities based on the concepts of caring and gratitude and the information obtained
from the reconnaissance step, to identify the possibilities and limitations of the
situation, and to reflect on the tentative Islam-based caring model.

5) The tentative Islam-based caring model was then remodified again
based on the information and suggestions made by the Muslim PD nurses.

4) The remodified tentative Islam-based caring model and action plans
were passed on to the head nurse of PD unit of the implementation setting.

6) The action plans of the tentative Islam-based caring model were then
modified by the head nurse of PD unit.

7) The methods of evaluation and monitoring the implementation and
the outcomes of the tentative Islam-based caring model were then identified by the
researcher together with the head nurse of PD unit.

2.3 Action and observation

The researcher still acted as the facilitator in the implementation of the
tentative Islam-based caring model into practice by conducting the data collection,
and assuring and monitoring participation of all participants in the study. The Muslim
PD nurses who work in the dialysis unit at the implementation setting acted as the
providers of the tentative Islam-based caring model to Muslim family caregivers. The
activities of Muslim PD nurses in this step were as follows:

1) Establishing the relationship with Muslim family caregivers by
active listening, communicating with informal techniques, showing friendly

interaction, providing information, encouraging Muslim family caregivers to express
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their concerns, establishing trust and respect, and assisting them in coping with
difficult situations.

2) Having been provided with the action plans obtained from the
reconnaissance step, the Muslim PD nurses put these into practice to respond to the
concerns/values/beliefs of Muslim family caregivers. The relatedness in this step was
promoted by allowing the Muslim family caregivers to talk while Muslim PD nurses
were actively listening and by providing simply touch in recognition of the Muslim
family caregivers’ presence. The duration of providing the tentative Islam-based
caring model lasted for three months (12 weeks) based on the information obtained
from the literature review and the patient’s appointment, which is normally scheduled
every three months.

3) During the action and observation step, there was the second wave
of the COVID-19 pandemic. Hospital established restrictive policies with the aim of
controlling viral transmission. The visitors, including the researcher, were restricted
from visiting the hospital. Therefore, the outcomes of tentative Islam-based caring
model in terms of changes in nurse caring behaviors were mainly reported by the
Muslim PD nurses and Muslim family caregivers.

2.4 Reflection

In the reflection step, the researcher encouraged all participants
including Muslim PD nurses and Muslim family caregivers to evaluate, reflect, and
give feedbacks on the results of the Islam-based caring model. The strengths and
weaknesses of practice were discussed. Role modeling was sought for learning and
sharing experiences in order to change others in a positive way. ldentification of

additional resources and re-planning of new or different actions in the next cycle of
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planning, action, observation, and reflection between all participants were also
performed in order to ensure probability and sustainability of the implementation of
the caring model in practice.

During this step, there was a second wave of the COVID-19 pandemic.
Face-to-face in-depth interviews could not be conducted because of visitor restriction
policies of the hospital. The researcher therefore facilitated the Muslim PD nurses and
Muslim family caregivers to reflect and give feedback on the results of the tentative
Islam-based caring model in terms of changes in nurse caring behavior, caregiver
burden, and harmony in life through telephone in-depth interviews.

Moreover, the epidemic curve of COVID-19 could not be clearly
predicted at that time. This was the cause why the implementation of the Islam-based
caring model in Cycle 2 could not be started. Therefore, the researcher decided to
revise the research process to be conducted only through the first cycle. The
evaluation of caregiver burden among Muslim family caregivers of patients with PD
using the caregiver burden questionnaire was not conducted as identified in an initial
research process. The initial and revised research processes are presented in Figure
3.2 and 3.3, respectively. The activities of all participants in each step of technical

action research are also presented in Table 3.1
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Table 3.1 Key participants’ activities in this study separated by action research Steps

AR steps

Researcher

Muslim PD nurses

Muslim family caregivers

Reconnaissance

1. Get to know the setting, culture, and
people

2. Establish the intimate relationship with
all participants

3. Establishing trust and respect to all
participants

4. Conduct the environment scan

5. Encourage all participants to reflect on
their experience in relation to caring,
caregiving, and care-receiving.

6. Promote relatedness.

7. ldentify the problem and analyze
recent situation in terms of relevant
activities and practices, social
relationships, and organization

8. Design tentative Islam-based caring
model based on theories and literature
review

1. Incorporate with the researcher in
discussion about theoretical and
practical discourse in order to build
a key idea.

2. Reflect on their experience in
relation to providing holistic care in
Muslim family caregivers.

1. Reflect on their experiences in
relation to caregiving and care-
receiving.

2. Express their feelings and needs.

Plan

1. Encourage all participants who related
to the concerned problem to:
1.1 Reflect and think about the problem
1.2 Consider the possibilities and
limitations of the situation

1. Incorporate with the researcher in
reflection and thinking about the
concerned problem/issue

2. Consider the possibilities and
limitations in relation to the situation

1. Share the experiences in caregiving
regarding the difficulties/problems and
solving/coping, and the patients share
the experience in care-receiving.

2. Share the beliefs about health, illness,

[N
[EN
SN




AR steps Researcher Muslim PD nurses Muslim family caregivers
2. Inform the concepts of the Islam-based | 3. Consider the information about: healing, family importance, and caring
caring model and action research process 3.1 Muslim family caregivers’ and | family member as well as norms,
to the PD nurses, head nurse, physician, | patients’ health beliefs in the holistic | cultures, and values based on Islamic
and nutritionist. context. context.
3. Encourage the PD nurses to: 3.2 Interpretation of Qur’an and 3. Interpret of Qur’an and Hadiths
3.1 Reflect and revise the tentative Hadiths regarding health, illness, regarding health, illness, healing, family
Islam-based caring model based on the healing, family importance, and importance, and caring family member
information from them, Muslim family caring family member. together between Muslim nurses, family
caregivers and their patients. 4. Reflect and give feedbacks on the | caregivers, and patients.
3.2 Establish the action plan based on | tentative Islam-based caring model | 4. Share about the family caregivers’
the concept of caring and gratitude based on the previous information. and their patients’ needs in holistic care.
3.3 Create the methods of evaluation 5. Revise the tentative Islam-based
and monitoring the implementation and | caring model.
effects of the model. 6. Establish the action plan based on
the concept of caring and gratitude.
7. Create the methods of evaluation
and monitoring the implementation
and effects of the model.
Action & 1. Facilitate the nurses to implement the | 1. Establish the relationship through | 1. Use the verses regarding family

Observation

Islam-based caring model into practice.
2. Conduct data collection.

3. Maintain the participation of all
participants in the study.

4. Observe and collect the data.

5. Facilitate the PD nurses to evaluate,

active listening and communicating
with informal technique, friendly
interaction, providing information,
encouraging family caregivers to
express their concerns, establishing
trust and respect, and assisting them

importance, caring family member, and
gratitude from the Qur’an and Hadiths
guide their behaviors or actions.

2. Pray, read, and recite the Qur’an
regarding family importance, caring
family member, and gratitude in order

GTT




AR steps

Researcher

Muslim PD nurses

Muslim family caregivers

reflect and give feedback about the result

in term of feasibility in practice and
nurse caring behaviors changes.

cope with difficult situation.

2. Promote the relatedness.

3. Respond to the family caregiver
based on their
values/beliefs/concerns.

4. Provide the activities of an Islam-
based caring model to Muslim
family caregivers developed based
on the concept of caring and
gratitude (Figure 3.1)

5. Support the family caregivers to
pray, read, and recite the Qur’an
regarding family importance, caring
family member, and gratitude.

6. Evaluate the outcomes.

7. Reflect and give feedback about
the result in term of feasibility in
practice and nurse caring behaviors
changes.

to reduce caregiver burden and enhance
harmony in life.

3. Evaluate the strengths and weakness
in obtaining an Islam-based caring
model

Reflection

1. Encourage all participants to:

1.1 Evaluate, reflect, and give
feedbacks the results of the model.

1.2 Discuss about the strengths and
weaknesses of practice

1.3 Identify additional resources.

1. Evaluate, reflect, and give
feedbacks the results of the Islam-
based caring model.

2. Discuss about the strengths and
weaknesses of practice

3. Identify additional resources.

1. Reflect, give feedbacks, and discuss
about the strengths and weaknesses of
the Islam-based caring model.

2. Evaluate and reflect the effects of the
Islam-based caring model on caregiver
burden and harmony in life.

orTT




AR steps

Researcher

Muslim PD nurses

Muslim family caregivers

1.4 Re-planning of new or different
action in the next cycle
2. Re-evaluate the results and evaluate
the final outcomes

4. Re-planning of new or different
action in the next cycle

5. Perform as a Role modeling

6. Re-evaluate the results

LTT
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Data Analysis

The data obtained from several sources were organized before
performing the data analysis. All data sets were transcribed to verbatim transcriptions
in Thai from the audio recorder. The data were then transcribed into English for
analysis. The researcher read and reread the verbatim transcriptions of each interview
several times.

The content analysis approach described by Elo and Kyngés (2008)
was used to analyze the data. First phase was the preparation phase. The researcher
analyzed the meaning of words or sentences from manifest content based on research
questions and objectives. In then organizing phase, inductive content analysis was
selected. In this phase, open coding, categories, and abstraction were created. First,
open coding was conducted by using a computer to highlight codes in each line of the
data for identification and description of the existing phenomena in the text; usually
the name of the codes came directly from the text. Next, codes were grouped into sub-
categories by considering relationships between codes based on inductive reasoning.
Next, each sub-category was grouped into generic categories by considering similarity
or difference. Lastly, categories were grouped as main categories. The name of sub-
categories, generic categories, and main categories were created from the content.

The quantitative data were analyzed using frequency in order to
describe the demographic information of the Muslim PD nurses, Muslim family

caregivers and their patients.
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Trustworthiness of the Data

Trustworthiness or rigor refers to the degree of confidence in data,
interpretation, and methods of a study indicating the quality of a study (Polit & Beck,
2014). The five criteria of trustworthiness include credibility, dependability,

confirmability, transferability, and authenticity.

Credibility

Credibility refers to the truth of the data or the participant views and
the interpretation by the researcher. It indicates the confidence in the truth of the study
and the findings (Polit & Beck, 2014). Credibility is established through prolonged
engagement and persistent observation, member checking, peer debriefing, negative
case analysis, and triangulation (Connelly, 2016; Tappen, 2011).

In this study, credibility involved prolonged engagement and persistent
observation, member checking, peer debriefing, and triangulation. Prolonged
engagement and persistent observation allow sufficient time and opportunity to test
interpretation and develop emerging interpretations (Tappen, 2011). In this study,
initially the researcher planned to engage and observe the participants’ experiences in
all processes of the study from the preparation phase until the end of the action phase.
Unfortunately, due to the COVID-19 pandemic, the researcher could finally engage
and observe the participants’ experiences in the preparation phase until the end of the
plan step of the action phase covering about six months. During these phases, the

researcher tried to embed herself into the team as a member in the setting aimed to
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gain insights and deep understanding about the real context of research setting in
terms of work situation, daily nursing practice, and environment.

For member checking, credibility was obtained by using focus group
discussions of Muslim family caregivers to confirm and validate the findings from
their experiences. In this study, focus group discussions were conducted in order to
discuss, confirm, and validate the experiences of Muslim family caregivers in caring
for patients receiving PD from in-dept interviews.

Peer debriefing is seeking feedbacks from individuals with expertise on
the subject and methodology of the study. In this study, the feedbacks from the
advisor and co-advisor served as peer debriefing.

Finally, triangulation was used to achieve credibility. Methodological
triangulation means the use of multiple methods to collect data. In this study, the
collection data methods consisted of in-depth interview, focus group discussion, and
observations. Source triangulation means obtaining different viewpoints. In this
study, the information or viewpoints were obtained from Muslim PD nurses, Muslim
family caregivers and their patients. Theory triangulation means the results can be
related to multiple theories. For this study, the findings were draw from the
experiences and the literature review.

Dependability

Dependability refers to the stability of the data over time and over the
conditions of the study (Polit & Beck, 2014). It can be achieved when another
researcher agrees with the trails of each stage of the research process (Cope, 2014).
Procedures for dependability are maintenance of an audit trail of process logs and

peer debriefings with a colleague. Process logs are the researcher notes of all activities
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happening during the study and decisions regarding aspects of the study (Connelly,
2016). Stepwise replication, triangulation, peer examination, and code-recode
procedure are suggested as the strategies to establish dependability (Krefting, 1991).

In this study, dependability was obtained through the dependability
audit from experts including the advisor and co-advisor. Dense description of research
methods and any summaries or ideas that occurred to the researcher during the study
were also reported. Additionally, a code-recode procedure was performed.

Confirmability

Confirmability refers to the ability of the researcher to demonstrate that
the data reflect real responses from the participants without the researcher’s biases or
viewpoints (Polit & Beck, 2012). Creditability can be demonstrated by describing
how conclusions and interpretations are established and explaining that the results are
derived directly from the data (Cope, 2014). Peer debriefing and member checking
can also be used to establish confirmability (Connelly, 2016).

In this study, confirmability was demonstrated through providing dense
description of research methods and providing several summaries or ideas that
occurred to the researcher during the study. The rich quotes from the participants that
described each emerging theme were presented in the report. Peer debriefing and
member checking were conducted.

Transferability

Transferability refers to the findings that can be applied into other
settings or groups (Polit & Beck, 2012). This focused on the characteristics of

informants and their story. In this study, transferability was demonstrated by
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providing detailed description of the context, location, characteristics and sampling
methods of participants of the study.

Authenticity

Authenticity refers to the ability and extend to which the researcher
faithfully shows the feelings and emotions of the participants’ experiences (Polit &
Beck, 2012). Selection of suitable participants for the study and providing a rich and
detailed description are strategies to establish authenticity (Connelly, 2016).

In this study, authenticity was achieved through the purposive
sampling. The participants who have experiences in accordance with the objectives
and the questions of the study were selected. In reporting, the details of selection of

participants of the study were provided.

Ethical Considerations

The research proposal was approved by the Institutional Review Board
on Research Involving Human Subjects of Prince of Songkhla University (PSU IRB
2019-NSt 009) and by the hospital in which that data were collected (ETA004/62).
The researcher selected the participants who met the inclusion criteria and were
willing to participate in the study. Before participants provided signed consent, the
participants were informed by the researcher about the objectives, processes,
disadvantages and benefits of this study. The researcher answered every question the
participants asked without hiding anything. The participants were allowed to refuse
and withdraw from this study at any time without causing any negative impact on

their work or their treatment. Their information was kept secret and was exposed in
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the format of findings of the study. It was presented to healthcare provides who were
involved in this study. If the study posed a threat to the participants, the researcher

solved the issue based on the standards of the hospital.
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Chapter 4

Findings and Discussions

This chapter reports the findings and discussion of the study. Technical
action research was used as the methodology and the results are based on qualitative
data analyzed using content analysis as follows.

1. Demographic characteristics of the participants
2. Process of developing the Islam-based caring model
2.1 Reconnaissance phase
2.1.1 Muslim PD nurses
2.1.1.1 Nurses' perceptions in providing care for Muslim caregivers
2.1.1.2 Barriers to providing holistic care on the part of Muslim
family caregivers
2.1.2 Muslim family caregivers
2.1.2.1 Overwhelmed with suffering
2.1.2.2 Coping with negative feelings
2.1.2.3 The needs of Muslim family caregivers
2.1.3 Muslim PD patients with peritoneal dialysis
2.2 The development of a tentative Islam-based caring model
2.3 The implementation of a tentative Islam-based caring model
3. Evaluation of the tentative Islam-based caring model
3.1 PD nurses
3.2 Muslim family caregivers

3.3 Lessons learned
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3.4 Suggestions received
4. The initial Islam-based caring model for Muslim family caregivers of patients with
peritoneal dialysis

5. Discussion
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1. Demographic characteristics of the participants

The key participants were five Muslim PD nurses and the associated
participants were thirteen Muslim family caregivers and their ten PD patients. The
demographic characteristics of the participants are described as follows:

1.1 Muslim PD nurses

A total of five Muslim PD nurses participated in this study. The ages of
the nurses ranged from 33 to 52 years with the average age of 41.80 years (SD =8.01).
All of the Muslim PD nurses were female. Four of five had a peritoneal dialysis
diploma. Their average work experience in the PD unit was 13.90 years. Three of five
had experience in informal Islam-based caring training and often applied Islam-based
caring in their practice (table 4.1).

Table 4.1 Demographic characteristics of Muslim PD nurses (N=5)

Characteristics N

Age mean = 41.80 years (SD =8.01, Min=33, Max=52)

Gender
Female 5
Education
Bachelor degree 1
Bachelor degree with a peritoneal dialysis certificate 4

Self-report in providing holistic care
Often 2

All the time 3
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Table 4.1 Demographic characteristics of Muslim PD nurses (N=5) (continued)

Characteristics N

Experienced in training in Islamic doctrines
Yes 3
No 2
Experience in providing Islam-based caring
Often 3

All the time 2

1.2 Muslim family caregivers

A total of thirteen Muslim family caregivers participated in this study
(in-depth interviews, n = 10; focus group discussions, n = 4.). One participant
participated in both the in-depth interview and the focus group discussion. The
average age of the Muslim family caregivers was 38.58 years (SD=13.36). Twelve of
the Muslim family caregivers were female. The relationship with the care receivers
was child (n=8), spouse (n=4), and relative (n=1). Nearly half of the Muslim family
caregivers had a high school education (n=5), followed by primary school (n=4),
junior high school (n=2), a peritoneal dialysis diploma (n=1), and a bachelor degree
(n=1). Ten were married. Their occupations mostly were farmers (n=5), followed by
merchants (n=3), unemployed (n=2), businessperson (n=1), employee (n=1), and
housewife (n=1). Their incomes ranged from less than 10,000 Baht (n=7) to 10,000-
15,000 Baht (n=3), 15,001-20,000 Baht (n=2), and no income (n=1). Most of the

Muslim family caregivers stated that their income was not sufficient (n=7). They
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reported spending an average of 12 hours a day on caregiving. The average duration
of caregiving was 23.2 months (table 4.2).

