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Children with leukemia is a serious illness that requiring intensive
treatments with negative side effects and long-term consequences for patients and
their families. These problems involve children changing as a result of treatment, the
child's developmental progress being interrupted, the family's daily routines being
altered, and future goals needing to be revised. This repeated measures quasi-
experimental study aimed to examine the effectiveness of a family-management
program (FMP) on family management, family and child quality of life. Participants
were the parents of children with ALL who are admitted to receive chemotherapy at a
pediatric oncology ward in the Phrapokklao hospital, Chanthaburi province. They
were divided into 23 cases each for the experimental and the control groups by using
a convenience sampling. Research instruments included the Family-Management
Measure (FaMM), the Beach-Center Family Quality-of-Life Scale (BCFQOLYS), and
the Pediatric Quality of Life Inventory (PedsQL) with their reliability of 0.71, 0.98,
and 0.90, respectively. Participants of the intervention participated in three sessions
over three weeks and a routine care while those in the control group received only a
routine care. Outcome variables were collected three times at baseline (Week 1), post-
intervention (Week 3), and follow-up (Week 7). Data were analyzed by using
descriptive statistics, and two-way repeated measures analysis of variance (ANOVA).

The results revealed that after completion of the intervention, participants
in the intervention group had higher family management, and better child quality of
life than those in the control group. For within the intervention group, at follow-up
(week 7), participants also had higher family management, better family and child
quality of life than those at post-intervention (week 3), and baseline (week 1).

Therefore, the FMP was effective in improving family management, family quality of



life, and child quality of life among parents of children with leukemia. This
intervention could be utilized as standard practice by nurses who work with family
and children with ALL to enhance family management, improve family quality of life,

and improve child quality of life.
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CHAPTER 1
INTRODUCTION

Background and significance of the problem

Acute Lymphoblastic Leukemia (ALL), a severe disease that causes danger to
children’s lives, accounts for 1 in 3 of all cancers found in children. ALL is the most
common type of leukemia among young children, with its highest prevalence between
ages 2 and 5 years, which is preschool age (Bunyatisai et al., 2019; Gouveia, Janvier,
Dupuis, Duval, & Sultan, 2015; World Health Organization, 2018). It affects children
holistically, both physiological and psychological, with symptoms such as bone pain,
infection, tiredness, bleeding, stress, anxiety, and depression. In Thailand, acute
leukemia is about 38.1 per cent of all cancers in children. It was found that incidents are
21.7 and 14.1 perhaps per 100,000 people in boy and girl patients aged between 0-5
years, respectively (Imsamran, Chaiwarawattana, Wiangnon, & Pongnikorn, 2015). The
primary treatment for children with acute lymphoblastic leukemia (ALL) is
chemotherapy. The entire process treatment length is typically about 2 to 3 years, with
the most intense treatment in the first months (Children’s cancer and leukemia group,
2016).

Chemotherapy is the first choice among effective treatments to treat children with
ALL (World Health Organization, 2018). However, chemotherapy could lead to various
complications and side effects, such as nausea, vomiting, fatigue, and decreased immunity.
Also, patients would have low immunity and have high risk of infection, and not receive
enough nutrients. Thus, children having ALL who are undergoing chemotherapy require
intensive care from health care providers and their parents. Moreover, ALL in preschool
children would require more support. Preschool children learn the rules and regulations of
society but remain self-centered and able to communicate with others. Their development
allows them to begin to be independent (or be self-reliant); however, they are unable to take
care of themselves and still need parental supervision. So, parents play a vital role in caring
for children with ALL at home. Thus, the parents must have knowledge and skills to care
for children with ALL to prevent complications, manage symptoms efficiently, and help

them adapt and reduce stress resulting from illness and treatment.
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Children with ALL are life-threatening conditions requiring intensive treatments
with adverse side effects and long-term impairments for the child. From previous studies,
childhood cancer survivors can have impaired social development and regressed social
behavior because of frequent hospitalizations and absence from school, affecting interpersonal
relationships. Parents and siblings of children with cancer also report elevated distress and
posttraumatic stress during cancer treatment, and these effects can be prolonged. Family
management is also frequently affected when a child is diagnosed with cancer (Schepers et
al., 2017; Silva-Rodrigues et al., 2016). The previous studies found that parents of children
with a chronic illness had lower family management and family quality of life (Thorsteinsson,
Loi, & Rayner, 2017; Warapornmongkholkul, Howteerakul, Suwannapong, &
Soparattanapaisarn, 2018). The family having children with cancer reported that they have
difficulty with family management; it affects family and child quality of life (Knafl et al., 2013;
Salvador, Crespo, & Barros, 2019)

Parents provide care for all of their children's needs over any given 24-hour period. At
the same time, parents must care for themselves, other family members, and the family as a
whole. When a child has a chronic illness, the family experiences new situations and faces
many challenges. These challenges may include changes in the child due to treatment,
interruption in the child's developmental progress, alterations of the family’s daily activities,
and revisions of future goals (Knafl et al., 2013). Some families appear to adjust and manage
well to the daily unknowns, care, promote their development, maintain their lifestyle and
family quality of life. However, some families have difficulty responding to the child's needs
and report other family members having problems. The previous studies found that families
having children with cancer have experienced bad, fear, feeling guilty, anxiety, depression,
despair, regret, sleep problems, high emotional stress, high social isolation, and difficulty
management (Knafl et al., 2016; Lim et al., 2017; Litzelman, Catrine, Gangnon, & Witt,
2011; Song, Nam, Park, Shin, & Ku, 2017). Parents must deal with the intensive management
of their children's condition and children’s normal developmental challenges for families. The
routine care for children with ALL produces temporary disruption in a parent's work-life such
as missing work (Knafl et al., 2013).

Moreover, families concerned about their children's illness and future health,
including the health care cost, and suffering from a chronic condition that harmed their

perspective in children with ALL, these families desire a meaningful role in healthcare
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decisions and are faced with chronic illness situation of family member (Khooshab, Jahanbin,
Ghadakpour, & Keshavarzi, 2015). Families often need to provide care in various treatments
to maintain their children’s health; they must quickly adapt to day-to-day management. So,
families having children with ALL live under high emotional impacts during their children’s
medical treatment and encounter crises due to life-threatening and chronic illnesses (Knafl et al.,
2013).

From the beginning of diagnosis, ALL affects the physical, social,
psychological, and spiritual well-being of cancer children and their families and puts them
in a challenging situation (Reisi-Dehkordi, Baratian, & Zargham-Boroujeni, 2014).

Family management for families who have children with ALL is described as the process of
dealing with or controlling things, people, or understanding the response between family
members together, such as effective communication, sharing, having routines that all family
members follow. It is classified as five distinct management styles, including thriving,
accommodating, enduring, struggling, and floundering, based on the differences in the
definition of the situation, management behaviors, and perceived consequences manifested
within and across families (Knafl et al., 2013). Knafl et al. (2013) indicated that family
management supports the families of children with chronic illness and enhances the family’s
ability to incorporate family management into everyday life to promote family and family
member well-being. The family attempts to manage the condition while children are in the
home and playing intensity includes physical activity, carefully content of food, infection, and
children's development.

From the literature review, family management of families having children with
cancer has various problems. Many parents expressed a great deal of dissatisfaction with their
child’s recovery. The disease led to death and a great deal of concern. For example, Van de
Wetering and Schouten-van Meeteren (2011) consider the feeling of losing a child as the
most significant and worst problem of parents, and they despair of surviving their child. They
thought of cancer as equal to death due to their negative perception. The studies found that
many parents were faced with a lack of time to look after themselves or their children and social
activities due to full-time care, which related to caring for and managing everything for
their children (Pariseau, Chevalier, Muriel, & Long, 2020; Pierce et al., 2016; Pishkuhi,
Ahmadi, Shoraka, & Chegeni, 2018). Thus, this affects the ability to manage family and

children of parents. One the problems is an economic concern resulting from medical
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expenses, job losses, and unemployment due to full-time providing care for the ill child
(Pishkuhi, Ahmadi, Shoraka, & Chegeni, 2018). Other studies found that they had noted
the burden of families having children with cancer and higher and heavier treatment costs.
Some parents have pointed to the loss of job opportunities, reduced income, and savings loss.
The continuous hospitalization of children leads to a lot of family management problems in the
parents and their family, which also could affect the family quality of life and their children
(Children’s cancer and leukemia group, 2016; Erker et al., 2018; Reisi-Dehkordi, Baratian, &
Zargham-Boroujeni, 2014).

Family quality of life is concerned with how individuals experience their well-being
within the family context, including how they have opportunities to pursue its essential
possibilities and achieve their goals in the community and society (Brown & Brown, 2014).
Family quality of life is a family member’s perception under five domains; family interaction,
parenting, emotional well-being, physical/material well-being, and disability-related support
(Hoffman, Marquis, Poston, Summers, & Turnbull, 2006). In the early diagnosis stages of child
cancer, parents experience shock, rejection, disappointment, depression, and anxiety about their
child's leukemia diagnosis. Parents also cannot adjust to the conditions experienced by their
children. The unpredictable nature of the illness and the lack of confidence in mothers' caring
have led to decreased family and child quality of life (Children’s cancer and leukemia group,
2016; Erker et al., 2018). A study showed that parents who had cared for their children affected
by leukemia for less than 12 months had the majority of the low quality of life compared to
parents who had cared for their children for more than 12 months (Nurhidayah, Hendrawati, &
Hasriyadhi, 2020). However, research evidence indicated that enhancing family management
efficiency positively affects families' quality of life in children with cancer (Knalf et al., 2016).
For example, parents who understand the potential benefit of reducing burden, controlling stress
levels, and seeking social support may help them cope with their managing to take care of
children with ALL and improve the family and the child quality of life (Litzelman, Catrine,
Gangnon, & Witt, 2011).

Children's quality of life is the child’s view, or parents’ perception of young
children’s view about the impact of disease-related treatment and clinical severity of them.
The definition is based on the experience individuals have of their own lives and the living
conditions in which individuals find themselves (Jenkinson, 2020). The World Health

Organization’s (WHO) stated the definition of Quality of Life as “an individual's perception of
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their position in life in the context of the culture and value systems they live in and concerning
their goals, expectations, standards, and concerns” (World Health Organization, 1998).
Children’s quality of life having been diagnosed with cancer is reported for assessing physical
function and role restriction, emotional distress, and reaction to current medical treatment
(Goodwin, Boggs, & Graham-Pole, 1994). A study found that the child’s quality of life with
cancer undergoing the first diagnosis, including children who received first chemotherapy,
had a lower quality of life than children of the same age who have not been diagnosed with
cancer (Saengthong, Hownarn, & Maneesri, 2020). Children with cancer have experienced
discomfort, both physical and psychological. Children and families want to be informed about
the disease and self-care practices, including participation in illness awareness. Several
studies on factors that affected children’s quality of life found that signs and symptoms,
depression, self-behavior, education, and duration of treatment affect the quality of life of
children with cancer (Barakat, Marmer, & Schwartz, 2010; Li, Chung, & Chiu, 2010;
Saengthong, Hownarn, & Maneesri, 2020). However, parents should have more participation
in caring for children with ALL. Parents of sick children can care not only for children’s
treatment problems but also for the totality of their well-being, happiness, development
progress, and quality of life (Liu et al., 2020).