Table 4.2 Demographic characteristics of the Muslim family caregivers (N=13)

Characteristics N

Age mean = 38.58 years (SD=13.36, Min=20, Max=63)

Gender
Female 12
Male 1

Relationship with PD patients

Child 8
Spouse 4
Relative 1
Education
Primary school 4
Junior high school 2
High school 5
Diploma 1
Bachelor degree 1

Marital status
Single 3

Married 10
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Table 4.2 Demographic characteristics of the Muslim family caregivers (N=13)

(continued)

Characteristics N

Occupation
Farmer 5
Merchant 3
Unemployed 2
Businessperson 1
Employee 1
Housewife 1

Income status

Sufficient 5
Not sufficient 7
Not specified 1

Duration of being a caregiver average of 23.2 months (SD=27.7, Min=1, Max=84)

The hours of care average of 12 hours per day (SD=8.08, Min=4, Max=24)

1.3 PD Patients

A total of ten Muslim PD patients participated in this study. The average
age of the PD Muslim patients was 54.7 years (SD =8.90). The number of female and
male PD patients was equal. Most of them had a primary school level of education (n =6).
All of them were married and had an underlying disease, including hypertension (n=10),
dyslipidemia (n=4), heart disease (n=3), diabetes insipidus type Il (n=2), gout (n=2), and

hyperthyroidism (n=1). The average duration of PD was 36.2 months.
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Table 4.3 Demographic characteristics of Muslim PD patients (N=10)

Characteristics N

Age mean = 54.7 years (SD =8.90, Min=43, Max=69)

Gender
Female 5
Male 5
Education
Primary school 6
High school 1
Diploma 1
Bachelor degree 1
None 1

Marital status
Married 10

Underlying disease

Hypertension 10
Dyslipidemia 4
Heart disease 3
Diabetes insipidus type Il 2
Gout 2
Hyperthyroidism 1

The duration of dialysis average of 36.2 months (SD =36.2, Min=3, Max=96)
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2. Process of Developing the Islam-Based Caring Model

The Islam-based caring model was developed through the process of
action research beginning with reconnaissance and then followed by a spiral of
planning, action, observation, and reflection. The Islam-based caring model was

developed during two phases of the research process.

2.1 Reconnaissance

Reconnaissance was conducted in order to identify the problem and to
analyze the recent holistic caring situations of the Muslim family caregivers in terms
of relevant activities and practices, social relationships, and organizational system
aimed to gain insights into the situations in the PD unit through face-to-face in-depth
interviews with five Muslim PD nurses, ten Muslim family caregivers, and ten
Muslim PD patients, and focus group discussion with four Muslim family caregivers
(table 4.4).

Table 4.4 Main categories derived from Muslim PD nurses, Muslim family caregivers,

and Muslim PD patients

Muslim PD nurses

Muslim family caregivers

Muslim PD patients

1. Nurses' perceptions in
providing care for Muslim
family caregivers

2. Barriers to providing
holistic care for Muslim

family caregivers

1. Overwhelmed with
suffering

2. Coping with negative
feelings

3. The needs of the Muslim
family caregiver in caring

for his/her loved one

1. Information support
2. Monitoring the family
caregivers in providing
care

3. Emotional support
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2.1.1 Muslim PD nurses

Two main categories were emphasized in this group: 1) nurses'
perceptions in providing care for Muslim caregivers, and 2) barriers to providing
holistic care.

2.1.1.1 Nurses' perceptions in providing care for Muslim family
caregivers

The findings showed that there were three generic categories related to
the provision of care for the Muslim family caregivers perceived by the PD nurses.

1) Required nursing competencies

There were three sub-categories of nursing competencies in providing
care for the Muslim family caregivers: holistic nursing, cultural and critical thinking
competencies. The holistic nursing competencies were reflected in the interaction
involving respect, trust, empathy, sincerity, and spirituality on the part of the Muslim
family caregivers. Effective communication in terms of friendly interaction, active
listening, observing, and paying attention were seen as the necessary skills required of
PD nurses. Secondly, in terms of cultural competency, PD nurses should provide care
for Muslim family caregivers based on their personal and cultural background, and
language and religious and health beliefs. Lastly, critical thinking competencies are
required for the assessment and evaluation of the information derived from
communication and observation. As two Muslim PD nurse stated:

“While they consulted me...they seemed to perceive that...I had
sincerity...1 allowed them to express their feelings first while | observed their facial
expression...l perceived...nobody was happy...they were stressed...l therefore

allowed them to express their feelings first...I was actively listening...after that...|
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could initially assess...how their context is...what their problems are ...it was
different depending on their context.” (Nurse, P03)

“For caregivers...] must also pay attention...not only to caregiving
tasks...it has to be holistic care...their economic status...family... | have to know
everything about them...when they become a caregiver...it helps me to plan
easily...where are they working...I have to know...I have to help them to manage their
schedules together with their patients and other family members.”” (Nurse, P03)

2) Islamic perspective in relation to caring

There were two sub-categories of Islamic perspectives in relation to
caring: religious beliefs and religious practices. Religious beliefs mentioned by
Muslim PD nurses included beliefs in God, belief in the Prophet and the Qur’an, and
other Islamic beliefs. Belief in God was explained as referring to faith in Allah and
remembrance of Allah. Belief in the Prophet and the Qur’an put emphasis on gratitude
and holistic human being. Both of these religious beliefs were identified as those that
Muslim PD nurses can encourage while providing care for Muslim family caregivers.
In addition, Muslim PD nurses addressed other Islamic beliefs including pilgrimages,
fasting during Ramadan, and keeping the body undisclosed. These should be of
concern in providing care according to Islam.

Regarding religious practices, prayer for blessing from Allah called
“Dua” and reading the Qur'an were mentioned by Muslim PD nurses. Both religious
beliefs and religious practices can be used to encourage and manage the negative
feelings of the Muslim family caregivers, which can be integrated into the clinical

practice of Muslim PD nurses. As two Muslim PD nurse stated:
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“In Muslim society, they mostly live with their parents, they easily
accept caregiving roles. Muslim strongly trust in Allah, they accepted the patienzs’
illness and turning to Allah. They accepted, so it was easy to deal with them.” (Nurse,
PO3)

“Family caregivers faced more stress related to caregiving. Muslim,
prayer is more beneficial, when they pray...they perceived the difficulties as a testing
from Allah, testing their patient. Muslim family caregivers who recognized about
religious beliefs, they said...they felt better.” (Nurse, P01)

3) Expected outcomes in providing care for Muslim family caregivers

Family caregivers’ and patients’ outcomes were expected in providing
care for the Muslim family caregivers. Focusing on the Muslim family caregivers, the
Muslim PD nurses anticipated that they should have quality of life. This means that
Muslim family caregivers are able to provide long-term effective caregiving with
happiness and without “burnout” resulting in the patients’ health improvement.
Muslim PD nurses need to integrate religious beliefs in relation to health from
credible sources into their caring. They mentioned that developing a care model based
on religious beliefs was a benefit for them.

“l would like to have a guideline because Muslims are the largest
population, approximately 77%, in my setting. But a nurse cannot do without
collaboration. Patients, family caregivers, and religious leader should reflect because
some beliefs are not completely correct. My knowledge is inadequate. Therefore, we
should establish the guideline by analyzing the problem and solving it together with

the health care team.” (Nurse, P05)
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2.1.1.2 Barriers to providing holistic care for Muslim family caregivers

In order to gain a clear and comprehensive understanding of the real
situation in the peritoneal dialysis unit, the researcher conducted an environment scan
and in-depth interviews with five PD nurses. There were three generic categories
related to the barriers in providing holistic care as perceived by the PD nurses,
including the following: 1) barriers related to Muslim family caregivers; 2) barriers
related to PD nurses; and 3) barriers related to the organizational system.

1) Barriers related to Muslim family caregivers

Caregivers are one of the factors that influenced the holistic care
provided in practice, especially Muslim family caregivers who engaged in non-self-
disclosure. It led to a gap in the communication between Muslim PD nurses and
Muslim family caregivers in practice. Muslim PD nurses could not gain insight into
personal information resulting in facing difficulties in providing holistic care as
perceived by the PD nurses. As two Muslim PD nurse stated:

“During training, we can build the relationship, but we cannot get
insight into them because someone is a close-minded person.” (Nurse, P02)

“The main problem of Muslims is their beliefs...everything is
designation of God...this is the creation of Allah. Thus, we cannot argue.” (Nurse,
PO1)

2) Barriers related to the Muslim PD nurses

Holistic competency was mentioned as the major barrier to providing
holistic care. Lack of knowledge and awareness, ineffective communication, poor
relationship, and a shortage of PD nurses were illustrated as the barriers to providing

effective holistic care for the Muslim family caregivers.
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2.1) Lack of knowledge

Lack of knowledge was described in terms of insufficient religious
knowledge in relation to health as seen in the statements below:

“As a Muslim, my knowledge... I have not sought the information from
the reliable resource yet. | would like to have the guideline because there are Muslims
about 77% that is the largest population.” (Nurse, P05)

2.2) Lack of awareness

Even if the PD nurses were Muslim, they perceived that caregivers’
difficulties are a family matter, and the PD nurses cannot manage them. That is, the
PD nurses often neglected the psychological problems of the family caregivers, and
they sometimes ignored the details of the religious beliefs:

“Caregivers’ difficulties are hard to manage because these are a
family matter. Something we can suggest, but we cannot support...most caregivers
are neglected by PD nurse. In fact, they feel stressed because they experienced
caregiving in long term. Someone changed their social roles in order to take care of
their loved one. We sometimes ignore them; we only focus on the patients. In fact, the
patients” outcomes will be improved depending on caregivers. Therefore, we have to
focus on caregiver also, how do they do it? Are they burned out? Psychological
support should be continued.” (Nurse, P0O1)

2.3) Ineffective communication

Ineffective communication on the part of the healthcare providers was
reported as a barrier to providing holistic care. Caring for the caregivers required the

involvement of a multi-disciplinary team. Some information may be lost through
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ineffective communication, resulting in incomplete holistic care, as a Muslim PD
nurse explained below:

“Sharing information within the team is necessary. Because our team
includes a few PD nurses. | sometimes knew the information, but my junior does not
know. She may lose monitoring.” (Nurse, PO1)

2.4) Poor relationships between the caregivers and PD nurses

Poor relationships between the caregivers and the PD nurses also were
seen to affect the provision of holistic care. This factor is related to the characteristics
of the PD nurses. A junior PD nurse described that she was not a talkative person and
sometimes it was difficult for her to build a rapport with the caregivers, as can be seen
in the following:

“Caregivers who came with patients during the follow-up period were
not the person who came to train before. Our relationship is poor because PD nurses
can establish relationship with the caregiver during training period.” (Nurse, P02)

2.5) Shortage of PD nurses

The shortage of PD nurses was a common barrier for holistic care
provision. Meanwhile, they have a lot of responsibilities, and the patients normally
were more emphasized than the family caregivers.

3) Barriers related to the organizational system

The PD nurses explained that the organizational system was
unfavorable to holistic care provision in terms of shift-working conditions. They have
no time to fully provide holistic care. One PD nurse stated that “holistic...it is not
complete. In fact, we have to visit them at home. But we have to work at the clinic full-

time. We cannot visit at home...we just provide caring in the hospital.” (Nurse, P01)
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2.1.2 Muslim family caregivers

The experiences of Muslim family caregivers regarding caring for
patients with PD were categorized into three main categories: overwhelmed with
suffering, coping with negative feelings, and the needs of Muslim family caregivers in
caring for their loved ones.

2.1.2.1 Overwhelmed with suffering

Overwhelmed with suffering means that being a family caregiver
negatively affects multiple dimensions of the lives of Muslim family caregivers.
Being overwhelmed with suffering was described. The participants indicated that
when they became caregivers, their lives changed; they felt that their lives were
completely full of suffering. This was described through five generic categories: (i)
feeling discouraged; (ii) loss of freedom in living; (iii) facing an economic crisis; (iv)
experiencing family conflicts; and (v) physical disturbance.

Feeling discouraged

Feeling discouraged refers to the negative feelings resulting from being
a caregiver. This was explained through feelings of uncertainty, fear, hopelessness,
and helplessness caused by the increase in workload and the lack of improvement in
patients’ health, as can be seen in the following:

“I'm stressed out, and I'm tired...I have worked all my life... I have
worked like everyone else...but it’s still not improved. I'm discouraged... sometimes |
cried.” (Daughter, P05)

“I'm stressed, | take care of him (husband) until I'm exhausted...so

much...I'm exhausted.../’m discouraged.” (Wife, P09)
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During the focus group discussion, the experience of discouragement
was expressed by two participants who had to take care of their parents, as illustrated
in the following statements:

“I'm willing to take care of her (mother)...I have to do
everything...I'm a fisher...I changed t0 go fishing at night...and I had to come to take
care of my mother in the morning...sometime, I'm discouraged...and I cried...”
(Daughter, FG1)

“For me...I had to take care of both my father and mother...nobody
helps me...sometimes, my parents were admitted in different hospitals...I have to hire
a caregiver...I also have two children...It’s really difficult to manage...sometimes I'm
discouraged...I have to do everything.” (Daughter, FG4)

Loss of freedom in living

Loss of freedom in living refers to the experience of no longer having
the ability to go anywhere as needed. They were more concerned about patients’
caregiving. Their lifestyle had to be changed after becoming caregivers. They spent
more time with caregiving leading to feeling of losing time for social interaction with
others and travel. Living with limitations was perceived, as indicated in the following:

“Before the dialysis started, I used to see my friends. Now, there’s no
one... I want to see my friends...I want to live like my friends. But | can’t.”
(Daughter, P03)

“I am not social anymore...I don’t go anywhere... anywhere. Before
becoming a caregiver, | used to hang out with others. But this illness (dialysis) made
me...for example, I have to go to my wife’s home and return on the same day. I can’t

travel...When I leave, I have to hurry home. ” (Son, P0O1)
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Facing an economic crisis

Facing an economic crisis refers to the financial problems caused by
taking the caregiver role. This may cause a lower income and the higher cost of care
explained by most of the participants. Nearly all of Muslim family caregivers were
farmers who generally had a low income. Some quit their jobs since becoming a
caregiver which resulted in losing their income entirely, especially those who had no
savings, as stated below:

“I quit my job because | had to be a caregiver. That affected my
income...I hope to have more income. Now I'm a farmer...It’s enough to survive but |
don’t have any savings.” (Granddaughter, P10)

“It's difficult to manage...I'm living hand to mouzh... medication
money... When we go to the hospital...we spend about 400-500 baht each time...And
then transportation expenses...daily life expenses...And if he’s admitted... at least 300
baht a day...I am the only one who earns...It’s not enough.” (Wife, P02)

Experiencing family conflict

Experiencing family conflict means conflict between a family
caregiver and his or her family members, and between a family caregiver and his or
her loved one. This was expressed especially by Muslim family caregivers who
performed caregiving tasks without family support, as a sole family caregiver who
was responsible for taking care for her mother alone mentioned:

“Sometimes, I felt irritability...why...they [her brother] push all
responsibility to me...I thought...She’s our mother... Sometimes, | am angry...
why...our mother, why don’t they help me to take care of her... I sometimes argue

with my brothers.” (Daughter, P03)
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Physical disturbance

Physical disturbance refers to changes in physical health of Muslim
family caregivers during performing caregiving tasks. They mentioned that caregiving
affected their physical health in terms of body weight loss resulting from decreased
appetite and delayed eating, loss of leisure, and sleep deprivation. Their workload and
the patient’s illness were the causes of this physical disturbance, as indicated in the
following:

“I lost weight. I couldn’t swallow anything, like my throat was
obstructed, | couldn 't sleep, I had no appetite for about 2-3 months. When he was ill,
it seemed like I was ill too.” (Wife, P09)

2.1.2.2 Coping with negative feelings

Caregivers’ coping with negative feelings refers to the strategies that
Muslim family caregivers used in dealing with the negative feelings in order to
achieve greater harmony in life during performing caregivers’ roles. This was
described through four generic categories: (i) adherence to religious doctrine and
religious practices; (ii) valuing being a caregiver as a child’s responsibility; (iii)
seeking support and searching for information; and (iv) balancing roles.