When families having children with ALL, the family experiences new situations
and faces many challenges. The challenges may include changes in the child due to treatment,
interruption in children’s developmental progress, family’s daily life, family management,
family and children’s quality of life. Some families may not be able to handle or have
different management methods according to their family characteristics. Then, proper family
management is how to effectively care for children with ALL, which refers to achieving the
goal of care is to reduce the severity of the disease, reducing complications, and decreasing
parenting stress (Howard, Goddard, Rassekh, Samargandi, & Hasan, 2018; Sposito et al.,
2015). The previous studies have investigated various programs for improving family
management, family and children’s quality of life in families having children with cancer.
Fedele et al. (2013) found that the parent intervention reduced children’s problems included
internalizing and externalizing symptoms. However, only the child internalizing symptoms
effect was mediated by reduced maternal distress and improve maternal quality of life.

Families received an intervention that affected family management, family, and children’s
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quality of life (Knafl et al., 2016). So, an intervention to help manage problems determines
the specific content about knowledge, skill, and support of each problem.

Similarly, the supportive nursing intervention involving caregivers of children with
cancer developed by Hassan and Ibrahim (2018) showed that the supportive nursing
intervention could decrease the burden on caregivers of children with cancer and consequently
improve their coping and quality of life. The studies reported that when the family had good
family management in children with a chronic disease, they had high family management for
the children's condition. Then, there are improving the family quality of life and quality of life
of children (Fedele et al., 2013; Ghodsbin, Asadi, & Fard, 2014; Hassan & Ibrahim, 2018;
Khooshab et al., 2015; Knafl et al., 2016; Mohammadi et al., 2017).

The challenges that families face are an actual public health problem that negatively
affects children and their entire families, which deserves to be supported by a severe search for
prevention and remedies. In Thailand, there are a few studies of a family-management
program to increase or help a family in a crisis situation like having a child with cancer. In
addition, specific intervention for families with ALL children has not been found. Hence, there
is still a gap in the nursing intervention to improve family management and quality of life and
the child's quality of life sustainability.

Research objective

To examine effectiveness of a family-management program (FMP) on family
management, family, and child quality of life among parents of children with ALL, where
the primary outcome was family management, and the secondary outcomes were family and
child quality of life.

Research hypotheses

1. Family management in the experimental group is better than that in the control
group after completion of the intervention at post-intervention and follow-up.

2. Family quality of life in the experimental group is higher than that in the control
group after completion of the intervention at post-intervention and follow-up.

3. Children's quality of life in the experimental group is higher than that in the control

group after completion of the intervention at post-intervention and follow-up.
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Conceptual framework of the study

The conceptual framework of the study guide by the family management style
framework (FMSF) (Knafl, Deatrick, & Havill, 2012) targeted supporting family
management and improving family and child quality of life. The aim is to improve family
management, family and child quality of life of family having children with ALL.
Moreover, this program focuses on enhancing knowledge, skill, and support by adhering
to the treatment regimen or managing condition-related problems. The FMSF explained
that families' management in caring for children with chronic illness arises from various
activities emphasizing the promotion of family management of chronic diseases.
Therefore, the family management style refers to the management behaviors adopted by
family members. In contrast, the term "styles" refers to the family's methods in
responding to chronic illness in children (Knafl, Deatrick, & Havill, 2012). The FMSF
uses a “pattern” approach to describe how a family manages family life and a child’s
serious health care problems. In families of children with cancer, the FMSF describes the
strategies that all or a subset of individual family members use to manage and incorporate
the cancer treatment regimens into family life.

The FMSF consists of 4 components, including 1) major components, 2)
families, 3) management styles, and 4) results. Its core concept focused on individual
factors such as a child’s daily life and a child risk factor for the view of condition impact
(Knafl et al., 2013). The FMSF described the elements involved in family management
and the family management style framework. It can represent the pattern of adaptation or
cope with family problems, which can use the information to plan or develop
management patterns for families to suit the family context. Concepts and themes of the
family management style framework are as following; 1) Child’s daily life is a family
assessment about the management of children in daily life such as playing as much as
normal children, having children meet friends, caring for schooling, and teaching how to
be aware of various illnesses; 2) View of condition impact is a family assessment of the
impacts on the family such as family relationships, daily living, social and economic
problems of the family; 3) Family life difficulty is an assessment of the family that
requires patience and effort in dealing with problems in the care of sick children to reduce
complications and severity of the disease, and to improve the quality of life for sick

children; 4) Condition management effort evaluates the search for information about
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diagnosis, treatment, and care for children; 5) Condition management ability is the
assessment of the family's ability to care for a sick child as planned successfully; for
example, the child has good health conditions with no complications, and the family has
confidence in management so they can manage things as expected or have an attempt to
do so as well as they will not give up on obstacles, and continuously develop caring skills;
and 6) Parent mutuality is an assessment of love and attachment between parents because
it is essential to manage problems together such as encouraging each other, helping each
other, listening to problems, planning for the future together, and adjusting child care
following daily life to achieve the goal so that child has a better quality of life (Knafl et
al., 2012). The FMSF is influenced by the development of the family’s ability to face the
problem, an adaptation of family members, and management of children with chronic
illnesses, that use this concept to support the families of children with Acute Lymphoblastic
Leukemia (Knafl, Deatrick, & Havill, 2012).

For this study, the researcher developed a family-management program aiming to
improve family management, family and child quality of life based on the family
management style framework (Knafl et al., 2012), the Building on Family Strengths
Program (Kieckhefer et al., 2013), and synthesized related literature review. The program'’s
major components consisted of defining the situation, management behaviors, and perceived
consequences. The family management program consists of three sessions over three
weeks, 40-50 minutes per session. Each session simultaneously teaches parents of
children with ALL, including knowledge of the impact on a family having children with
ALL and enhancing family management to caring for the family having children with ALL.
In addition, the program is implemented, including focus groups, presentations, discussions,

reflection, and practice for managing this study.

Scope of the study
This study's target population was parents of children with ALL and
admitted to receiving treatment at the Phrapokklao hospital, a tertiary hospital,

situated in the eastern region of Thailand, in 2021-2022.
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Definition of terms

A family-management program (FMP) refers to a nursing program developed
by the researcher based on the Building on Family Strengths Program (Kieckhefer et al.,
2013) and the FMSF (Knafl et al., 2012) used to guide the intervention process. The
intervention aims to promote family management of families having children with ALL, as
well as family and child quality of life. The program consists of knowledge, skill, and
support for the parents of children with ALL for improving family management of family
having children with ALL and refer to family and child quality of life. The program
includes presentations, discussions, and reflections on managing and taking care of children
and their families. There are three sessions with 40-50 minutes per session.

Family management refers to the pattern of parents and family members
effectively handling taking care of children. For example, the parents are carrying
their children by their ability to manage effectively, such as making decisions about
ALL to maintain child health outcomes, monitoring symptoms, observing
complications, and selecting healthy food for cancer. It will be measured by using the
family-management questionnaire (FaMM) (Knafl et al., 2010)

Family quality of life refers to the level of satisfaction of parents and
comfort in the family when children are diagnosed with ALL, which parents perceive.
It will be measured using a scale from the beach-center family quality-of-life scale
(BCFQOLS) (Hoffman, Marquis, Poston, Summers, & Turnbull, 2006).

Children's quality of life refers to the level of satisfaction and comfort of the
children with ALL, which parents perceive, such as children with ALL's physical and
mental health, perception of their activities (playing/having hobbies), relationship friends,
and family. It will be measured using a scale from quality-of-life of children with
cancer (PedsQL) module by Varni (1998).
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CHAPTER 2
LITERATURE REVIEWS

This chapter presents the literature reviews from the following: 1) An overview
of the problem of children with Acute Lymphoblastic Leukemia, 2) Family having
children with Acute Lymphaoblastic Leukemia, 3) Family management style framework,
and 4) Relations among family management, family quality of life, and child quality of

life in the contexts of families having children with cancer and chronically ill.

1) An overview of the problem of children with Acute Lymphoblastic
Leukemia (ALL)

The most common cancer in children is leukemia and approximately found 30 per
cent of all cancers. It is a disease that has abnormal white blood cells. Leukemia is a disorder
in which the white blood cells, both in maturity and immaturity, develop faster than they
usually do. The condition is caused by an abnormality of hematopoietic cells that cause
abnormal cell growth resulting in abnormal cell shapes. The symptoms of the disease range
from weakness, pale skin tone, fever, bone or joint pain and/or tenderness, and infections
(Kyle & Carman, 2017). They cause a lot of abnormalities in the bone marrow, bloodstream,
and various organs. The symptoms can spread to lymph nodes all over the body resulting in
very high death rates. Leukemia is classified according to the disease's stage and progression
into acute and chronic types (Bunyatisai, Jia-Mahasap, & Chitapanarux, 2019; Roganovic,
2013; World Health Organization, 2018). Acute leukemia is more severe than a chronic one.
It is caused by the abnormality of the blast cells increasing in number and interfering with
other normal blood cells' production. Also, cancerous cells can accumulate in other organs
such as livers, spleens, lymph nodes, or skins. It is the most common cancer in children,
accounting for 25-30 per cent of all cancers in kids.

Children with ALL in Thailand

There is the highest prevalence of children with ALL in Thailand between ages 2
and 5 years of preschool age (World Health Organization [WHQ], 2018). This is a time of
preschool-age continued growth and development. Physical growth continues much more

slowly compared to earlier years. Development of cognitive, language and psychosocial are
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substantial throughout the preschool period. Many behaviors that began during the toddler
years are mastered and perfected during the preschool years. The child has learned to accept
separation from parents, longer attention span, and learns skills that affect later success in
school-age children. Preparation for school success continues during the preschool period
because most children enter elementary school by the preschool period (Kyle & Carman,
2017). Preschool development is hallmarked by a combination of physical, psychological,
cognitive, moral and spiritual, communication and language, emotional and social
achievements preparing preschoolers for the most significant lifestyle change, such as entry
into school (Centers for Disease Control and Prevention, 2021). During this stage, children
have a more mature body structure, control body functions, ability to interact cooperatively
with others, mastery of themselves as independent, and determination to extend experiences
beyond their family (Institute of Medicine and National Research Council, 2015).

ALL in children has been a significant public health problem globally,
including in Thailand. There are approximately 200,000 children diagnosed as ALL
each year (WHO, 2018). The incidence rate of children with ALL worldwide is
around 150 cases per million and increased significantly. It is a leading cause of death
for children and adolescents worldwide, and approximately 300,000 children aged 0
to 19 years old died each year (WHO, 2020). It is a severe disease that causes danger
to children's lives, accounting for 1 in 3 of all cancers found in children. (Gouveia,
Janvier, Dupuis, Duval, & Sultan, 2017; World Health Organization, 2018). ALL
affects children holistically, both physiological and psychological, such as bone pain,
infection, tiredness, bleeding, stress, anxiety, and depression. In Thailand, ALL is
about 38.1 per cent of all cancers in children. It was found that the incident rate is
21.7 and 14.1 per population 100,000 people in boy and girl patients aged between 0-5
years, respectively (Imsamran, Chaiwarawattana, Wiangnon, & Pongnikorn, 2015). The
primary treatment for children with ALL is chemotherapy. The entire treatment length
is typically about 2 to 3 years, with the most intense therapy in the first months
(Children’s cancer and leukemia group, 2016).