Adherence to religious doctrine and religious practices

The participants stated that they are required to take care of their family
members. According to the Qur'an, caregiving is an act of kindness or a good deed
performed by children for their family members and parents. Caregiving is also a
chance to show faith in Allah, gratitude, and love for family. Moreover, the value of
religious practices was seen in values during performing caregivers’ roles, especially

prayers and reading the Qu’ran. During prayers, feeling closer to God, receiving a
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blessing from Allah (Dua), and asking God to forgive their sins and bad deeds
(Taubah) were performed. Whenever they had aligned their behavior with their
religious doctrine and beliefs, and religious practices, they were more willing to
accept their roles and achieve harmony in life, as articulated in the following
passages:

“Taking care of my parents is one of the highest merits in Islam. Our
life is so hard today, but our life after death will be in heaven. Although our life is
now so hard, it will be happy in the future...My difficulties are God’s test of my
faith... |1 sometimes feel stressed, but after prayer | feel better. It means that | can get
closer to God. ” (Daughter, P05)

Two other Muslim family caregivers stated:

“Love...love (cry)...a new job can be found anytime, but...the parents I
can’t find anywhere. I lost my job. I lost my money. | have now become a merchant, |
get more income than before, this is the reward that he (God) gives to me...I have
taken care of my parents, and he (God) returns the reward to me.” (Daughter, P0O6)

“About the bad thing, I think... Allah gives it to me...it comes from
Allah. Belief...I really believe even though | cannot see it. | appreciate that...faith...1
have faith that if | ask anything, | will get it.../ pray for my father. | pray for him to be
better and do his duty at Masjid...could pray five times like others. I pray...pray from
Allah... Taubah (repentance)...like a forgiveness.” (Wife, P09)

Valuing being a caregiver as a child’s responsibility

The value of being a caregiver refers to the value of caregiving
perceived by Muslim caregivers. Caregiving is valued as the responsibility of a person

living with a care-recipient. The youngest children are automatically required to be a
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caregiver. When they meaningfully recognised their culture and value, they became
more aware of their roles, as stated by the following woman:

“I’'m the youngest daughter. My brother and sister are married. I am
the only one Who lives with him (father). It’s my responsibility. Taking care of our
parents is our duty.” (Daughter, P0S)

During the focus group discussion, two participants expressed that
being a caregiver was the most valuable role of a Muslim, as illustrated in the
following statements:

“In Islam...the religion requires the son to take care of his parents...It
has been described in the Qur’an...The son has responsibility in taking care of the
parents.” (Son, FG3)

“I don’t think so...my mother has two sons and two daughters...my two
brothers refused to take care of her (mother)...but I didn’t blame them...| can do
it...taking care of the parents is the duty of children...it’s my responsibility.”
(Daughter, FG1)

Seeking support and searching for information

Seeking support and searching for information refer to the strategies
used to ensure stability in the management of caregiving. Other family members,
relatives, healthcare providers, and peers were sought during performing caregiving
tasks. Family members and relatives were mainly mentioned when Muslim family
caregivers needed help in managing caregiving and financial support. Peers’ and
healthcare providers’ support were mainly required when they needed more

information regarding caregiving, as seen in the following:
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“I have more things to do...spend less time to care for him (husband).
Someone has other people to help them...I have no one...if I had someone, they would
help me...reduce my workload...I would spend more time with the patient.” (Wife,
P02)

“They came for a follow-up on the same day. The patients can meet
each other. There are caregivers who are the role models. They gave me courage. It’s
not bad at all.” (Son, PO1)

During the focus group discussion, two participants described that they
consulted healthcare providers when they needed more information about caregiving,
as demonstrated in the following statements:

“When my mother got sick...sometimes [ had t0 manage her
medicines... I didn’t know...I consulted them (PD nurses) by calling...they told me
everything.” (Son, FG3)

“I had ever called to consult them...I didn’t know...how to manage
abnormal signs at home...they told me how to solve them.” (Daughter, FG4)

Balancing roles

Balancing roles refers to the way that a new Muslim family caregiver
used to balance his or her multiple roles while becoming a caregiver. Most of the
participants were adults who had multiple roles of responsibility. They tried to keep
the balancing of multiple roles associated with caregiving. Revising schedules and
managing new lifestyle had to be done. Rearrangement of priorities was identified in
order to adjust to their caregiving. The changes of work schedules were done in order

to continuously perform caregiving, especially working-family caregivers.
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Meanwhile, the changes in educational plans or school schedules were explained by
one school-age caregiver, as stated below:

“After my mom became bedridden, I changed my work shifts to night
shifts. 1 can take care of her during the day. Before | go to work, I do dialysis
activities at about 7.30 p.m. because my sister can’t do it. The dialysate is drained out
the next morning when | come back. I¢’s a little too late, but | have to do it like this
because my sister can’t do it.” (Daughter, P05)

“My school schedule was formal at first, then, after my mother got
sick, it was changed to non-formal. | would like to take care of my mom.” (Daughter,
P03)

“I tried to participate in Muslim merit-making, | came back for
peritoneal dialysis, then I went back there again.” (Daughter, P0O6)

2.1.2.3 The needs of the Muslim family caregiver in caring for his/her
loved one

Healthcare providers’ support

The support from the healthcare providers was mainly focused on
when they were asked about supporting resources. Focusing on their unmet needs, the
Muslim family caregivers reported that they need healthcare provider support by
assisting them in performing dialysis tasks in some situations that are difficult for
them, in reducing the frequency of follow-ups because of the difficulty in travelling,
continuing home visits at least two times a year, and the provision of more
information regarding dietary management at home. Moreover, the healthcare
providers are required by the Muslim family caregivers to provide emotional support

that helps them to be comfortable in performing their caregiving.
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“It seems...I don’t know...how much she can eat...what can she
eat...or...after dialysis...I got less dialysate...I need more information...It may be
provided through brochure...I need more information about vegetables and fruits that
she can eat.” (Granddaughter, P10)

A participant who is a sole Muslim family caregiver stated:

“I need a nurse or other health care providers...sometimes I have to go
out of town for a few day...I don’t have a second caregiver or relatives...I need a
nurse or health care staff to help in dialysis...only when I'm not available.” (Wife,
P04)

A participant expressed the needs after starting peritoneal dialysis
during the first two or three months, as illustrated in the following statements:

“At the beginning of performing dialysis...I need encouragement...l
need some suggestions...but...when | do it for a long time...I can do it..I'm
confident.” (Daughter, P08)

Family/relative support

Family members, including the care receivers, other family members,
and relatives, are required to support family caregivers in the matter of the reduction
of workloads and financial support. Some Muslim family caregivers need to keep a
balance between their life and caregiving tasks; they tried to find new work in
accordance with their caregiving responsibilities; and they need to have time for
socialization with friends, and they cannot manage that without family member
support.

“I have to do everything...these make me take less care of

him...someone has another family member 10 support...but I don’t...if Someone can
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help me...my work load will be reduced...I can spend more time with caregiving.”
(Wife, P02)

“The first three to four months after being a caregiver...I did
everything...after that...my mother has helped me...I have to work...when my mother
has helped me in caregiving...I can work for earning.” (Daughter, P06)

Peer support

Peer support is important for Muslim family caregivers. Especially in
the peer group meetings, they expressed that peers can take action as the supporter in
aspects of social and emotional support. They can benefit from others’ life
experiences in terms of obtaining more information and encouragement from others in
the peer group meeting.

“I need...meeting...at least one time a year...both the patients and
family  caregivers...caregivers can share their experiences...talking and
asking...when we meet...we can share the ideas.” (Daughter, P0O7)

“When we met...we already had the role model who is successful in
caregiving...He/she gave me the encouragement...it’s (being a caregiver) not bad.”
(Son, P0O1)

2.1.3 Muslim PD patients

The PD patients’ experiences in care receiving from their caregivers
were assessed in terms of their satisfaction and the needs of the family caregivers.
Most of the PD patients were satisfied with the care that they received and appreciated
their family caregivers as well as the PD nurses. Regarding other needs for their

family caregivers, the results are summarized as follows:
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2.1.3.1 Information support

In the earlier phase of caregiving, especially within the first two
months, most of the patients perceived the caregivers’ doubt about their caregiving.
The patients therefore paid more attention to the information provided by the PD
nurses after being discharged and sent home. The required information included
dialysis tasks and management, caregiving tasks, the patients’ health and emotional
changes, complication monitoring, and supporting resources. The strategy for
providing information frequently suggested by the patients was home visits, either
face to face or via telephone calls. An easily accessible communication system was
also recommended to be developed.

“We sometimes have the problems...they (PD nurses) allow us to call
first...sometimes they (PD nurses) can help...we need to consult something...they
previously provided it...but...it’s not enough.” (Patient, 03)

“I need...they (PD nurses) suggest them something...what is to be
done...monitor...food...what can the patient eat...what cannot...I want them (PD
nurses) to advise on the changes of lifestyle...what are to be changed...before and
after starting dialysis.” (Patient, 04)

2.1.3.2 Monitoring the family caregivers in providing care

Due to being a new caregiver, the patients perceived that their
caregivers may not be confident in providing caregiving and management. Providing
care, having difficulties, and the problem solving of the caregivers needed to be
monitored by the PD nurses. These covered dialysis procedures, dialysate, diet, the

environment, and instrument management in a real context. The strategy for
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monitoring family caregivers in providing care frequently suggested was home visits,
either face to face or with telephone calls.

“I need PD nurse to go to monitor... caregiving activities of
caregiver...what does he (son) do...right or wrong...dialysis performing.” (Patient,
01)

“I need them (PD nurses) to monitor...caregiving performing...hOW
does she (wife) do...she should be strict as before...they always should remind her.”
(Patient, 02)

2.1.3.3 Emotional support

Some of the PD patients perceived that their family caregivers were not
willing to be a caregiver. Reminding them about religious beliefs and gratitude in
relation to caregiving by the PD nurses may encourage them to become an effective
caregiver. In addition, some of the patients perceived that family caregivers may
experience negative feelings such as fear, stress, and lack of confidence. Religious
practice, including prayer, was suggested to the PD nurses for encouraging the family
caregivers, aimed at decreasing negative feelings. Friendly language was also required
in emotional support.

“At PD unit...they (PD nurses) can provide religious beliefs related to
being a caregiver...for example...religious doctrine...gratitude...they can integrate
these into psychological caring...encourage them (caregivers) to continuously take
caregivers’ roles.” (Patient, 03)

2.2 The development of the tentative Islam-based caring model

The tentative Islam-based caring model was initially developed based

on a literature review and information obtained from the pilot study. The process of
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the 5Rs in the concept of caring from an Islamic perspective of Barolia and
Karmaliani (2008), which incorporated the gratitude approach within an Islamic
thought of Latheef (2013) were integrated into the model in order to guide the actions
of Muslim PD nurses in practice (Appendix F).

In the reconnaissance step, the data showed that being a caregiver has
holistic effects on the Muslim family caregivers’ life. This result confirmed that
Muslim family caregivers also need caring from PD nurses. After data analysis, the
result showed that the main participants involved in applying the Islam-based caring
model in this study included Muslim PD nurses and Muslim family caregivers.
Muslim PD nurses are required to possess the essential nursing competencies such as
holistic nursing, cultural and critical thinking competencies.

Regarding Muslim family caregivers, the information obtained from
Muslim family caregivers and Muslim PD patients supported that there were several
determinants of suffering especially during the first three months after becoming a
caregiver including the increase in workload, lack of improvement in patients’ health,
facing negative feelings such as discouragement, uncertainty and fear in relation to
caregiving and the patients’ illness, physical disturbance, and lack of support. After
three months, most Muslim family caregivers expressed that they were more
confident in performing dialysis tasks, as it had become familiar to them. However,
some negative feelings still persisted continuously such as hopelessness and
helplessness. Moreover, other problems may dominantly show up in family
caregivers’ lives such as loss of freedom in living, reduced social interaction and
travelling, facing an economic crisis, and family conflicts. This information indicated

that there were differences in terms of the difficulties and the needs between Muslim
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family caregivers who provided caregiving less than or equal to three months and
those who provided caregiving for more than three months. Therefore, the Muslim
family caregivers were divided into two groups in this model consisting of being a
family caregiver for less than or equal to three months and being a family caregiver
for more than three months. This aimed to determine the holistic nursing activities
that are consistent with their difficulties and needs as much as possible.

Focusing on the holistic care of Muslim PD nurses in this study, a gap
in providing holistic care to Muslim family caregivers was revealed that was mainly
caused by the barriers related to the PD nurse. Insufficient religious knowledge, lack
of awareness, ineffective communication between healthcare team, poor relationship
between the caregivers and PD nurses, and shortage of PD nurses were described by
Muslim PD nurses. The first four of five barriers can be remedied through the
development of a new Islam-based caring model proposed in this study.
Encouragement of Muslim PD nurses to focus on the Muslim family caregivers’
caring by increasing knowledge and awareness and improving the practices concerned
with holistic caring in Islam was the first objective specified into cycle 1.

The information about Muslim family caregivers’ difficulties and the
needs obtained from the reconnaissance step were considered in re-determining the
holistic nursing activities of each step of nursing process covering five dimensions of
being human. The barrier of ineffective communication between healthcare team was
dealt with through conducting health professional meeting and providing family
caregiver information record forms. The actions of Muslim PD nurses based on the
5Rs process, especially relationship and relatedness were emphasized within the

holistic Islamic caring process in this model aimed to reduce the barrier of poor
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relationship between the caregivers and PD nurses. Other three Rs in the process;
response, role modeling, and reflection were also applied into the holistic Islamic
caring process aimed at keeping a balance of the five dimensions of being human
according to Islam as described by Barolia and Karmaliani (2008).

In addition, the information on the Islamic perspective in relation to
caring and caregiving obtained from Muslim PD nurses and Muslim family caregivers
was applied into the holistic Islamic caring process for guiding the actions of Muslim
PD nurses. When providing holistic Islamic caring to Muslim family caregivers, it is
suggested that the latter should be made aware of religious doctrine and beliefs and
religious practice in relation to caregiving.

Lastly, regarding the expected outcomes obtained from Muslim PD
nurses, caregivers’ health is referred to as having a quality of life and providing long-
term effective caregiving with happiness and without burnout. These results are
consistent with health described from Islamic perspectives, which is defined as an
equilibrium in the dimensions of being human. Therefore, caregiver burden reduction
and harmony in life are determined as the final outcomes resulting from providing the
holistic Islamic caring process.

In summary, the tentative Islam-based caring model consists of three
components. First component is inputs, which are essential PD nurses’ competencies
such as holistic nursing, cultural and critical thinking competencies, and the Muslim
family caregivers that are the primary family caregiver (< 3 months and > 3 months).
Second component is the holistic Islamic caring process, the nursing process
(assessment, diagnosis, planning, implementation, and evaluation) integrated with the

5Rs (response, reflection, relationship, relatedness, and role modeling), and the
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gratitude approach, underpinned by religious doctrine and beliefs and religious
practices (prayer, fasting, and pilgrimages) covering the five dimensions of being
human according to Islam (the physical, ethical, ideological, spiritual, and intellectual
dimensions) (Appendix G). Essential strategies have been used in this process that
include health professional collaboration, family meetings, peer group support, and
home visits. Third component is the outcomes, including nurse caring behaviors, the

caregiver burden, and harmony in life of Muslim family caregivers (Figure 4.1).
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Figure 4.1 The tentative Islam-based caring model for Muslim family caregiver
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The tentative Islam-based caring model was implemented, evaluated,
and revised through the TAR cycle as seen in Figure 4.2.

Cycle 1: Implementing and evaluating the tentative Islam-based caring
model to encourage PD nurses to focus on the Muslim family caregivers’ caring:
increasing knowledge and awareness and improving the practices concerned with
holistic caring in Islam.

Implementation and evaluation of the tentative Islam-based caring
model in cycle 1.

The background problems in this cycle were grouped into two main
parts: the caregiving situation and barriers to providing holistic care. The caregiving
situations described by the Muslim family caregivers and their PD patients were:
facing holistic effects and not having their needs met. The barriers to providing
holistic care consisted of three main groups: Muslim PD nurses, Muslim family
caregivers, and the organizational system. The Muslim PD nurses had insufficient
knowledge, lacked awareness, exhibited ineffective communication within the team,
had poor relationships with the Muslim family caregivers, and there was a shortage of
PD nurses. Regarding the Muslim family caregivers, there was poor communication
between the PD nurses and them. Additionally, in terms of the organizational system,
the limitations of the shift-working conditions were mentioned.

(1) Plan

Based on the problems in providing holistic caring for the Muslim
family caregivers, the Muslim PD nurses and the researcher collaboratively
formulated action plans and strategies for the Islam-based caring model to be

implemented (table 4.5). It was agreed that the aims of this cycle were to increase
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knowledge and awareness and to improve the practices concerned with holistic caring
in the Islamic context. The action plans began with discussing the information about
the Muslim family caregivers’ problems and the needs of the Muslim PD nurses that
work in the dialysis unit, as well as the concepts of holistic caring in Islam. Then, the
tentative Islam-based caring model that was first modified by the researcher was
explained to the Muslim PD nurses as well as the action plans and related instruments
that were first designed by the researcher for modifying and considering possibilities
and limitations of the setting for the implementation of the model. The methods for
evaluating and monitoring the implementation of the model were identified by the
researcher together with the head of PD nurse.

All of the Muslim PD nurses approved the tentative Islam-based caring
model as modified by the researcher. The action plan and related instruments were
modified based on the information and suggestions from the head of the PD nurses.
Before implementation of the tentative Islam-based caring model, a manual of holistic
care for Muslim family caregivers (Appendix H) and a manual for holistic care for
Muslim family caregivers: individual guiding (Appendix I), were established, aimed
to guide the holistic care for Muslim family caregivers who provided caregiving for
less than or equal to three months and those who provided caregiving for more than
three months respectively. The head of the PD nurses then presented the model, the
action plan, and related instruments to all of the healthcare providers in the PD unit,
such as general PD nurses, practical nurses, and nutritionists for promoting
collaboration in applying the model in practice. A healthcare provider meeting was

considered for communicating within the healthcare team.
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Table 4.5 Action plan of Islam-based caring model

PD UNIT

Holistic Needs

1. Assess the religious beliefs, health, culture, and personal characteristics of

Assessment Muslim family caregivers during the first visit by face-to-face interview.
2. Assess recent and possible problems, factors and causes in relation to
caregiving management covering holistic aspects of Islam by interview,
observation, the caregiver burden questionnaire, and harmony in life
questionnaire in all the time.