The survival rate of children diagnosed with ALL in developed countries varies
from 60-90 per cent, while between 1995 and 2009, the survival rate ranged from 51-59
per cent (Bunyatisai, Jia-Mahasap, & Chitapanarux, 2019). At present, approximately

80% of children diagnosed with ALL can be cured, and improvements in long-term
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survival rates may have reached a plateau as a higher rate of treatment-related deaths
due to the further intensification of therapy (Roganovic, 2013). Therefore, the future
progress lies in the better understanding of children’s biology allowing for more
individualized treatment. Developing preventive measures and providing curative
therapy are the ultimate goals of children diagnosed with ALL (Roganovic, 2013).
One study of childhood cancer survivors' psychosocial problems investigates whether such
issues are influenced by family management style in families with children aged 4 to 16.
The result revealed that family management was significantly correlated with children's
psychosocial problems. In a multiple regression model, the family life difficulty and
parental mutuality scales of the family management were independent predictors of
psychosocial problems in young cancer survivors (Kim, Ekas, & Hock, 2016).

The previous study examines the influences of family functioning, coping,
symptom distress, trait anxiety, state anxiety, functional status, and self-care behavior on the
health-related quality of life (HRQOL) of children with cancer. The sample comprises
children with cancer aged 9-18 years old hospitalized in Thailand and their caregivers or
those being followed up at outpatient units in tertiary hospitals. The results revealed that
only 33.3 per cent of the variance of the HRQOL of Thai children with cancer was
explained by trait anxiety and functional status. The results showed that trait anxiety and
active status were significant predictors of HRQOL (Khamchan, Punthmatharith,
Petpichetchian, & Chotsampancharoen, 2019). There was a consistent study in hospitalized
Thai children with cancer in children aged 9-18 years old. The results revealed that five
independent variables, including coping, symptom distress, trait anxiety, state anxiety, and
functional status, significantly accounted for 33% of the variance in HRQOL. Both
symptom distress and state anxiety had adverse indirect effects on HRQOL via active
status. The findings provided helpful information for nurses to develop effective
interventions to enhance HRQOL in Thai children with cancer (Khamchan et al., 2019).

Children with ALL have been a major public health problem in Thailand. This is
a chronic illness that affects children and their families. Children having ALL undergoing
chemotherapy require intensive care from health care providers and family, especially in
first-time treatment. Family plays a vital role in caring for children with ALL. Then, it is

necessary to have the knowledge and skills to care for children with ALL to prevent
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complications, manage symptoms efficiently, and help parents adapt and reduce stress
resulting from caring for ill children, which refers to family and children quality of life.

Currently, acute leukemia can be divided into two major groups, including Acute
Lymphoblastic Leukemia (ALL) and Acute Myeloid Leukemia (AML) (Roganovic, 2013;
WHO, 2018):

1) Acute Myeloid Leukemia (AML) caused by an abnormality of myeloid
leukocytes. It is found more often than the lymphoid type. Although this type of cancer can
be found at any age, it is more common in older patients and can be found in approximately
25-30 per cent of children (Ward et al., 2014a).

2) Acute Lymphoblastic Leukemia (ALL) caused by an abnormality of
lymphoid leukocytes. It is found around 75-80 per cent in children and may also experience
enlarged lymph nodes. This type usually has a better response to treatment. The disease
progression of acute leukemia is generally severe and rapid in days or weeks concerning the
increased white blood cell levels. Patients often get worse quickly if not treated (Ward et al.,
2014a).

Chemotherapy

The primary treatment of leukemia is chemotherapy. Patients are treated
according to their risk-adapted therapy based on their prognostic factor, including their
treatment response while undergoing chemotherapy. Generally, ALL treatment duration is
between 2.5 - 3 years, and the course of AML treatment is between 6 - 8 months. Children
with ALL who do not respond to standard chemotherapy may be considered for stem cell
transplantation (Bunyatisai et al., 2019; Steliarova-Foucher et al., 2017; Ward et al., 2014a).

Chemotherapy work in two different ways about the cell cycle. Cell cycle-
specific agents exert their actions during a specific phase of the cell cycle. Second, cell
cycle-nonspecific drugs exert their effect on the cells regardless of which stage the cell is.
Chemotherapy protocols often call for a combination of medicines that action different
phases of the cell cycle, thus maximizing the destruction of cancer cells. Chemotherapy
drugs are divided into classes that exert slightly other actions and affect various portions of
the cell cycle (Kyle & Carman, 2017).

However, chemotherapeutic medications disrupt the cell cycle of cancer cells and
normal rapidly dividing cells. As a result, there are results in a significant number of

adverse effects. The cells most likely to be affected by chemotherapy are those in the bone
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marrow. Adverse effects common to chemotherapeutic drugs include infection, nausea,
vomiting, and pain. Long-term complications include missing teeth due to damage to
developing permanent teeth; hearing and vision changes; hematopoietic, immunologic, or
gonadal dysfunction; endocrine dysfunction, including altered growth and precocious or
delayed puberty; various alterations of the cardiorespiratory, gastrointestinal, and
genitourinary systems (Kyle & Carman, 2017; Ward et al., 2014b).

Symptoms and clinical manifestations

The bone marrow is home to hematopoietic stem cells, and it is the main
organ responsible for producing various blood cells, including red blood cells, white
blood cells, and platelets. For patients with acute leukemia, the stem cells in the bone
marrow are replaced by cancer cells. They cause impaired blood cell production, so
most patients come to see doctors with symptoms and clinical manifestations relating
to the deficiency of blood cell production in the bone marrow. They include fatigue,
tiredness, and pale condition due to low red blood cells. Fever or infection due to the
low level of normal white blood cells is also found (Lo Nigro, 2013). There is also
easy bleeding such as ecchymosis, petechial eruption, scurvy, or nosebleeds due to low
platelets. Some patients may also have bone pain due to the presence of cancer cells in
the bone marrow. In the case that a patient has a tumor in the chest, they may develop
respiratory symptoms including wheezing, suffocating, or having an abnormality in the
cardiovascular system such as a swollen face and neck due to the pressure on the airway or
circulatory system, respectively (Pediatric Treatment Editorial Board, 2020).