3. Assess the Muslim family caregivers’ performances in caregiving
management by interview and observation all the time.
Holistic Care | Holistic care plan for Muslim family caregivers (individual)
Plan A new Muslim family caregiver (< 3 months)

1. Pre-conference the information of the Muslim family caregivers with other
staff members before the meeting.

2. Identify the possible problems and needs of each person.

3. Set goals of caring and the nursing care plan for the Muslim family
caregivers together with the team, and record this in the assessment form for
communicating with others in the team.

4. Establish expected outcomes and evaluation methods for monitoring all the
time.

5. Collaborate with the Muslim family caregivers, the patients, and/or other
family members in developing and managing a care plan as well as seeking
solutions for preventing and solving possible problems of the family
caregivers based on the family center in decision-making and planning.

6. Care and help the Muslim family caregivers in holistic aspects
corresponding to the problems and needs of the Muslim family caregivers
based on their beliefs, culture, and individual characteristics (see the manual
of holistic caring for Muslim family caregivers).

7. Support the Muslim family caregivers in terms of sharing their experiences
with others.

8. Develop consulting systems while caregiving in the home.

9. Provide information such as the manual, brochure, knowledge sheets, and a

video about Islamic beliefs in relation to caregiving.
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PD UNIT

Being a Muslim family caregiver more than three months

1. Pre-conference regarding the information of Muslim family caregivers with
other staff members before the meeting (selected cases).

2. ldentify the possible problems and needs of each person.

3. Reconsider the goals of caring and the nursing care plan for Muslim family
caregivers together with team, and record this in the assessment form for
communicating with others in the team.

4. Establish expected outcomes and evaluation methods for monitoring during
each follow-up.

5. Care for and help Muslim family caregivers in holistic aspects
corresponding to their problems and needs based on their beliefs, culture, and
individual characteristics (seeing the manual of holistic caring in Muslim
family caregivers: individual guiding)

6. Collaborate with the multi-disciplinary team for continuing care (if

necessary).

Implementation

1. PD nurses and team implement the action plan for the Islam-based caring
model by using the instruments as follows:
1.1 The manual of holistic caring for Muslim family caregivers
1.2 The manual of holistic caring in Muslim family caregivers: individual
guiding
2. PD nurses and team implement the action plan of Islam-based caring model
by using the strategies as follows:
2.1 Pre-conference with other staff members on Tuesday every week aimed to:
2.1.1 Discuss and identify possible problems and the needs of each
person.
2.1.2 Set goals of caring and nursing a care plan for Muslim family
caregivers together with the team.
2.1.3 Establish expected outcomes and evaluation methods for
monitoring at every follow-up.
2.2 The family conference aims to encourage family members to participate
in the caregivers’ caring and to seek solutions for preventing and solving

possible problems.
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PD UNIT

Being a new Muslim family caregiver (< 3 months)

2.2.1 1% time: Before beginning peritoneal dialysis (done)

2.2.2 2" time: After beginning peritoneal dialysis for one to two weeks
(done)

2.2.3 3" time: After beginning peritoneal dialysis for six months

Being a Muslim family caregiver more than three months: Every six

months (the date of transfer set changing)

2.3 The self-help group conducted by multi-disciplinary teams every month
aims to encourage Muslim family caregivers to share their experiences in
caregiving with others.

3. Establishing consulting distancing (Line application)
4. Providing information such as the manual book, brochure, knowledge
sheets, and video about Islamic beliefs in relation to caregiving

Evaluation

1. Evaluate the outcomes of the Muslim family caregivers in all aspects of the
holistic human being continuously while they visit the hospital.

2. Evaluate the caregiver burden every three months or every time at follow-
up by interviewing and via questionnaire assessment.

3. Evaluate harmony of life every three months by interviewing and via

guestionnaire assessment.

Home period

Holistic Needs

Assessment

Assess the information of the Muslim family caregivers covering physical,
psychological, social, and spiritual aspects as follows:
1. Family status, the acceptance of Muslim family caregivers and their
family in caregiving management, and supporting resources
2. Life style and the coping of the Muslim family caregivers
3. Dialysis procedures and wound dressing skills

4. Environment
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Home period

Holistic Care

Plan

Holistic care plan for Muslim family caregivers

1. Coordinate with the Muslim family caregivers and primary healthcare
teams for home visit planning.

2. Conduct home visits for a new Muslim family caregiver one month after
discharge by the PD nurses or primary healthcare teams for assessing the
Muslim family caregivers’ problems and practices the home visit will be
conducted again if needed.

3. Develop home visits at a distance using a telephone or the Line application
together with the home healthcare team.

4. Develop continuing home care systems.

5. Organize a workshop to provide knowledge about peritoneal dialysis to
the primary healthcare team such as general nurses and healthcare volunteers
at least one time a year for reviewing and encouraging home visits

continuously.

Implementation

1. Face-to-face home visits
2. Home visits at a distance through the telephone or Line application

every month

Evaluation

1. Evaluate the outcomes for the Muslim family caregivers in all aspects
of the holistic human being continuously during home visits.
2. Evaluate the caregiver burden and harmony in life every three

months by interviewing.

(2) Action and observation

The PD nurses were encouraged to implement the model continuously.

The researcher was the facilitator of the implementation of the tentative Islam-based

caring model in practice, of conducting the data collection, and for assuring and

monitoring the participation of all participants in the study. The tentative Islam-based

caring model was provided to six Muslim family caregivers by the Muslim PD nurse

and related healthcare providers who work in the dialysis unit at the setting where the
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study was implemented. During this step, there was a second wave of the COVID-19
pandemic. Visitor restriction policies of the hospital were established for controlling
disease transmission. The researcher could not visit the implemented setting. The
observation of nurse caring behavior therefore could not be conducted by the
researcher. This outcome was instead reported by the Muslim PD nurses and Muslim
family caregivers.

(3) Reflection and evaluation

Reflection was a part of the action phase in cycle one. Evaluation of
the outcomes of the tentative Islam-based caring model implementation was gathered
from the Muslim PD nurses, including the changes in nurses’ caring behaviors and
Muslim family caregivers, including caregiver burden and harmony in life. The
strengths and weaknesses of the model and practices were also discussed. Additional
resources and re-planning of new actions for the second cycle were redesigned in
order to ensure the probability and sustainability of the implementation of the model
in practice. All of the information and outcomes were planned to collect using face-to-
face in-depth interviews. However, because of the second wave of the COVID-19
pandemic, the outside visitors were restricted from visiting the hospital. The
researcher therefore adjusted the plan to collect all of the information and outcomes

through telephone interviews. The phase of cycle one took three months.



Background Problems

1. Caregiving situation
(1) Muslim family caregivers
e Facing holistic impacts
e Unmet needs
(2) Muslim PD patients’ needs for
their caregivers
¢ Information support
e Monitoring family caregivers
in providing care
o Emotion support
2. Barriers for providing holistic
care
(1) Muslim PD nurses
¢ Insufficient knowledge
e Lack of awareness
Ineffective communication
Poor relationship
Shortage of PD nurses
(2) Muslim family caregivers
e Poor communication between
PD nurses and Muslim family
caregivers
(3) Organizational system
¢ Shift-working conditions

\ 4

Islam-based caring model
Modification
The tentative Islam-based caring
model was modified based on the
qualitative data by the
researcher.

Plan

1. Objectives

(1) Increasing knowledge and
awareness

(2) Improving the practices concerned
about holistic caring of Islam
2. Action plans

(1) Informing and discussing about
Muslim family caregivers’ problems
and needs with the Muslim PD nurses
(2) Providing concepts of holistic
caring of Islam to Muslim PD nurses
(3) Informing modified tentative
Islam-based caring model to Muslim
PD nurses

(4) Encouraging Muslim PD nurses to
reflect on, remodify, and consider
possibilities and limitations of the
setting in an implementation of the
model

(5) Remodifying tentative Islam-based
caring model

(6) Designing and modifying the
action plan with the head of PD nurse
(7) Identifying methods for evaluating
and monitoring the implementation and
the effects of the model

(8) Establishing the manual of holistic
caring for Muslim family caregivers
(9) Informing the model, the action
plan and related instruments to other
staffs in PD unit

Action and Observation

1. Facilitating in an implementation
of the model into practice by
providing the manual and instruments
in relation to Islamic holistic caring
2. Encouraging the PD nurses to
implement the model continuously

3. Conducting data collection

. 4

Reflection and Evaluation
1. Evaluating the outcomes of the
tentative Islam-based caring model
implementation
(1) PD nurse
e Increased awareness regarding
difficulties of Muslim family
caregivers.
e The practices were specific with
individual.
(2) Muslim family caregivers
¢ Reducing caregiver burden
e Harmony in life improvement
2. Discussing about the strengths and
weaknesses
3. Lesson learned from:
(1) PD nurse:
e There was an increase in the
awareness of holistic caring
e Teamwork was a driver of
implementation the model
e Barriers; lack of time &performance
(2) Muslim family caregivers:
¢ Having a tight time
e There was caregiver burden reduction
in some aspects
e Harmony in life improvement

The suggestions for revision of
the plan

1. The Islam-based caring model
should be provided on the date
of changing a peritoneal dialysis
transfer set.

2. The junior PD nurses should
be trained regarding creating and
facilitating peer group support.

The Initial Islam-based
caring model

91

Figure 4.2 Cycle 1 Implementing and evaluating the tentative Islam-based caring model (three months)
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3. Evaluation of the Tentative Islam-Based Caring Model

The results in the first cycle of the implementation phase were from the

Muslim PD nurses and the Muslim family caregivers.

3.1 Muslim PD nurses: The Muslim PD nurses’ experiences in the
implementation of the Islam-based caring model are summarized as follows:

3.1.1 Increased awareness regarding the difficulties of Muslim family
caregivers

According to the Muslim PD nurses, there were slight changes in their
normal practice during implementation of the tentative Islam-based caring model.
They were more aware and focused on the difficulties of the Muslim family
caregivers. Holistic care was a concern in the care planning, as indicated below:

“I sometimes gave the information...7 told them...focused only on your
health...during performing caregiving roles...how do you feel...focused on your
feelings...then I gave him/her time for considering without pressure...1I think...we did
not only focus on the patients...we paid attention to family caregivers as well. All of
us at the clinic provided caring for the family caregivers as the holistic...we were
concerned with their problems...how they do...how they come to the hospital...we did
not take care of only one aspect. We tried to take care of them as a holistic human
being.” (Nurse, P01)

The changes in the nurses caring behaviors were described by the
Muslim family caregivers—that the Muslim PD nurses provided care with friendly

interaction. Informal communication using local language with a polite tone was
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perceived. They felt that the relationship between the Muslim PD nurses and them
was improved, as suggested in the following:

“They paid attention to me...asking...attention...politeness...and they
used easy-to-understand language...they used local language...easy to
understand...they spoke the same language as me... if they used formal
language...sometimes...I had the difficulty to answer. (Husband, P03)

Another Muslim family caregiver stated:

“They paid attention to both patient and caregiver...they asked about
caregiving...the nurses were Q00d...everyone...caring...talking...friendly...being
sociable...they greeted...they greeted us first...they used local language...it was
friendly.” (Wife, PO1)

The Muslim PD nurses were more focused on the Muslim family
caregivers’ problems. They paid attention by asking questions and allowing the
Muslim family caregivers to describe their problems and negative feelings that made
them satisfied in receiving care in terms of a relaxed situation, feeling comfortable in
expressing their feelings about their difficulties, and encouragement of social
interaction, as seen in the following:

“We were talking...they asked me about the feelings related to
caregiving...they always asked me but now they asked me more than before...there
were more details than general discussion as before.” (Wife, P02)

3.1.2 The practices were specific to the individual.

The tentative Islam-based caring model showed the instruments for
holistically assessing the difficulties of the Muslim family caregivers. The Muslim PD

nurses were able to access the factual information of an individual, leading to specific



165

nursing care planning. The model also guided the strategies for strengthening the care
for the Muslim family caregivers, as noted in the following passage:

“It has the score...I think, it helps us to know the phenomena of our
family caregivers...this is useful to establish the nursing care plan being specific to
each Muslim family caregiver.” (Nurse, P01)

3.2 Muslim family caregivers: the tentative Islam-based caring model
was provided to six Muslim family caregivers by Muslim PD nurses that work in the
dialysis unit. Four of the six Muslim family caregivers were interviewed via telephone
regarding the strengths and weaknesses of current practices. The other two could not
be contacted. Based on the viewpoints of the four Muslim family caregivers, there
were many benefits without disadvantages. The outcomes of the tentative Islamic
based caring model for the Muslim family caregivers are summarized as follows.

3.2.1 Reducing caregiver burden

Depending on the perceived burden, the tentative Islam-based caring
model reduced the caregiver burden in some aspects, especially their social and
psychological burdens, as stated in the following:

“I felt..someone attached great importance to me by
asking...sometimes my relatives did not pay attention to my difficulties...they
(relatives) encouraged me once in a while when we met...I felt encouraged.” (Wife,
P02)

“Someone felt suppressed...this helped them to express their

feelings...some cases felt difficulties caused by the patients’ illness.” (Wife, P01)
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3.2.2 Harmony in life improvement

In this study, the tentative Islam-based caring model was seen to
enhance the harmony in the life of the Muslim family caregivers in terms of
encouraging their ability to manage the caregiving and the pleasantness in caregiving,
as stated below:

“It helped me a lot...they provided the consultation through line
application...when I had the problems...I can call or send the message...then they
help me in solving...they have cooperated well. ” (Wife, P02)

“It helped...if the patient is healthy, I will be healthy...my wife is
comfortable, I'm also pleasant...I can work without feeling uncomfortable.”
(Husband, P04)

Whether the tentative Islam-based caring model promoted harmony in
life depended on the meaning of harmony in life. In this study, the meaning of
harmony in life is summarized as follows:

Harmony in life is the satisfaction in being able to live a normal life

Caregiving became the additional role of family caregivers. Their life
style was managed to be a new one. Once they can manage and maintain the balance
between the caregiving roles and other roles leading to life satisfaction, harmony in
life will be achieved. On the other hand, if they cannot maintain a caregiving-life
balance, they will experience dissatisfaction in their life and their harmony in life will
be low, as noted below:

“I have the harmony in life right now...I mean that...I don’t have the
caregiving’s problems...My harmony in life means that I can...I can live as normal

life without difficulties. ” (Wife, P02)
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“My harmony now is...I cannot work outside...I spent t00 much time
with caregiving...My harmony in life means I can do everything aS normal...but now
there is a lack of the life balance because...I have several tasks.” (Husband, P03)

Harmony in life is having peace of mind

As the results show, when Muslim family caregivers are involved in
caregiving, they can face several psychological problems during all phases of
caregiving. Once their psychological problems are solved, however, psychological
well-being can be achieved. Then, harmony in life is perceived, as suggested in the
following:

“Right now, I...I have the balance...My life has the balance...lt’s not
the same as before...I don’t have the anxiety...because my wife gets better...['m
glad...I don’t have the burden right now...I think...my life has the balance...now my
wife gets better...I’'m happy...happy...without anxiety”. (Husband, P04)

3.3 Lessons learned

Based on the information from the Muslim PD nurses and the Muslim
family caregivers, there were important lessons learned in the implementation of the
tentative Islam-based caring model in cycle one; and the participants were satisfied
with the implementation of the tentative model.

3.3.1 Muslim PD nurses

3.3.1.1 Increasing the awareness of holistic caring for Muslim family
caregivers and being willing to continually apply the tentative model in caring
practices

In the implementation of the tentative Islam-based caring model, the

Muslim PD nurses were provided information and encouraged to be aware of the
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Muslim family caregivers’ problems by the head of the PD nurses so that they could
perceive the difficulties of the Muslim family caregivers in providing caregiving. The
Muslim PD nurses were satisfied with the tentative Islam-based caring model because
it presents the process of holistic caring as a guide to holistic caring for Muslim
family caregivers. They can gain substantial information about Muslim family
caregivers to be utilized for improving their caring practices holistically, and from
which Muslim family caregivers can receive benefits as well. Therefore, the Muslim
PD nurses were willing to put the sustainability of the model into their practice.

3.3.1.2 Encouraging teamwork for driving the implementation of the
tentative model

Teamwork was perceived as important for implementing the tentative
model in terms of collaboration. The head of the PD nurses allowed the other staff in
the PD unit to participate in the action plan. The process for implementing the model
was then discussed together within the team. Meanwhile, the head of the PD nurses
continuously encouraged and monitored her team members to implement the tentative
model in their practice so that all of the healthcare providers in the PD unit would
value the tentative model implementation.

3.3.1.3 Improving relationships between the Muslim PD nurses and the
Muslim family caregivers

The relationships between the Muslim PD nurses and the Muslim
family caregivers were basically good. After implementation of the model,
relationship improvement could be seen between the Muslim PD nurses and the

Muslim family caregivers as perceived by the Muslim family caregivers. Friendly
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interaction and informal communication were used to implement the tentative model,
resulting in good cooperation from the Muslim family caregivers.

3.3.1.4 Facing some barriers to provide the tentative Islam-based
caring model

The barriers to providing the tentative Islam-based caring model were
identified according two aspects as follows.