Also, children may have other non-specific symptoms such as anorexia and
weight loss. After examining the patients, the studies found that patients have a pale
condition, fever, or abnormal bleeding (Lo Nigro, 2013). Still, most children with
acute leukemia are also found to have enlarged liver, spleen, and lymph nodes. For
children whose cancer cells have spread to the testes, there can be lumps in there.
Children whose cancer cells have spread to the nervous system may find a cranial
nerve disorder from a physical examination. However, some children may not have
any abnormalities unless there are cancer cells in the cerebrospinal fluid (CSF). In
addition to the symptoms and clinical manifestations mentioned above, some AML
patients may be found to have extra medullary myeloid tumor or chloroma, gingival

hypertrophy, or leukemia cutis (Pediatric Treatment Editorial Board, 2020).
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Prognosis

Generally, the studies found that ALL can be cured; however, about 90-95 per
cent of children have poor prognoses. However, 75 per cent of the children are found to be
in the disease-free period for about five years. Factors that help predict age, sex, ethnicity,
number of white blood cells receiving and platelets, etc. The prognosis of the disease is
based on the WBC count in diagnosis, cytogenetic factors and immunophenotyping, the age
at diagnosis, and extra medullary involvement (Pediatric Treatment Editorial Board, 2020).
Generally, the higher the WBC count at diagnosis, the worse the prognosis. Children
between 1 and 9 years of age and with a WBC count less than 50,000 at diagnosis have the
best prognosis. Complications include infection, hemorrhage, poor growth, CNS, bone, or
testicular involvement (Kyle & Carman, 2017).

The effects of leukemia on children and family
The effects of leukemia on children

Leukemia is a severe disease that causes danger to the lives of children. The
effects of leukemia cause problems for children in all aspects, physically,
psychologically, and socially.

1. Physical effects are caused by symptoms and treatment. The disease's
pathology causes the child to become fatigued, pale, quickly tired, bored with food,
low immunity and easily infected. Children in the final stages of the disease will
suffer from the pain of the disease's spread, including bone destruction, having less
blood to feed the various parts, the spread of cancer cells to nerve cells causing pain,
and inflammation from infection (Chang, Tsai, Tsai, & Wiemels, 2012; Kyle &
Carman, 2017). In the field of treatment, young patients are affected by short-term
chemotherapy and radiotherapy, including nausea, vomiting, loss of appetite, ulcers in
the oral mucosa, weight loss, constipation, diarrhea, less rest, and the control of the
function of the bone marrow causing uncomplicated infection from the decreased
production of white blood cells (Petridou et al., 2018). Pediatric patients are also
affected for the long term by treatment on various systems in the body. In the nervous
system, children will experience many effects such as drowsiness, headaches, decreased
learning, seizures, and unconsciousness. Second, the musculoskeletal system, children

have decaying bones and slow growth. Third, in the endocrine system, children will
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lack hormones that help develop or lose the pituitary gland's functions. Fourth,
children will experience nausea, vomiting, and inflammation of the gastrointestinal
mucosa for the digestive system. The last system will be inflammation of the bladder,
kidney inflammation, and abnormal kidney function resulting in kidney failure. It also
affects other organs, such as loss of vision and hearing (Kyle & Carman, 2017;
Pediatric Treatment Editorial Board, 2020).

2. Psychological effects are when pediatric patients are hospitalized.
Children have to leave their parents and family as well as encounter strangers and
unfamiliar places. This situation makes children anxious and fearful. The effects also
cause the children to have depression, mood swings, dissociation, resistance, and
uncooperative treatment. It also includes the fear of treatment that causes children to
be in pain and tortured continuously for a long time. Studies have shown that if the
illness duration is longer, the children will have more stress and anxiety than the short
duration (Leukemia & Lymphoma society, 2020; Liu et al., 2018; Sherief et al., 2015).

3. Social effects are on the young patients and their families as well. The
parents of young patients had different expressions. They are shocked, angry, scared,
and ashamed. Some think that they are causing the children to become sick, leading to
stress in the family. Pediatric patients' parents have to meet children's needs and
increase the burden of care than usual. It also affects the siblings of sick children since
the parents have to give more time to the patients. Leukemia causes children to be
often hospitalized. Children are limited to activities such as playing and performing
daily activities. Children have to miss school and reduce relationships with other
people (American Academy of Pediatrics, 2015; Golics, Basra, Finlay, & Salek, 2013;
Jones, Currin-Mcculloch, Pelletier, Sardi-Brown, Brown, & Wiener, 2018).

The effects of leukemia on family

Children with cancer are a significant life event for parents that affects a
great number of parental issues. Family of children with ALL often face effects of the
disease and its treatment, plus the risk of newly emerging late effects or disease
recurrence that require significant long-term follow-up and care (Mahmoud & Elaziz,
2015). Moreover, previous studies found that families having children with ALL have bad
experienced, fear, feeling guilty, anxiety, depression, despair, regret, sleep problems, high

emotional stress, high social isolation, and difficulty management (Knafl et al., 2016; Lim et
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al., 2017; Litzelman, Catrine, Gangnon, & Witt, 2011; Song, Nam, Park, Shin, & Ku, 2017).
The numerous stressors for parents of children with ALL, including stress related
directly to leukemia, such as secondary illness, disabilities, attention deficits, loss of
normal life and activities, and parenting stressors, such as persistent feelings of grief,
loss, and uncertainty (Toledano-Toledano, 2018). The previous studies found that the
psychosocial effects of childhood cancer on the parents did not investigate its impact
on family planning. Our clinical experience, however, indicates that family planning
is also affected by childhood malignancy. During treatment, several parents were uncertain
about postponing or refraining from progeny. They feared the negative consequences of a
new baby in the family on the ill child, indicating that care for the sick child prevails.
Sometimes future pregnancies are postponed until treatment for the ill child has been
completed (Van Dongen-Melman et al., 1995; Van Schoors et al., 2019). However, the
family having children with a chronic illness had lower family management and family
quality of life (Thorsteinsson, Loi, & Rayner, 2017; Warapornmongkholkul, Howteerakul,
Suwannapong, & Soparattanapaisarn, 2018). The family having children with cancer
reported that they have difficulty family management; it affects family and child quality of
life (Knafl et al., 2013; Salvador, Crespo, & Barros, 2019).

2) Family having children with Acute Lymphoblastic Leukemia

ALL is still a life-threatening illness despite recent advances in treatment,
and more than 80% have a chance of being cured. Presently, children diagnosed with
ALL stay at home most of the time. Therefore, their parents play an essential role in
giving care. Evidence reported that children with ALL had a high survival rate when
the family provided appropriately, caring, and managed. It can be seen that the nature
of family management when there is a change or crisis occurs is essential to caring for
families with children with leukemia (Schepers, Sint Nicolaas, Maurice-Stam,
Haverman, Verhaak, & Grootenhuis, 2017; Silva-Rodrigues, Pan, Pacciulio Sposito,
de Andrade Alvarenga, & Nascimento, 2016). In families with ill children, family
management needs knowledge, skills, behavioral care, and beliefs, which are
important to the children and the family. From both domestic and international literature
reviews, it was found that each family responded and faced different problems (Jones et
al., 2018; Knafl et al., 2013).
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A family is a group of people related to each other, such as a mother, a father, a
child, and sometimes siblings, grandparents, uncles, aunts, and others who are related
(Cambridge Dictionary, 2020), and interaction with health professionals is primarily
collaborative (Knafl et al., 2013). A family, a sub-unit society that is the closest aware of
children’'s symptoms, plays an essential role in caring for children with illness. Therefore,
the family, the father and mother, must care for and manage children with the disease
(Cambridge Dictionary, 2020). Families often play a crucial role in caring for children who
suffer from acute and chronic health conditions. A family's cohesiveness and level of
conflict may determine how well it can provide a young survivor with a better quality of life
and compensate for a child's physical deficits (Hocking et al., 2011). Many children and
their families still suffer from disease and long-term treatment. When children are
diagnosed with ALL, the family system is faced with many stressors and demands.

When a family with children diagnosed as ALL is the beginning of a reversal in
the ordinary and expected flow of family life, it would change their view of life and death
and their goals, expectations, hopes, and dreams concerning their children and families.
Families respond to this situation according to many factors. Some factors contribute to
the response, such as family management, family, and a child’s quality of life. ALL
diagnoses and treatments have a significant impact not only on patients but also on
families, affecting every aspect of family life. Previous research has also shown that
parents and children experience considerable stress in the first year of children diagnosed
with leukemia (Tsai et al., 2013). One study of caring for a family member with cancer is
associated with several care-related problems and challenges for the caregiver. The
present study aimed to explore challenges faced by Iranian family caregivers of cancer
patients. The result found that care provided in an atmosphere of suffering and discontent
diminishes the caregiver’s quality of life and patient care quality (Nemati, Rassouli,
IIkhani, & Baghestani, 2017). The previous studies found that poor quality of life was
identified among parents of children with leukemia (Nurhidayah, Hendrawati, &
Hasriyadhi, 2020). The result revealed that children’s activity limitation and active
treatment status were associated with worse parental mental quality of life. Including
parental psychosocial characteristics in the model eliminated the relationship between
child clinical characteristics and parental mental quality of life (Litzelman, Catrine,
Gangnon, & Witt, 2011).
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3) Family management style framework

The family management style framework [FMSF] (Knafl, Deatrick, &
Havill, 2012) is a conceptual framework that describes the elements involved in
family management and family management style framework. It has been studied in many
countries worldwide and found that it can describe the pattern of adaptation or coping of
family problems. We can use the information to plan or develop management patterns for
families to suit the family context. The concept of family management describes the
"patterns™ of management to understand the families of children with chronic illnesses.
According to Knafl et al. (2012), they are involved in family management and family
management style framework. This concept has been developing in the United States for
over 20 years from a qualitative study of family management methods of children with
chronic diseases in various conditions such as cancer, diabetes, aphasia, and blood disease.
It has been studied in many countries worldwide and found that it can describe the pattern of
adaptation or coping of family problems. Families have a variety of methods for managing
sick children.

Families have a variety of methods for managing children with chronic
illness. The family management framework consists of 4 components, including 1)
major components, 2) family, 3) family management styles, and 4) outcomes.

1. Major components are important factors that affect family members'
perception and allow them to respond to different pediatric patients' chronic illnesses.
They consist of 3 components (Knafl, Deatrick, & Havill, 2012).

1.1 Definition of the situation is a family perception of illness and
treatment, which is essential for how families take care of their children according to
the family routines. Each family's definition depends on many factors such as child
identity, illness view, parental mutuality, and mindset. A well-managed family will
focus on looking after the children as normally as possible. In contrast, a family with
problematic management will view the situation as a problem or a burden.

1.2 Management behaviors are caused by various activities or daily
activities to encourage families to manage chronic illness of children effectively.
Managing suitable family duties, understanding, seeking appropriate practices, and
making decisions to solve problems and obstacles ineffective require the families to

have patience and effort to deal with problems. Families' challenge is to develop new
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routines to manage illnesses and perform activities consistent with family activities to
balance children and others' needs. For example, a family can handle well in the initial
stages of a diagnosis or is not yet ready for child care. Therefore, at this stage, sick
children and families need close advice to adjust the routines to become the most
balanced. On the other hand, families that are not well managed will feel distressed by
the changes and greater responsibilities in child care, which will affect the behavior of
protecting and caring for sick children.