Muslim PD nurses’ barriers

Lack of time

Initially the Muslim PD nurses had limitations in practice. They
identified that their major limitation was the lack of time because there were many
patients for each appointment. The patients’ health and knowledge and skills in
performing the peritoneal dialysis tasks of the family caregivers were more focused.
The Muslim PD nurses had limited time in providing holistic care, while the
implementation of the tentative Islam-based caring model was time consuming, as
discussed in the following:

“In the follow-up period, I think, sometimes we have the limited time
either the nurses or the family caregivers. We (PD nurses) provided the information
quickly...practices were squeezed in time...| cannot spend more time in each case, so
| assigned to other staff to practice, but we cannot do it well...therefore, we discussed
in our team...if' We implement the model in the date of changing a peritoneal dialysis
transfer set, we will have more time.” (Nurse, PO1)

Lack of performance of some specific skills

The tentative Islam-based caring model requires specific skills on the

part of the PD nurse. Especially in the process of peer group support, the junior
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Muslim PD nurses could not handle the group. Therefore, peer group support can be
conducted only by a senior PD nurse. Meanwhile, the senior PD nurse had to provide
nursing care in the clinic at the same time, as discussed in the following:

“l think, the self-help group (peer group support) is beneficial. But
there was a time limit. I did it in the past. | did it a few times only in the patients. Role
model was encouraged to share the experience in the group. | felt good. This
produced the concrete information. But our junior PD nurses cannot handle it
effectively. They were not confident. If they can do it, | think, they can reduce my
workload.” (Nurse, P01)

3.3.2 Muslim family caregivers

3.3.2.1 Time constraints regarding full participation of the tentative
model

The implementation of the tentative model may be inappropriate during
the follow-up period. Based on the information from the Muslim PD nurses, they
reported that some of the Muslim family caregivers had time constraints on the date of
the follow-up. There were many activities with their loved ones, such as taking blood
tests, redemonstrating how to dress wounds, and seeing the doctor. Some had to
immediately go back to work. There was limited time. Therefore, the implementation
of the tentative model on the date of the follow-up may be ineffective practically
either for the Muslim PD nurses or the Muslim family caregivers.

3.3.2.2 Caregiver burden reduction in some aspects

Caregiver burden was initially evaluated after implementing the
tentative Islam-based caring model within three months. The finding showed that

caregiver burden was reduced in two aspects: social and psychological. This may be
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due to the changes of nurse caring behaviors when providing the tentative Islam-based
caring model. The actions of Muslim PD nurses based on the process of 5Rs and the
gratitude approach that guided the tentative Islam-based caring model were applied
into practices including paying more attention to Muslim family caregivers’
difficulties, asking, and allowing them to express their feelings. These nurse caring
behaviors influenced the perceived burden as described by Muslim family caregivers
after receiving tentative Islam-based caring model for a short time. This finding
indicated that the tentative Islam-based caring model may reduce the caregiver burden
in all aspects of the human being in the long-term.

3.3.2.3 Harmony in life improvement

Based on the meaning of harmony in life expressed by Muslim family
caregivers in this study, regarding their satisfaction in being able to live a normal life
and having peace of mind, the tentative Islam-based caring model seemed to enhance
the harmony in life in this study. This may be due to the holistic Islamic caring
process. Nursing activities based on the process of 5Rs and gratitude approach in this
model equally emphasized all five dimensions of being human according to Islam.
Caregiving problems in all aspects were assessed and solved, which resulted in
establishing a balance between the caregiving roles and other roles leading to being
able to live a normal life and having peace of mind, as described by Muslim family

caregivers after receiving tentative Islam-based caring model in this study.
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3.4 Suggestions

3.4.1 The Islam-based caring model should be provided on the date of
changing a peritoneal dialysis transfer set.

The Muslim PD nurses and healthcare teams suggested that the
implementation of the Islam-based caring model should be provided on the date of
changing the peritoneal dialysis transfer set, which is held every six months, and
when there is more time for providing holistic care.

3.4.2 The junior Muslim PD nurses should be trained regarding peer
group support.

For sustainability, the head of the PD nurses suggested that the junior
Muslim PD nurses in the PD unit should be trained regarding conducting peer group
support as well as the holistic Islamic caring process. If they are trained, the tentative
Islam-based caring model can be widely implemented in a setting.

3.5 Cycle 2: Fostering the possibility and the sustainability of the
Islam-based caring model in PD unit.

Based on the suggestions for implementation of the model from cycle
1, there were some barriers to applying the Islam-based caring model. For
sustainability, the action plan for providing Islam-based caring model needs to be
revised. After discussion, the head of PD nurse planned to provide the Islam-based
caring model on the date of changing a peritoneal dialysis transfer set that is
performed every six months. On that occasion, there is more time for providing
holistic care to Muslim family caregivers. In addition, the junior Muslim PD nurses in
the PD unit will be trained regarding peer group support and the holistic Islamic

caring process before implementation of the model in cycle 2.
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4. The Initial Islam-Based Caring Model for Muslim Family Caregivers of

Patients with Peritoneal Dialysis

After implementing the tentative Islam-based caring model in cycle
one, the tentative model was modified by the researcher together with the head of the
PD nurses. It is slightly different from the previous tentative Islam-based caring
model, as shown in Figure 4.3. The initial Islam-based caring model included three
main components: inputs, the holistic Islamic caring process, and outcomes. Each
component of the initial model is described as follows.

Inputs

Inputs refer to two main persons who are involved in the Islamic based
caring model: the PD nurses and the Muslim family caregivers. Their characteristics
are described as follows.

(1) PD nurses’ competencies

Nurses’ competencies refer to the nursing skills required for providing
the Islam-based caring model to Muslim family caregivers in practice. The essential
PD nurses’ competencies initially required by Muslim PD nurses included cultural,
holistic nursing, and critical thinking competencies.

First, cultural competencies were explained by the Muslim PD nurses
in this study, in the sense that PD nurses should provide caring for Muslim family
caregivers based on their personal and cultural background, language, and religious
and health beliefs. Secondly, holistic nursing competencies refer to interaction
involvement with respect, trust, empathy, sincerity, and spirituality with Muslim

family caregivers. Effective communication such as friendly interaction, active
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listening, observing, and paying attention was the essential skills set described by the
Muslim PD nurses. Lastly, critical thinking competencies are essential for assessment
and evaluation of the information derived from communication and observation.

After implementation of the model, the additional abilities required by
the Muslim PD nurses were the ability to conduct peer group support and provide the
Islamic caring process.

(2) Muslim family caregivers

The Muslim family caregivers who should participate in the Islam-
based caring model can be grouped into two groups as identified in the tentative
model: being a family caregiver for less than or equal to and for more than three
months. There are slightly different nursing activities for each group in the holistic
Islamic caring process.

Holistic Islamic caring process

The holistic Islamic caring process was designed by integrating the
processes of caring from an Islamic perspective or the 5Rs and gratitude into the
nursing process (assessment, diagnosis, planning, implementation, and evaluation)
(Appendix G). Whenever the PD nurses, including Muslims and non-Muslims,
perform nursing activities following the holistic Islamic caring process in this model,
the family caregivers’ positive outcomes will be achieved.

Within the holistic Islamic caring process, the Muslim family
caregivers who participate in this model should receive care covering five dimensions
of being human according to Islam. All of the nursing activities in this process should
be based on religious doctrine and beliefs, and religious practices (prayer, fasting,

pilgrimages). In providing care for Muslim family caregivers, the religious doctrine
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and beliefs include faith in and remembrance of Allah. The beliefs in the Prophet and
the Qur’an regarding gratitude and holistic care should be applied. Meanwhile,
religious practices such as fasting during Ramadan, and pilgrimages also should be of
concern. Prayer for blessing from Allah and reading the Qur'an can be used to
encourage and manage the negative feelings in Muslim family caregivers described
by the Muslim PD nurses in this study.

Nursing activities of each step of the nursing process can be explained
as follows:

(1) Assessment

The main issues that should be assessed for each Muslim family
caregiver include the beliefs in the religious, health, cultural, and personal
characteristics of Muslim family caregivers. The present or possible problems, factors
or causes, and needs of Muslim family caregivers should be assessed following the
five dimensions of being human through interviews, observations, and questionnaires
during each follow-up as well as the Muslim family caregivers’ performances
regarding caregiving management.

Before assessment, establishing a relationship between the PD nurses
and the Muslim family caregivers is important in gaining deep information from the
Muslim family caregivers. The process of caring (5Rs) from Islamic perspectives that
can be integrated into this step should be begun with relationships. The behaviors of
the PD nurses in the relationship process include the following: 1) the use of
interpersonal communication skills; 2) introducing the experience of caring; 3) using
informal communication techniques; 4) showing friendly interaction through facial

expressions and local language; 5) paying attention to the Muslim family caregivers'
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difficulties in holistic aspects; and 6) active listening. These behaviors are beneficial
in encouraging trust with Muslim family caregivers.

The behaviors of the PD nurses showing relatedness should be
subsequently provided in practice. The nurses’ behaviors representing relatedness in
this step include: 1) allowing Muslim family caregivers to express their feelings about
the caregiving difficulties; 2) showing sincerity in caring through talking, active
listening, paying attention, and continuing to monitor through home visits or
telephone calls; 3) respecting and accepting decision-making, religious beliefs, health
beliefs, personal and cultural background, language, and spirituality; and 4) showing
empathetic behaviors by using friendly interactions such as facial expressions,
emotional reactions, language, and providing simple touch in recognition of the
family caregivers’ presence.

Reflection should also be used in this step. The PD nurses should
encourage Muslim family caregivers to reflect on their difficulties and needs in
relation to caregiving in all aspects of being a Muslim.

(2) Diagnosis and Planning

The PD nurses are required to interact with the Muslim family
caregivers in planning nursing activities based on their needs and problems. Before
seeking appropriate solutions and strategies, the information of holistic effects should
be discussed between the PD nurses and Muslim family caregivers, and the PD nurses
and the healthcare team. Then, the needs and possible problems of each person should
be identified, followed by identification of expected outcomes, the nursing care plan,

and evaluation methods for monitoring.
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Nurses’ behaviors representing relatedness could be practiced
continuously in this step, followed by the response process. The behaviors of the PD
nurses showing a response indicated that the PD nurses need to respond to Muslim
family caregivers’ difficulties and their needs as individuals. Muslim family
caregivers should be reminded about gratitude related to caregiving in order to
encourage their peace of mind.

The communication system within the healthcare team is required in
the steps of assessment, and diagnosis and planning. Health professional collaboration
should be encouraged in practice. Providing information about the difficulties of
Muslim family caregivers in providing caregiving should be done to the healthcare
team as well as encouraging them to be aware of Muslim family caregivers’ problems.
Conferences or meetings among healthcare teams in the hospital and with health
professional networks in rural areas are the strategies that the PD nurses can use in
order to encourage interprofessional collaboration. The information of each Muslim
family caregiver must be discussed and subsequently caring activities must be
developed together with other healthcare staff. This strategy will help healthcare
providers develop a care plan to meet the holistic needs of the Muslim family
caregivers and it will allow Muslim family caregivers to receive continuing care after
discharge.

Family meetings can also be used as a strategy to encourage family
members to participate in caregivers’ caring and to discuss solutions for preventing
and solving the possible problems of Muslim family caregivers. This strategy has
been offered under the needs of each Muslim family caregiver. Based on the

perception of both the Muslim PD nurses and Muslim family caregivers, less
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participation from other family members had an adverse effect on the family in terms
of managing their difficulties and caregiving. Therefore, family meetings are required
as an important strategy within this tentative Islam-based caring model. Caregiving
management, the factors related to the caregiver burden, and information about
difficulties and possible burdens should be discussed in order to reduce caregivers’
burdens and improve harmony in life. The activities in family meetings are
summarized in Appendix H.

(3) Implementation

The PD nurses are required to implement a nursing care plan in their
practice. The PD nurses’ activities in this step can be separated into two periods: in
the PD unit and after discharge. At the PD unit, essential nursing activities include
providing information, skills training, emotional and spiritual support, and
establishing peer group support. After discharge of the patient, essential nursing
activities include consulting, face-to-face home visits, telephone or Line visits, and
emotional support. The holistic Islamic nursing care plans for Muslim family
caregivers in each dimension are described in Appendix G.

In the PD unit, information provision and skills training are always
provided by the PD nurses. Emotional and spiritual support is also needed. Peer group
support was mainly required by the Muslim family caregivers in this study. They
perceived that peers can help with social and emotional support, and they can get
information and encouragement from others in peer group meetings. Conventional
peer group support was initially designed by the head of PD nurses in the tentative

model, but it was not practical because the nurses’ ability to conduct peer group
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support was insufficient as only the senior Muslim PD nurses could handle the group,
and meanwhile, they had to provide nursing care in the clinic at the same time.

The use of mobile applications in peer support was instead developed
by the Muslim PD nurses together with the Muslim family caregivers in order to
promote the possible implementation of the initial Islam-based caring model. A peer
support group through the Line application was later established. The Muslim PD
nurses took action as a facilitator of the peer group support activity. This strategy was
helpful for the Muslim family caregivers, as they reported that they could get
information and solutions from others that had similar experiences in caregiving.

After being discharged and sent home, healthcare provider support was
required for consultation. Home visits are a strategy that Muslim family caregivers
required from the healthcare providers in terms of supporting them with information
and monitoring their caregiving behaviors. Face-to-face home visits are required
every six months for a new family caregiver during the first year. After the first year,
face-to-face home visits are required yearly. Telephone or Line visits can instead be
applied in the setting. Emotional support from family members was required at home.

Nurses’ behaviors showing response should be provided continuously
during this step. The process of role modeling could be conducted through the peer
support group. Role model seeking is required by Muslim family caregivers for
sharing their experiences in relation to caregiving. The PD nurses facilitate the peer
group support. The guide for conducting peer group support is explained in Appendix

H.
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(4) Evaluation

Evaluation through interviews and observation of the outcomes of the
Muslim family caregivers in all aspects of holistic health needs to be continuously
carried out when they visit the hospital. Reflection should be used again at this step.
The PD nurses can encourage Muslim family caregivers to reflect on their caregiving
and reconsider the present difficulties and needs in relation to caregiving in all aspects
of being an Islamic person.

Outcomes

Caregiver burden reduction and improved harmony in life are expected
to be found. PD nurses can evaluate these outcomes by using the assessment form for
Muslim family caregivers, the caregiver burden questionnaire, the harmony in life
questionnaire, and the interview guide for assessing the holistic effects in Muslim
family caregivers. After implementation of the tentative model, these outcomes were
suggested to be evaluated every six months because the Muslim PD nurses need more

time for evaluation. All of the instruments are presented in Appendix H.
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5. Discussion

The findings of this study were discussed through three main topics:
the holistic caring situations for Muslim family caregivers in a PD unit, the
development of the Islam-based caring model, and the components of the initial
Islam-based caring model.

The holistic caring situations for Muslim family caregivers in PD
unit

This information was obtained from three main groups, namely:
Muslim PD nurses, Muslim family caregivers, and Muslim PD patients.

First, the holistic caring of Muslim PD nurses in caring for Muslim
family caregivers, even though Muslim PD nurses tried to provide holistic care to
Muslim family caregivers, in practice, they faced difiiculties in providing holistic care
for them. The findings in this study showed that the barriers in providing holistic care
included barriers related to Muslim family caregivers, barriers related to PD nurses,
and barriers related to the organizational system.

Barriers related to Muslim family caregivers, Muslim family caregivers
who engage in non-self-disclosure led Muslim PD nurses to experience difficulties in
information accessibility and dealing with problems. Self-disclosure is valued in
quality communication. It helps a person to express what he/she want to say better,
which leads to revealing insights into his/her thoughts, feelings, and wishes
(ibrahimoglu et al., 2021). It is necessary in building relationships from the initial
stage to the termination process. The degree of disclosure influences social interaction

(Sprecher, Treger, Wondra, Hilaire, & Wallpe, 2013).
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The results in this study also showed the barriers related to PD nurses
including lack of knowledge and awareness, ineffective communication, poor
relationship, and a shortage of PD nurses. These findings are consistent with several
previous studies. There was sufficient evidence supporting that, nurses experienced
barriers in providing holistic care to family caregivers due to lack of knowledge and
experience (Carvajal et al., 2019; Neathery, Taylor, & He, 2020), lack of time due to
multitude of tasks and roles (Kenny & Allenby, 2013), and lack of communication
skills (Carvajal et al., 2019). In addition, organizational system, shift-working
conditions were also perceived as barriers to provide holistic care to family
caregivers. This related to the perceived lack of time. Shift-working conditions
restricted them to fully provide holistic care in their practice, as described by Muslim
PD nurses in this study.

Moreover, Islamic perspectives in relation to caring obtained from
Muslim PD nurses were summarized. The findings showed that religious beliefs and
religious practices were suggested to be applied into holistic care for Muslim family
caregivers as well.

Second, the experiences of Muslim family caregivers in caring for
Muslim PD patients were analyzed and summarized into three main categories,
including overwhelmed with suffering, coping with negative feelings, and the needs
of Muslim family caregivers in caring.

These findings indicated that Muslim family caregivers’ lives have
been holistically affected from being a caregiver. Overwhelmed with suffering was

described as the main difficulty. This was defined by feeling discouraged, loss of
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freedom in living, facing an economic crisis, experiencing family conflicts, and
physical disturbance.

Feeling discouraged was explained through the feelings of uncertainty,
fear, hopelessness, and helplessness. The main determinants of this suffering were the
increase in workload and a lack of improvement in patients’ health. During the first
three months, feelings of uncertainty and fear were mainly expressed. These may be
caused by transitioning to a new caregiver. Even though they were regularly prepared
by the PD nurses before discharge to home, this preparation may not have been
adequate for learning and performing caregiving tasks without help. This finding is
consistent with previous studies. Its result showed that family caregivers can face
negative feelings such as uncertainty, fear, and an increased burden, especially in the
initial phase of caregiving (McDonald et al., 2016; Rabiei et al., 2015). Subsequently,
the negative feelings may change depending on the trajectory of caregiving.
Hopelessness and helplessness were more evident. These findings are confirmed by a
previous study, which reported that Thai Muslim family caregivers of patients with
kidney failure had the feeling of being tired (Hemman et al., 2017). These issues
remind one that PD nurses should focus on the negative feelings resulting from
caregiving regardless of the duration of being a caregiver, although it can wane over
time.

Social problems were also described through the feeling of loss of
freedom in living. This may be caused by reduced social interaction and travelling
while being a caregiver. Muslim family caregivers in this study described that they
spent an average of twelve hours a day on caregiving resulting in reduced interacting

with others and travelling. This problem subsequently can cause social isolation (Sun,
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Finkelstein, & Ouchida, 2019). Therefore, the PD nurses should not overlook this
problem by try detecting it early and solving it immediately.

Facing an economic crisis was one of the problems that affected
Muslim family caregivers’ lives. This referred to the financial problem caused by
taking a caregiving role. This problem may be due to increased expenses and reduced
income. Even though peritoneal dialysis modalities have been supported by all
coverage healthcare schemes, out-of-pocket costs in each follow-up are still the
responsibility of the patients or family caregivers such as transportation and daily
living expenses. This finding is supported by a previous study. Most out-of-pocket
spending was for transportation, fees paid to the hospital, food, and accommodation
(Chuengsaman & Kasemsup, 2017). While the expenses have increased, their income
has been reduced. This may relate to their occupation and income levels. Most of
them were farmers and workers. Whenever they became a caregiver, they were
always more focused on caregiving roles than on earning, which may result in
reduced income.

Family conflicts between a family caregiver and other family members
including his/her patient were also experienced while being a caregiver. This may be
influenced by Islamic culture and beliefs. Muslims regularly believe that children
have to show their responsibility in taking care of their parents. Every child should be
involved in caregiving. Once someone cannot take action as expected, conflicts may
follow within the family. These findings were supported with a previous study which
reported that caregiving has an impact on families and friends (Manera et al., 2019).

Physical disturbance also was mentioned by Muslim family caregivers

in this study including body weight loss, loss of leisure, and sleep deprivation. As
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mentioned above, during performing caregiving roles, Muslim family caregivers often
spent more time with caregiving duties and consequently self-neglect (Amankwaa,
2017; Liu et al., 2017).

Dealing with these sufferings, this experience should be deeply
understood, as it is useful for other Muslim family caregivers who have similarities in
caregiving situations. The findings in this study showed that coping strategies that
Muslim family caregivers used to deal with the negative feelings included adherence
to religious doctrine and religious practices, valuing being a caregiver as a child’s
responsibility, seeking support and searching for information, and balancing roles.

Islamic beliefs and practices are embedded into the daily living of
Muslims (Alsharif et al., 2011). This information was confirmed by the findings in
this study. Muslim family caregivers expressed that adhering to religious doctrine and
religious practices were mainly used in dealing with negative feelings while being a
caregiver. Caregiving was believed to be the highest merit, representing the love, and
expressing gratitude to their loved one. Whenever they expressed gratitude and
kindness towards their parents or family, they also expressed gratitude towards Allah,
and subsequently they will receive the rewards (Nemati et al., 2017), which indicated
a strong faith in Allah as well (Nashif et al., 2020; Nemati et al., 2017). These beliefs
are embeded in Muslims’ faith, which can encourage them to continue being a
caregiver with well-being (Balthip et al., 2021). Meanwhile, prayers and reading the
Qu’ran were the religious practices commonly used to cope with negative feelings.
These are useful in managing stress (Shaw, Peacock, Ali, Pillai, & Husain, 2019) and
improving a positive caregiving experience (Pearce, Medoff, Lawrence, & Dixon,

2016).
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Valuing being a caregiver as a child’s responsibility was also expressed
by sole Muslim family caregivers in this study. Within Islamic context, children are
cultivated to take care of their parents or families (Begum & Seppénen, 2017). Being
a caregiver is valued as part of the duties of a Muslim, family responsibilities, and
living with a care-recipient determined by culture and religious values of Thai
Muslims.

Seeking support and searching for more information was mentioned as
it aimed at keeping the balance of multiple roles. Healthcare providers, family
members, relatives, and peer support were required. Beside these, balancing multiples
roles was managed through revising schedules and managing a new lifestyle.
Rearrangement of priorities, changing a work or educational plan, and modifying the
schedule were strategies commonly used by Muslim family caregivers in this study.
Evidence supported the claim that these strategies were beneficial in reducing the
caregiver burden (Gaugler et al., 2018).

The needs of Muslim family caregivers must also be deeply understood
when aiming to develop a tentative Islam-based caring model that fits with their
needs. Based on the information obtained from Muslim family caregivers in this
study, the needs of Muslim family caregivers included healthcare providers’ support,
family/relative support, and peer support. In addition, information support, monitoring
the family caregivers in providing care, and emotional support were required from
Muslim PD nurses.

Regarding healthcare providers’ support, this was required by both
Muslim family caregivers and their patients in terms of providing information

regarding caregiving. Family members’ and relatives’ support was required and aimed
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to reduce the workload and financial burden. The presence of peers was required in
providing social and emotional support. According to Noohi et al. (2016), they
reported that peers are facilitators and offer emotional support.

After gaining a clear understanding of the caring situation in a PD unit,
all information was applied into the modification of a tentative Islam-based caring
model initially designed from the literature review and pilot study in the preparation
phase, and the development of the action plans before implementation of the model
into practice. The objective was to develop the tentative Islam-based caring model
and action plans that would fit the real context.

Third, the PD patients’ experiences in receiving care from their
caregivers were summarized in terms of their satisfaction and the needs of the family
caregivers. Most of the PD patients expressed that they were satisfied and appreciated
their family caregivers regarding the caregiving. Other needs for Muslim family
caregivers identified by Muslim PD patients included information support, monitoring
the family caregivers in providing care, and emotional support. This is consistent with
the previous studies. The patients expressed that their family caregivers also needed
support and additional assistance from health care providers (Hughes et al., 2019;
Petersson & Lennerling, 2017).

The development of the Islam-based caring model

The Islam-based caring model was initially developed based on the
literature review and pilot study. The tentative model was guided by the concepts of
caring from an Islamic perspective of Barolia and Karmaliani (2008). The process of
the 5Rs in Islamic caring theory integrating a gratitude approach within the Islamic

thought of Latheef (2013) was applied to this model. After the reconnaissance phase,
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the tentative Islam-based caring model was first modified based on the qualitative
data obtained from the Muslim PD nurses, Muslim family caregivers, and Muslim PD
patients by the researcher. Then, the tentative model was remodified again by the
Muslim PD nurses in order to promote the possibilities of its usage and to reduce the
limitations of the setting in the implementation the model. Lastly, the tentative model
was revised to be an initial Islam-based caring model after implementing the model in
cycle one.

This model is considered to be valuable for the holistic Islamic care of
Muslim family caregivers of patients with peritoneal dialysis. The definition of being
human and the caring process within Islamic caring theory were considered and
integrated into the Islam-based caring model development in this study. In addition,
the qualitative data from the Muslim PD nurses, the Muslim family caregivers, and
the patients were analyzed in terms of the difficulties and needs of Muslim family
caregivers within the five dimensions of the holistic human being in Islam; the
physical, psychological, ethical, ideological, spiritual, and intellectual dimensions.
A previous study stated that the meaning and spirituality sharing among nurses,
families, and patients represent the concept that is at the heart of the caring model in
Islam (Lovering, 2012).

Regarding the Muslim PD nurses, this model promotes the awareness
of caring for Muslim family caregivers, and for improving and providing practices
concerning Islamic beliefs and practices. This is consistent with previous evidence,
which mentioned that the Islamic caring model reflects nursing behavior that is

focused on Islamic values and a nurse’s competence in enhancing the patient’s
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psychospiritual comfort (Bakar, Nursalam, Adriani, Kusnanto, Qomariah, & Efendi,
2018).

In addition, regarding Muslim family caregivers, this model promotes
care receiving in terms of assessing the difficulties and caring under the holistic health
of Islam. This model is valued because it is consistent and specific to the Muslim
family caregivers in the Thai context. Consisting with the study of Lovering (2012),
the results showed that a nursing model for meeting the holistic needs of Muslims
consists of spiritual care, cultural care, psychosocial care, interpersonal care, and
clinical care.

The components of the initial Islam-based caring model

According to the process of the development of the Islam-based caring
model, all of the components of the initial Islamic-based caring model were derived
from a literature review and the information obtained from relevant stakeholders,
including Muslim PD nurses, Muslim family caregivers, and Muslim PD patients. All
of the components of the initial Islam-based caring model were designed to meet the
needs of all stakeholders, especially PD nurses and Muslim family caregivers.
Therefore, this initial model can be claimed to encourage PD nurses to provide
holistic Islamic care for Muslim family caregivers, resulting in caregiver burden
reduction and harmony in life improvement.

Before providing a holistic Islamic caring process for Muslim family
caregivers, two main inputs should be considered: the PD nurses and the Muslim
family caregivers.

As is known, caring is the essence of nursing practice. The concept of

caring is characterized by the nurses’ personal qualities, including professional
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knowledge, attitudes, and skills, personal maturity, and interpersonal sensitivity,
resulting in protection, emotional support, and the meeting of the holistic needs of the
person (DrahoSova & JaroSova, 2016). Therefore, as this model can be valued as a
form of holistic Islamic caring for Muslim family caregivers of patients with
peritoneal dialysis, essential nursing competencies should be considered for providing
an Islam-based caring model for Muslim family caregivers. The findings in this study
illustrate that cultural, holistic nursing, and critical thinking competencies are required
in providing such a caring model.

Based on theory, cultural competencies consist of five attributes: 1)
cultural awareness; the development of the consciousness of nurses with different
values, beliefs, norms, and lifeways of the person; 2) cultural sensitivity; nurses’
appreciation, respect and comfort to the cultural diversity of the person; 3) cultural
knowledge; nurses’ understanding of the different beliefs, values, and behaviors of the
person; 4) cultural skills; the ability to perform cultural assessment, planning, and
provision in a particular setting; and 5) dynamic process; nurses’ ability to provide
culturally caring that is consistent with every person (Cai, 2016). These cultural
competencies were prioritized by the Muslim PD nurses in providing the Islam-based
caring model in this study. This finding is consistent with previous study. Domocmat
(2016) for example highlighted that cultural awareness and the sensitivity of nurses in
caring for Muslims are very important. Reflection on clinical practice and
understanding the impact of religious and cultural differences should be considered by
nurses. Having an awareness of the Islamic faith and the Islamic beliefs of the nurses

ensures that Muslims will receive high-quality care (Rassool, 2015).



192

Holistic nursing competencies were characterized by the Muslim PD
nurses for providing the Islam-based caring model in this study. Several competencies
were mentioned as the essentials for holistic nursing, including competencies related
to communication, assessment, management, collaboration, and critical thinking,
which were consistent with the desired competencies in the standards of holistic
nursing practice established by the American Holistic Nurses Credentialing
Corporation (2012). These competencies have been described through the standards
of holistic nursing practice.

Beginning with standard 1: assessment; the nurse collects
comprehensive data related to the person’s health or situation. Standard 2: diagnosis
or health issues; the nurse analyzes the data to consider the diagnosis or issues related
to health, wellness, disease, or illness. Standard 3: outcome identification; the nurse
identifies outcomes for a plan individualized to the person or the situation. Standard 4:
planning; the nurse develops a plan that identifies strategies and alternatives to obtain
outcomes. Standard 5: implementation; the nurse implements caring in partnership
with the person. Standard 6: evaluation; the nurse evaluates progress toward expected
outcomes and reorganizes a plan (American Holistic Nurses Credentialing
Corporation, 2012). Moreover, the competencies related to the holistic nurse are as a
collaborator and leader in the provision of holistic care. These standards mean that the
nurse collaborates with the person, family, and others in the conduct of holistic
nursing practice, and provides leadership in the professional practice setting (Mariano,
2013).

Generally, holistic nursing is defined as all nursing practices that heal

the whole person and improve the harmony among mind, body, emotions, and spirit in
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the changes of the environment (Jasemi, Valizadeh, Zamanzadeh, & Keogh, 2017).
From the Islamic perspective, Islamic holistic nursing emphasizes the integration of
the care of the spirit with the care of the body (Atkinson, 2015). According to
Taleghani et al. (2013), Islamic holistic nursing can include consideration of either
body or spirit (divine soul) that are united and integrated into the world. Whenever
there is a deficiency in one, it will result in a deficiency in the other. Islamic holistic
nursing should therefore consider the unity of all body and soul sub-dimensions.

Critical thinking competency was required by the Muslim PD nurses in
providing holistic Islamic care for Muslim family caregivers. Whenever the PD nurses
have critical thinking competency, the problems of be Muslim family caregivers can
be better identified. Critical thinking ability is therefore required as a general aptitude
of nurses (Takase, 2011). Moreover, there are additional abilities in which PD nurses
need to be trained, including conducting sessions for peer group support and the
provision of holistic Islamic care.

Besides PD nurses’ competencies, Muslim family caregivers’ traits
should be focused on as well, especially the duration of caregiving. As the findings
revealed, caregiving has effects on Muslim family caregivers holistically depending
on its trajectory. It has a greater effect on Muslim family caregivers’ lives during the
first one to three months. Then, even if family caregivers are better in performing
their caregiving tasks, their emotional resilience can wane over time and finally they
may end up with burnout (Kang, Yu, Foo, Chan, & Griva, 2019). For this reason, all
Muslim family caregivers should be considered.

The holistic Islamic caring process is the core component in this

model. It consists of the process of caring from an Islamic perspective, integrated
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(5Rs) with the nursing process aimed at keeping a balance of the five dimensions of
being human according to Islam. The PD nurse is required to perform nursing
activities following the holistic Islamic caring process. He or she has to be aware that
being human in Islam consists of five dimensions. Health in Islamic thought consists
of an equilibrium in the existential dimensions of being human, as it is holistic
(Alimohammadi & Taleghani, 2015). Once some dimensions are disturbed, it can
cause the person to suffer from health impairment requiring care.

In providing the holistic Islamic caring process, PD nurses have to
begin with holistic health assessment. The assessment of existing caregivers’ caring
situations under the perception of the individual Muslim family caregiver aims to
ensure that the basic needs of the Muslim family caregivers are embedded in nursing
interventions. Kitson et al. (2014) proposed that in meeting the fundamental care
needs of clients, their basic needs have to be embedded into the thinking, reflection,
and assessment processes of the nurses. Considering the needs of family caregivers
before planning interventions benefits the decrease in the caregiver’s burden and
encourages health and well-being (Mthembu, Brown, Cupido, Razack, & Wassung,
2016). Moreover, difficulties and other factors should be assessed. Discovering the
caregiving difficulties and factors among the family caregivers is beneficial in
providing care (Saimaldaher & Wazgar, 2020).

After having obtained information about Muslim family caregivers, the
needs and the possible problems or difficulties of each individual should be identified
in the diagnosis and planning step, including expected outcomes and the methods for
evaluating and monitoring. There is evident support for the idea that if nurses spend

more time evaluating the caregiver burden, devising appropriate interventions will be
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more successful (Hassankhani, Eghtedar, Rahmani, Ebrahimi, & Whitehead, 2019),
and for this reason nurses need to consider the caregivers’ difficulties and create
strategies for reducing them (Hassankhani et al., 2019).

Many strategies were used to reduce the caregiver burden and to
enhance their harmony in life as well in this study. Encouraging collaboration among
health professionals can be considered a key strategy for the successful provision of
the holistic Islamic caring for Muslim family caregivers, especially in the assessment
and diagnosis and planning steps. Healthcare team conferences (meetings) are a
strategy that the head of the PD unit used to encourage interprofessional collaboration
in the setting of this study. All of the healthcare providers in the PD unit were allowed
to participate in developing a care plan. Its benefit was ensured by previous evidence,
as healthcare provider meetings provided a valuable opportunity to develop a care
plan to meet the holistic needs of families (Washington, Guo, Albright, Lewis, Oliver,
& Demiris, 2017) because healthcare providers can have an overview of the problems
of the patients and families during the team meeting (Dongen, Bokhoven, Danniéls,
Lenzen, Weijden, & Beurskens, 2017). Moreover, meetings can create uniformity in
the family caregivers’ care, and it can also increase the healthcare providers’
awareness and ability to solve problems based on the clients’ needs (Winfield,
Sparkman-Key, & Vajda, 2017). Meanwhile, encouraging health professional
collaboration may help the healthcare team to feel a sense of ownership of the care
plan so that they will try to practice as planned, which can improve the Muslim family
caregivers’ outcomes.

Family meetings were also a strategy used in the diagnosis and

planning step in this model. The aim was to encourage family members to become
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involved in caregiving management. Information regarding the difficulties and
possible burdens of the family caregivers can be provided to other family members
during family meetings. The factors related to the caregiver burden and the solutions
should be discussed subsequently. As previous evidence suggested, conferences
between the healthcare team and the family should be held, because they help to
alleviate the caregiver burden (Tabootwong & Kiwannuka, 2020; Yoon, Kim, Jung,
Kim, & Kim, 2014). Similarly, in a study of Yildiz et al. (2017), they recommended
that nurses encourage family caregivers to share the caregiving responsibilities with
other family members, which is beneficial in reducing the caregiver burden and
improving self-efficacy.

Within the implementation step, the nursing care plan was provided to
the individual Muslim family caregiver. Peer group support and home visits were
additionally required by the Muslim family caregivers in this study.

The Muslim family caregivers expressed that they could receive
benefits from others in the peer group meetings, especially on the social and
emotional aspects. This finding is ensured by previous studies, where the results
showed that peer support groups are effective in reducing the caregiver burden in
terms of practical, motivational, and emotional support (Barutcu & Mert, 2016;
Eagleton, Walker, Freene, Gibson, & Gibson, 2021). Moreover, having a peer support
group encourages family caregivers to feel a sense of social connectedness, resulting
in the feeling of the reduction of isolation and the reception of practical advice
(Donald et al., 2019; Oveyssi et al., 2021). The peer support program and support

intervention were recommended to be offered in the clinical practice of peritoneal
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dialysis for psychological and emotional support (Avsar, et al., 2013; Oveyssi et al.,
2021).

The PD nurses can offer peer group support with practical possibilities.
Traditional and telephone peer group support can be used with the facilitation of the
PD nurses. The previous studies supported the notion that mobile applications can
effectively provide solutions for family caregivers. Their functions include supporting
educational information, resources and services, and solutions to problems during
caregiving and assessing the caregivers’ well-being (Gonzélez, Jover, Guilabert, &
Mira, 2021; Frieman, Trail, Vaughan, & Tanielian, 2018). This strategy was
suggested to the nurses in providing holistic care of family caregivers. The nurses
could facilitate the development of peer support groups by encouraging caregivers to
participate, and by suggesting meeting spaces and providing meeting times
(Abendroth, Greenblum, & Gray, 2014).

Home visits are a strategy that Muslim family caregivers requested
from the healthcare providers in this study. This finding is also consistent with a
previous study. Most family caregivers need follow-ups by home visits in order to be
supported in their caregiving (Alshammari, et al., 2017). This can significantly reduce
the caregiver burden, engage families in the caregiving process (Tamizi, Khoshknab,
Dalvandi, Shahboulaghi, Mohammadi, & Bakhshi, 2020), improve the feeling of
security, and alleviate psychological distress (Kitamura, Tanimoto, OE, Kitamura, &
Hino, 2019). In addition, one previous study supported that home visits provided by
nurses is an effective and holistic action for the family; nurses can provide holistic

care for the family caregivers in this way (Marinho, Ramos, Oliverira, Caramoni, &
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Fontes, 2020), so that the Islam-based caring model in this study is valued as a
holistic caring model.

During the implementation of holistic nursing care, nurse caring
behavior is important. Providing caring with friendly interaction was perceived
through behaviors and language. Using local language with politeness, friendly
greetings, and being sociable were valued in providing caring. These behaviors
represent the concept of compassion in Islamic caring (Bakar, Nursalam, Adriani,
Kusnanto, Qomariah, & Efendi, 2018). Meanwhile, paying attention by asking and
allowing Muslim family caregivers to express their problems and negative feelings
regarding caregiving was valued in feeling comfortable during care-receiving. The
study of Bakar et al. (2018) suggested that in Islamic caring, a nurses’ behavior
should include compassion and competence to enhance the psychological comfort.
Once, the higher the nurse’s Islamic caring practice, the higher the person satisfaction
will be (Wardaningsih & Junita, 2021).

Lastly, regarding the evaluation step, the expected outcomes identified
in the panning step have to be evaluated and monitored in this step. If the PD nurses
provide effective holistic Islamic nursing care, the Muslim family caregivers should
finally experience outcome improvement. Therefore, Muslim family caregivers
should be encouraged to reflect on their outcomes and reconsider their present
difficulties and needs in relation to caregiving in all aspects of being an Islamic
believer.

In addition, throughout the provision of the holistic Islamic caring
process, the Islamic perspectives in relation to caring for Muslim family caregivers

should be understood as mentioned by all of the participants in this study. There were
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two main Islamic perspectives in relation to caring for Muslim family caregivers: the
religious doctrine and beliefs, and religious practices.

Religious beliefs are important for nurses in order to gain an
understanding aimed to offer culturally appropriate nursing care. Similarly, a previous
study has demonstrated that caring in Islam that is related to religious beliefs could
create a sense of peace in body, mind, and spirit (Ismail, Hatthakit, & Songwathana,
2018). Several Islamic beliefs will affect Muslim’s attitudes and behaviors (Rassool,
2015), which are related to healing and hope (Almukhaini & Watson, 2020).
Therefore, there was a suggestion that nurses should learn and understand the
religious beliefs of Muslims (Almukhaini & Watson, 2020).

Similarly, in terms of religious practices, previous evidence has
supported the idea that Muslims need support from religious healing practices such as
reading the Qur’an, prayer, and religious supplications. Supporting prayer is a key
nursing action. Nurses can use religious words during their nursing care and
procedures. This will establish trust and connections between the nurses and the
patients or families (Lovering, 2012).

After implementation of the holistic Islamic caring process, the final
outcomes can be evaluated intermittently. In this study, caregiver burden was
decreased, including social and psychological burdens. Previous evidence has
supported the notion that attention to family caregiver support significantly affects the
reduction of caregiver burden in Islam (Etemadifar, Bahrami, Shahriari, & Farsani,
2014). Therefore, in order to explicitly evaluate the effects of this model, caregiver
burden levels should be followed-up continuously as recommended in a previous

study (Swartz & Collins, 2019).
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Obtaining harmony in the life of the Muslim family caregiver was also
a final outcome in this study. The satisfaction of being a caregiver with a normal life
and having psychological well-being without negative feelings in caregiving were
perceived as harmony in life. These findings are in line with previous studies, where it
was seen that Muslims try to keep a balance between oneself and others or
circumstances in order to maintain harmony in life, which is associated with obtaining
psychological well-being (Garcia, Nima, & Kjell, 2014; Permana, Ormandy, &
Ahmed, 2019).

Considering harmony in life improvement in this study; this may result
from the Islam-based caring model, which was developed based on the concept of
caring from the Islamic perspective. The presence and beliefs of Muslim family
caregivers were deeply understood holistically before designing the model. There is
evidence that supports the notion that religious and spiritual beliefs play a vital role in
family caregivers’ adaptation to their situation (Gholamzadeh, Hamid, Basri, Sharif,
& lbrahim, 2014). In addition, the ability of caregiving management was encouraged
while implementing the model, resulting in a balance of multiple roles. Whenever
Muslim family caregivers trust in their abilities and act toward caregiving by learning
to overcome overwhelming obstacles, their harmony will be achieved. Meanwhile, if
the ability of Muslim family caregivers in caregiving management is improved, the
patients’ conditions will improve subsequently. Satisfaction in caregiving and peace
of mind are finally achieved. These findings ensure that the Islam-based caring model
in this study has the value of being comprehensive or representing holistic nursing

care. As the study of Madani et al. (2018) indicates, the features of comprehensive
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nursing care should encourage harmony and balance between the components of a
human being that influence his or her well-being and health.

Overall, after evaluation of the Islam-based caring model in this study,
it is possible that this model will be continuously applied. The findings revealed that
the Muslim PD nurses were willing to put the sustainability of the model into their
practice. This indicates that they were satisfied and received benefits from this initial
Islam-based caring model. Obtaining benefits from Islamic caring will support nurses
in continuously implementing the model (Wardaningsih & Junita, 2021).

In conclusion, the development of the Islam-based caring model in this
study was designed based on the concepts of caring within the Islamic perspective,
including the notion of gratitude. The principles of holistic nursing care have been
emphasized, and it can therefore be claimed that the Islam-based caring model in this
study is valuable for holistic Islamic caring for the Muslim family caregivers of
patients with peritoneal dialysis.

The initial Islam-based caring model for Muslim family caregivers of
patients with peritoneal dialysis consists of three main components: inputs, holistic
Islamic caring processes, and outcomes. First, two main inputs should be considered,
namely both PD nurses and Muslim family caregivers. PD nurses should be
encouraged to have the essential nursing competencies in relation to caring for
Muslim family caregivers. The ability to create and facilitate peer group support and
provide Islamic caring processes should be prepared. Meanwhile, Muslim family
caregivers should be considered based on the duration of caregiving. The caregivers

that have a duration of caregiving of less than or equal to three months can experience
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holistic impacts more than those that have a duration for caregiving greater than three
months.

Secondly, regarding the holistic Islamic caring processes, which is the
core process in this model, it mainly consists of the process of caring (5Rs) from an
Islamic perspective and nursing processes. This process should be provided from
Islamic perspectives in relation to caring for Muslim family caregivers: doctrines of
Allah and religious beliefs, and religious practices, and five dimensions of being
human in Islam. Nursing activities, besides knowledge provision and skills training
perceived as fundamental nursing care for Muslim family caregivers, professional
health meetings, family meetings, peer group support, and home visits need to be
practiced continuously. Nursing care behaviors should be of concern because the
behaviors of PD nurses showing relationships, relatedness, and responses are valued
in terms of promoting positive outcomes on the part of Muslim family caregivers.
Lastly, regarding outcomes, caregiver burden and harmony in life should be

considered continuously after providing this Islam-based caring model.
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Chapter 5

Conclusions and Recommendations

This chapter reports the conclusion, implications for nursing education

and practice, future research recommendations, and the limitations of the study.

Conclusions

This study is technical action research that aimed to develop an Islam-
based caring model for Muslim family caregivers of patients with PD. The expected
outcomes of this study were to reduce caregiver burden and to improve the harmony
the life of Muslim family caregivers. Two objectives were achieved: 1) to ascertain
the components of an Islam-based caring model for Muslim caregivers of patients
with PD, and 2) the results of an Islam-based caring model implementation on
Muslim PD nurse and Muslim family caregivers of patients with PD.

The process of the development of an Islam-based caring model was
initially planned to be conducted within two cycles of action research. In cycle one,
the objectives were 1) promoting the focus on Muslim family caregivers by increasing
the knowledge and awareness of caring for Muslim family caregivers by Muslim PD
nurses; 2) creating Islam-based caring practices; and 3) improving the practices
concerned with holistic caring within the context of Islam. The reconnaissance phase
was conducted in order to gain a clear understanding of the caring situation in a PD

unit based on the viewpoint of five Muslim PD nurses, thirteen Muslim family
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caregivers, and ten patients with PD through face-to-face in-depth interviews and
focus group discussions, together with observation and field notes.

After obtaining a deep understanding of the caring situation in the PD
unit, the spiral of action research for developing the Islam-based caring model was
consequently conducted. A tentative Islam-based caring model was initially designed
by the researcher based on literature reviews and a pilot study, and was then modified
based on the qualitative data from the reconnaissance phase. The model was then
remodified again by the head of the PD nurses in order to encourage the possibility of
implementation of the model in the PD unit. The action plan, strategies, and methods
of evaluation and monitoring were also designed by the researcher and the head of the
PD nurses. Before implementation, the head of the PD nurses first informed other
staff in the PD unit of the action plan and the tentative Islam-based caring model for
applying the model into their practice.

The main setting of the implementation of the tentative Islam-based
caring model was the PD unit in a public hospital in Satun province, Thailand. The
Muslim PD nurses were encouraged to implement the tentative Islam-based caring
model continuously. The researcher was the facilitator of the implementation of the
caring model. During the reflection and evaluation phase, all of the participants,
including the Muslim PD nurses and Muslim family caregivers, reflected on the
results of the Islam-based caring model, and all of the data were gathered from the
semi-structured interviews, which were conducted by the researcher through
telephone interviewing because of the COVID-19 pandemic. The strengths and
weaknesses of the implementation of the tentative Islam-based caring model into

clinical practice were discussed.
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Subsequently, additional resources and re-planning of new actions
were redesigned in order to ensure the probability and sustainability of the
implementation of the caring model in the second cycle. However, because of the
COVID-19 pandemic, the second cycle could not be implemented in the PD unit.
Therefore, the present study was implemented only through the first cycle. A tentative
Islam-based caring model was established preliminarily. The components of an initial
Islam-based caring model for Muslim caregivers of patients with peritoneal dialysis
were then drafted. This model consisted of three main components: inputs, the holistic
Islamic caring process, and outcomes.

First, inputs refer to the two main persons involved in the Islamic-
based caring model: the PD nurses and the Muslim family caregivers. For the PD
nurses, the essential competencies required for providing caring for Muslim family
caregivers include cultural, holistic nursing, and critical thinking competencies, and
the ability to conduct peer group support and to provide the holistic Islamic caring
process. Muslim family caregivers can be grouped into two groups. There were
slightly different nursing activities in the holistic Islamic caring process assigned to
those family caregivers who had less than or equal to three months and those who had
more than three months of carrying out their caregiving duties.

Secondly, the holistic Islamic caring process should be applied in
providing caring for Muslim family caregivers. This includes the process of caring
from an Islamic perspective, including response, reflection, relationship, relatedness,
and role modeling (5Rs) integrated with a gratitude approach and nursing processes,
such as assessment, diagnosis, planning, implementation, and evaluation. For

conducting the processes of holistic Islamic caring, the relevant strategies are used in
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this model, which aim to reduce caregiver burden and enhance harmony in life. These
strategies include encouraging health professional collaboration, family conferences
or meetings, peer group support, and home visits.

Thirdly, the outcomes of the Islam-based caring model include
caregiver burden and harmony in life. After implementation of the tentative Islam-
based caring model in the first cycle, the results of the tentative Islam-based caring
model were seen to have significant impacts on the nurse caring behaviors and the
family caregivers’ outcomes. These findings revealed that the nurses’ caring
behaviors were positively changed in practice, as perceived by the Muslim family
caregivers. Providing caring with friendly interaction and using informal
communication or the local language with a polite tone were satisfying in terms of the
relationship between the Muslim PD nurses and the Muslim family caregivers,
leading to improved relationships. Greater focus on the family caregivers’ problems
by paying attention and asking and allowing the Muslim family caregivers to describe
their problems and negative feelings was perceived by the Muslim family caregivers.
These nurse caring behaviors improved the family caregivers’ satisfaction in receiving
care from Muslim PD nurses in terms of feeling relaxed and comfortable in
expressing their difficulties and encouraged social interaction.

Meanwhile, the Muslim PD nurses were also satisfied in providing the
Islam-based caring model. They now are more aware and focus more on the
difficulties of Muslim family caregivers than before. Holistic health has been their
concern while providing nursing care with the Islam-based caring model. Holistic
assessment and caring for Muslim family caregivers are guided for practice within the

Islam-based caring model. The PD nurse perceived the benefits of this model so that
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they were willing to put the sustainability of the model into their practice as they plan
to implement the initial Islam-based caring model on the date of changing the
peritoneal dialysis transfer set because there is more time for providing holistic care.
Regarding the Muslim family caregivers’ outcomes, which were
claimed as the outcomes of this model, the implementation of the tentative Islam-
based caring model had significant impacts on the reduction of the caregiver burden
in social and psychological aspects as described by the Muslim family caregivers.
Meanwhile, harmony in life was improved in terms of encouraging the ability to

manage care and in terms of the satisfaction in caregiving.

Nursing Implications

Nursing education

Holistic nursing under the cultural diversity of the individual is one of
the challenges of quality care improvement. This study discovered information about
Muslim family caregivers, especially the negative multiple effects that are sometimes
overlooked in caring. Education must be more focused on the holistic care of family
caregivers along with PD patients. This study also provided information about the
religious awareness of Muslim family caregivers, which affects their health and well-
being. Moreover, this study reported new knowledge on Islam-based caring for
Muslim family caregivers of patients with peritoneal dialysis. The model highlighted
the integration of the Islamic caring process into the nursing process, which is
essential for nursing. It presents comprehensive nursing care, which is aimed to

reduce caregiver burden and encourage harmony and balance among the components
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of Muslim family caregivers. This model therefore is of benefit as basic knowledge
that can be used further in developing the body of knowledge in nursing science.

Nursing practice

Providing holistic nursing is a challenging role for nurses in practice.
Obtaining comprehensive understanding regarding the “real” situation, health beliefs,
and religious beliefs is important in providing holistic care. This study reflects the real
experiences of being a caregiver, which are sometimes overlooked in nursing practice.
Aspects of the caregiver burden and harmony in life as perceived by Muslim family
caregivers were revealed, and these findings can be beneficial for goal setting in
nursing care.

Furthermore, this study preliminarily revealed the components of an
Islam-based caring model that PD nurses, especially Muslim PD nurses, can use as a
guide for providing nursing care in their PD units. Meanwhile, general nurses can use
this Islam-based caring model that was developed as an initial model to guide the
frameworks of development of holistic care for Muslim family caregivers of patients
living with other chronic illnesses who may be different in terms of their difficulties
and the needs. For encouraging practical possibilities, other healthcare providers
should be informed about the model for mutual establishment of the action plan. In
addition, before implementation of the model, some strategies involving training such
as for peer group support should be imparted to PD nurses, so that results may be
widely used in their practice.

Research recommendations

The information obtained from reconnaissance step showed that the

experiences of Muslim family caregivers in caring for patients with PD were different
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depending on caregiving phases. The caregiving difficulties and support needs across
the caregiving trajectory should be sought out in further research. Furthermore, this
study was conducted under the first cycle of technical action research. The methods of
fostering the possibility and sustainability of the Islam-based caring model in practice
could not be tried out. If this study re-conduct, the Islam-based caring model should
be tested until ensuring the possibility and sustainability. Alternatively, mixed
methods research is recommended in further study.

Beside these, the Islam-based caring model in this study was
implemented only by Muslim PD nurses. Further study implementing the Islam-based
caring model by non-Muslim PD nurses is also recommended in order to ensure
simplicity and applicability in their practice. Stronger evidence is required regarding
the effectiveness of the model in relation to Muslim family caregivers in other

settings.

Strengths of the Study

The initial Islam-based caring model was developed based on theories,
a literature review, a pilot study, and the information obtained from Muslim PD
nurses, Muslim family caregivers, and Muslim patients with PD who had the required
experiences in holistic caring that would fit the Islamic context. This information is
beneficial to frame and guide the development of an Islam-based caring model, which
is suitable within the research setting. Moreover, the developed Islam-based caring

model in this study was an initial model. This model provides the frameworks that
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guide PD nurses in the provision of holistic care for the Muslim family caregivers in

their practice.

The Limitations of the Study

The implementation of the Islam-based caring model in this study was
conducted in a general hospital in Satun province, Thailand, so its application may be
limited only to the study setting. Even though this model was developed by the
researcher and Muslim PD nurses from four PD units in the southernmost part of
Thailand, each setting usually has a different context in terms of working conditions,
shortage of PD nurses, number and characteristics of Muslim family caregivers,
workplace culture and environment, and organizational systems.

The shortage of PD nurses also may be a barrier to providing the Islam-
based caring model in the setting in an effective manner. The Muslim PD nurses had
limited time in providing holistic care following the Islam-based caring model
because they had many other responsibilities. Therefore, the action plan for the
implementation of Islam-based caring model was adjusted in order to foster the
possibilities and sustainability of the model in study setting. Unfortunately, the second
action plan could not be implemented because of the COVID-19 pandemic. The
possibility and sustainability of the Islam-based caring model in this study could not
be tested. That is, these should be tested before applying it in practice.

Moreover, the implementation about religion suggests that the
outcomes of implementation of the Islam-based caring model may differ according to

how strictly Muslim family caregivers adhere to the religion. Therefore, the findings



211

in this study may not completely explain the outcomes of Muslim family caregivers in
an Islamic context. Additionally, the Islam-based caring model in this study was
implemented by Muslim PD nurses. Therefore, the findings only reflected the
information about the effectiveness and applicability of the Islam-based caring model
provided by Muslim PD nurses. This is the reason why the implementation of this
Islam-based caring model by non-Muslim PD nurses is required in further studies as
suggested in research recommendations.

Meanwhile, the methods of evaluating the outcomes were limited to
using in-depth telephone interviews instead of face-to-face in-depts interviews and
observation because of the COVID-19 pandemic. Hence, the information regarding
outcomes was gathered only from the telephone in-depth interviews, which may not
fully reflect the information about the effectiveness of providing the Islam-based

caring model.
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Appendix A-1
Demographic Data Form for Muslim PD Nurse
Please complete the following questions using check sign (v') in Q and fill in blank to

help us know a little about you

1. Gender U Male U Female
2.Age..coiiiiiil. years
3. Educational level U Bachelor O Bachelor with PD Diploma

U Master or higher

4. Duration of work experience in PD unit.................... years................ months
5. The experience in holistic care training U Yes duration..................
U No

6. The experience in Islam-based caring training U Yes duration..................
U No

7. The experience in providing holistic care O Never O Rarely
U Often Q Always

8. The experience in providing Islam-based caring ( Never O Rarely
U Often O Always
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Appendix A-2

Demographic Data Form for Muslim Family Caregiver

Please complete the following questions using check sign (v) in O and fill in blank to

help us know a little about you

1. Gender U Male U4 Female

3. Relationship with patient

o~

. Educational level

ol

. Marital status

(o2}

. Occupation

\]

. Income (Baht/month)

8. Income status

9. Duration of caregiving......

U Daughter/Son O Wife/Husband
U Mother/Father O Other......cooveeeeiieeeeee

U No 4 Primary school

U Junior high school U Senior high school
U Diploma U Bachelor

U Master or higher

4 Single U Married
U Divorced/Widowed U Separated

U Government employee (1 State enterprise employee

U Employee U Self-employed

U Farmer/Gardener/Fisherman O Merchant

U Retired O Unemployed

U Student L Other ...eeveeeeeeeeeeeee,
U No income U Less than 10,000

U 10,000 — 15,000 1 15,001 — 20,000
U4 20,001 - 25,000 1 25,001 - 30,000
U 30,001 - 35,000 U More than 35,000

U Enough U Not enough

10. Duration of being a caregiver.................... years................ months



Appendix A-3

253

Demographic Data Form for Muslim PD Patient

Please complete the following questions using check sign (v') in Q and fill in blank to

help us know a little about you

1. Gender U Male U Female
2.Age......ooiill. years
3. Educational level U No 4 Primary school
O Junior high school QO Senior high school
U Diploma U Bachelor
U Master or higher
4. Marital status U Single U Married

5. Underlying Disease

U Divorced/Widowed

U DM

U DLP

U Cerebrovascular disease
U Renal stone

U Auto immune disease

U Separated

QHT

U Heart.....ocooovvveeen.
U Gout

U BPH

L Other .....coveeeeeeee
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Appendix B

Interview Guide for In-dept Interview
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Appendix C

Interview Guide for Focus Group Discussion

2. wwamaulunisdunwalsiengy (Interview Guide for Focus Group Discussion)
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Appendix D

Observation Guide Nurse Caring Behavior

This observation guide is used to assess the nurse caring behavior in
providing Islamic thought based caring model to Muslim family caregivers of patients

with peritoneal dialysis. Please give v on the box of lists.

Observation Yes | No

Verbal caring behaviors

1. Encourage the family caregivers to express their experiences

2. Assess physical problems

3. Assess psychological problems or feelings

4. Discuss about physical and psychological problems or issues of family

caregiver regarding caregiving.

5. Assist Muslim family caregivers to understand the difficult situations and current
their needs

6. Advise Muslim family caregivers to manage both physical and psychological
problems of them based on Islamic beliefs

7. Encourage Muslim family caregivers to provide caring for self, caring for

patients, and caring for God.

8. Reinforce Muslim family caregivers to express gratitude or thanks giving to
Allah and their care-receivers when they involve in caregiving tasks through the
word “Alhamdulillah”.

9. Provide and support the family caregivers to pray, read, and recite the Qur’an and
Hadiths regarding family importance, caring family members, and gratitude.

10. Assist the family caregivers to consider that performing caregivers’ roles of
them is based on the Qur’an and Hadiths regarding family importance, caring
family members, and gratitude.

11. Provide information about the patients’ conditions to the Muslim family
caregivers

Nonverbal caring behaviors

1. Listen carefully to the Muslim family caregivers.

2. Communicating using informal technique (friendly conversation, using informal
massage)

3. Friendly interaction

4. Use appropriate Islamic caring touch when interacting with the Muslim family
caregivers (Using right hand for handing objects to them, gently touch, stroking
hair, holding hands)




260

Observation

Yes

No

5. Keep eye contact when interacting with the family caregivers.

6. Arrange a time and room to Muslim family caregivers and their patients for
praying when they come to follow-up at the dialysis unit.

7. Allow and respect the rights/decisions of Muslim family caregivers in planning
care, cooperate with the multidisciplinary healthcare team to adjust appropriate
caring.

8. Show an act that reflect as a Muslim to the Muslim family caregivers (provide
shaking hand with the same sex)

9. Provide the nursing activities to relieve physical and psychological problems.

10. Take action as the role modeling for learning and sharing experience.

11. Help the Muslim family caregivers to seek the role model in relation to
caregiving.
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Appendix E

Informed Consent Form
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Appendix F

The actions of Muslim PD nurses based on the processes of 5Rs

Process of caring

Nurse’s behaviors

Relationship

Build the relationship using interpersonal communication skills including:
1. Establish trust with Muslim family caregivers by introducing the name,
surname, and experiences in caring and using informal communication
techniques.

2. Show friendly interaction through facial expression and the use of local
language.

3. Pay attention to Muslim family caregivers' difficulties, active listening,
observing, and assessing the caregiving’s difficulties in holistic aspects.

Relatedness

1. Allow Muslim family caregivers to express their feelings about the
caregiving’s difficulties.

2. Show sincerity in caring through talking, active listening, paying attention,
and continued monitoring Muslim family caregivers and their patients by
(home) visit or telephone calls.

3. Respect and accept the decision making of the Muslim family caregivers
and their families.

4. Show the empathy behaviors to Muslim family caregivers through friendly
interaction through facial expression, emotional reactions, language, and
providing simply touch in recognition of family caregivers’ presence.

5. Aware and accept in religious beliefs affecting caregiving.

6. Aware and accept in personal and cultural background, language, health
beliefs, and spirituality in an information providing. For example, offering
encouragement or emotional by using local language.

Response

Respond to Muslim family caregivers’ difficulties and needs in an
individual

Role modeling

1. Establish peers support group for Muslim family caregivers and seek
the role model for sharing the experiences in relation to caregiving

2. Encourage Muslim family caregivers to share their experience to
others as a role model

3. Facilitate Muslim family caregivers to participate and share their
experiences through peer group support activity.

4. Establish the informal peer group support without hospital visit such
as using line application

Reflection Encourage Muslim family caregivers to reflect on their difficulties and
needs in relation to caregiving in all aspects of Islamic human being.
Gratitude Encourage Muslim family caregivers to reflect on their religious beliefs

and cultural preference in term of gratitude related to caregiving




Appendix G

Holistic Islamic nursing care plan for Muslim family caregiver

ursing care plan

Human dimensio

Assessment

Objectives

Nursing care

Evaluation

1. Physical care

1. Assess the beliefs in religious, health,
cultures, and personal characteristics of
Muslim family caregivers in an
individual

2. Assess health’s problems such as
underlying disease and possible
problems such as sleep disturbance,
frustration, nutrition problems (poor
appetite, body weight loss), self-care
ability, and physical problems
management

3. Assess the factors related to the
physical aspect, self-care ability, and
physical problems.

4. Assess the Muslim family caregivers’
ability in self-care and physical
problems management.

5. Assess the Muslim family caregivers’
needs related to self-care and physical
problems management.

To encourage the
Muslim family
caregivers to have
the ability in self-
care and physical
problems
management

1. Provide the information about self-care
and health promotion to Muslim family
caregiver in an individual such as
relaxation, nutrition, and exercise.

2. Give the information about the
strategies for managing the physical

problems.

3. Support and encourage the Muslim
family caregivers to manage their time for

self-care.

1. Muslim family
caregivers have the
appropriate self-care
behaviors.

2. Muslim family
caregivers have the
knowledge in relation to
physical problems
management.

3. The perceived
physical problems are
reduced.
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ursing care plan

Human dimensio

Assessment

Objectives

Nursing care

Evaluation

2. Psychological care

1. Assess the beliefs in religious, health,
cultures, and personal characteristics of
Muslim family caregivers in relation to
psychological dimension.

2. Assess the possible psychological
problems such as stress, anxiety, fear,
burnout, fatigue, loneliness, guilty,
irritation, and burden.

3. Assess the causes and factors affected
the psychological problems.

4. Assess the Muslim family caregivers’
ability and strategies in managing
psychological problems.

5. Assess the Muslim family caregivers’
needs related to caregiving and
managing psychological problems.

1. To relieve the
psychological
difficulties in
Muslim family
caregivers.

2. To encourage the
Muslim family
caregivers to manage
their psychological
difficulties
appropriately and
effectively.

1. Encourage the Muslim family

caregivers in performing caregiver’ roles.

2. Provide the strategies in managing
psychological difficulties effectively.

3. Provide skill training in managing
psychological difficulties

4. Support the family member to express
their gratitude and encouragement to
Muslim family caregivers as the family
support

5. Encourage the family member to
involve in caring and supporting Muslim
family caregivers invariably.

6. Encourage peer group to express
emotional support through
encouragement.

1. Muslim family
caregivers have the
knowledge and ability in
managing psychological
difficulties.

2. The stress and burden
in Muslim family
caregivers are reduced.
3. The psychological
difficulties are reduced
perceived by Muslim
family caregivers.
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ursing care plan

Human dimension

Assessment

Objectives

Nursing care

Evaluation

3. Ethical care

1. Assess the ethical problems (feeling
guilty in an ineffective caregiving)

2. Assess the causes and factors affected
the feeling guilty.

3. Assess the Muslim family caregivers’
ability and strategies in managing the
feeling guilty.

4. Assess the Muslim family caregivers’
needs related to the managing the
feeling guilty.

To encourage the
Muslim family
caregivers to cope and
manage the feeling
guilty in an ineffective
caregiving

1. Allow the Muslim family caregivers,
the patients, and others family members to
involve in caregiving planning as well as
seeking the solving.

2. Support the Muslim family caregivers,
the patients, and others family members to
be decision maker

3. Reinforce other family caregivers to
express their responsibilities in caregiving.

The feeling guilty in an
ineffective caregiving is
reduced.

4. Ideological care
(roleffinance/social)

1. Assess the difficulties in maintaining
multiple roles, financial status, and
social involvement.

2. Assess the causes and factors affected
their other roles, financial status, and
social involvement.

3. Assess the Muslim family caregivers’
ability and strategies in managing their
other roles, financial status, and social
involvement.

4. Assess the Muslim family caregivers’
needs related to the managing their other
roles, financial status, and social
involvement.

1. To reduce or
prevent family conflict
2. To encourage or
maintain the balancing
of multiple roles

3. To reduce the
financial strain

4. To maintain the
social interaction

with others as normal

1. Encourage others family members to
involve in caregiving planning and
managing in order to reduce work load
and financial problems, and to maintain
the balancing between multiple roles and
caregiving in Muslim family caregivers
2. Assist Muslim family caregivers to
adjust the PD schedules in accordance
with their work, school, religious
practices, and social activities.

3. Assist Muslim family caregivers to
seek the social support from others and
strategies for asking the help.

1. Muslim family
caregivers can manage
their roles.

2. Muslim family
caregivers perceive the
balancing between
caregiving and other
roles.

3. Muslim family
caregivers can manage
the financial difficulties.
4. Muslim family
caregivers do not
perceive the feeling of
social isolation.
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ursing care plan

Human dimension

Assessment

Objectives

Nursing care

Evaluation

4. Collaborate and encourage Muslim
family caregivers, patients, and other
family members to discuss the solutions
or manage the difficulties in order to keep
the balancing of multiple roles in Muslim
family caregivers.

5. Develop the program for supporting
and facilitating Muslim family caregiver
in caregiving such as follow-up
appointment management and dialysate’s
distribution management in order to
reduce financial burden.

6. Provide the information about the
financial management.

7. Assist the Muslim family caregivers to
seek the solution in reducing the financial
burden.

8. Seek and provide the information about
the supporting resources in hospital and
community.

9. Collaborate with the related network
for asking the support.

10. Establish the activities for promoting
family caregiver to socialize with others
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ursing care plan

Human dimension

Assessment

Objectives

Nursing care

Evaluation

5. Spiritual care

1. Assess the beliefs in religious, the
goals and the meaning in life.

2. Assess the impact of caregiving on
spiritual and the perception of meaning
in life.

3. Assess the factors influenced the
spirituality and the perception of
meaning in life.

To encourage the
Muslim family
caregivers to gain
spiritual well-being
and perception of
meaning in life.

1. Provide caring to Muslim family
caregivers by concerning the religious and
health beliefs such as cleanliness, Halal
food, pilgrimage, body undisclosed, and
fasting in Ramadan.

2. Support and encourage Muslim family
caregivers to show remembrance of and
faith in Allah.

3. Support and encourage Muslim family
caregivers to do the religious practices
such as pray, blessing from Allah (Dua),
read/recite the Qur’an and Hadiths.

3. Encourage the Muslim family
caregivers to recognize about the Islamic
beliefs (Qur’an and Hadiths) and doctrine
of Allah in relation to caregiving

4. Encourage the Muslim family
caregivers to seek the meaning in life
based on the religious belief and the
doctrine of Allah.

4. Offer encouragement and encourage
other family members to always show
emotional support to Muslim family
caregivers in performing caregiving.

1. Muslim family
caregivers can do
religious practices as
normal

2. The spiritual well-
being is at a high level.
3. The harmony in life
of the Muslim family
caregivers is at a high
level.
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ursing care plan

Human dimension

Assessment

Objectives

Nursing care

Evaluation

5. Establish peer group support and

encourage peers to show spiritual support.

6. Provide the information about the
religious beliefs in caregiving.

6. Intellectual care

1. Assess the difficulties and needs in
relation to self-care and caregiving.

2. Assess the causes and factors related
to seeking the knowledge of self-care
and caregiving.

3. Assess the Muslim family caregivers’
ability in seeking the knowledge of self-
care and caregiving.

4. Assess the supporting resources in
seeking the knowledge of self-care and
caregiving.

1. Encourage the
Muslim family
caregivers to seek the
knowledge of self-
care and caregiving
from reliable
resources.

2. Support the
Muslim family
caregivers to access
to the knowledge of
self-care and
caregiving from
reliable resources

3. Improve the ability
of Muslim family
caregivers in
providing self-care
and caregiving
effectively.

1. Provide information related to the
providing self-care and caregiving from
reliable sources to Muslim family
caregivers and review the knowledge in
each follow-up.

2. Provide skills training regarding
caregiving and redemonstrate in every
follow-up.

3. Provide the information instruments
such as brochure, VDO, and
handbook/sheet of PD patient caring

4. Provide a telephone helpline for
supporting Muslim family caregivers

1. Muslim family
caregivers have the
knowledge of self-care
and caregiving

2. Muslim family
caregivers have the
readiness in performing
self-care and caregiving
activities.
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