1.3 Perceived consequences are from the family's perceived experience of
illness and predictions. This perception results from the management behaviors and
the situation's definition, which affect the family management style. If chronic
diseases in children change frequently and worsen their symptoms, family
management will be more stressful. On the other hand, if the child's symptoms are
stable and predictable, the family's fear and anxiety for the future will be reduced.
Families that are well managed tend to integrate children's illnesses into family life.
Those families can continue to live normally and see the possibility of better family
life. At the same time, families with management problems tend to focus solely on
children's illnesses. They may speculate that their illness will increase, which will
cause complications in their family life.

However, contextual influences affect the family's management, including
social networks, health systems, health care providers, and other sources of benefit.

2. Family refers to sick children and family members, including parents,
siblings of sick children, or other living members.

3. Management styles are the family management methods used to take care
of sick children in various ways. The term "management” refers to the family's
response behaviors, while the term "styles" refers to families' methods in responding
to chronic illness in children. They can be divided into five styles (Knafl, Deatrick, &
Havill, 2012).

3.1 Thriving style defines a child's illness as standard, and the way of life
must continue. Parents have good relationships, have confidence in dealing with
problems, and have proactive and relaxed ways to deal with each issue without stress.
The perception or expectations of the illness's consequences will be positive and see

that the family's impact is minimal.
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3.2 Accommodating style is similar to the first style. The families will
adapt well when the patient's condition is stable, but managing will decrease as the
symptoms change or a problem requires more care. It will define a child's illness as
standard, and the way of life must continue. Parents have good relationships, have
confidence in dealing with problems, and have proactive and relaxed ways to deal
with each issue without stress. The perception or expectations of the illness's
consequences will be positive and see that the family's impact is minimal.

3.3 Enduring style defines a child’s illness in many different ways, from
standard to depression. Parents have good relationships, have confidence or trouble
when dealing with problems, and have methods to deal with issues proactively.
Perceptions or expectations of illness consequences often vary depending on the
child's condition, treatment received, and effects. This style is usually not seeking any
benefits.

3.4 Struggling style is the solution that does not often result in positive
results. Families with this style will provide a variety of definitions of children's
illnesses. One of the parents is confident in the management, but the other will feel
troubled by the problem. The parents' relationship is not good, but dealing with
proactive issues often does not seek benefits. One of the parents' perceptions or
expectations about the illness will look negatively and think that their child's illness
will have a more severe effect.

3.5 Floundering style often defines a child's chronic illness and problems
as severe and cannot be resolved. Parents will feel overwhelmed and unable to deal
with various issues. The relationship between parents is not good. One of the parents’
perceptions or expectations about the illness will look negatively and think that their
child's disease will have a more severe effect.

4. Outcomes cover both individuals and families. There are from the
performing activities of individuals and families managing family members with
chronic illnesses (Knafl, Deatrick, & Havill, 2012).

4.1 Personal dimension is essential in evaluating care outcomes, such as
the quality of sick children’s lives and their families and parents' stress. It is the goal

of caring for chronically ill children and families to lead an everyday life.
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4.2 Family dimension with reasonable care can provide care for sick
children in the family or family members' roles and responsibilities.

Children with chronic illness have a profound impact on pediatric patients and
their families. The severity of the disease, the duration, treatment method, and the
complexity of the disease affect families' ability to manage care, plan, and anticipate future
events. The family management style framework explained coping and adjustment in
families of children with chronic illness (Knafl et al., 2012; Knafl et al., 2013; Yeh et al.,
2012).

4) Relations among family management, family quality of life, and
child quality of life in the contexts of families having children with

cancer and chronically ill.

The basic of managing a family include the effective relationship between family
members, having routines followed by all family members, sharing tasks and chores,
showing affection to one another, and responding to one another in gentle and respectful
ways. Family management is the pattern of parents carrying their children by managing
effectively (Knafl et al., 2013). So, family management is the process of effectively
handling something about taking care of children and family members. The previous
studies found that parents of children with ALL experienced high emotional stress and most
likely focused all their attention on maintaining and managing patient and family care. The
management of parents is essential in managing their children with cancer to ensure
treatment compliance and continuity of care.

The previous studies found the process of development of the family
management style framework. The FMSF provides a complete understanding of
family life in the context of a child's chronic condition and directs researchers’ and
clinicians’ efforts to assess family response, especially concerning how condition
management is incorporated into everyday family life (Knafl, Deatrick, Gallo, &
Skelton, 2021). In a study of adapted Family Management Style Framework that
includes children’s perspectives with chronic health conditions. The result showed that
the family management style framework was adjusted to reflect children's views of

themselves and their families. Incorporating children's perspectives allows us to
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consider the transactions that occur during condition management between parents,
children, and families (Beacham & Deatrick, 2019). However, a revised self- and
family management framework. They used the synthesis of previous studies to update
the framework. The study suggested that using the framework to guide studies would
allow studies to address how self-management interventions work and under what
conditions (Grey, Schulman-Green, Knafl, and Reynolds, 2014). The result revealed
that family management patterns were related significantly to family and child
functioning, family and child’s quality of life, including the association between child
behavior problems and mothers’ depressive symptoms (Kim, Ekas, & Hock, 2016; Knafl et
al., 2013; Salvador, Crespo, & Barros, 2019; Sheng, Ma, Ding, & Zhang, 2018).

Then, parents' declining quality of life results from the lack of proper family
management and poor quality of life of children with ALL (Nurhidayah, Hendrawati, &
Hasriyadhi, 2020). Quality of life is the standard of health, comfort, and happiness
experienced. Family and children’s quality of life is the level of satisfaction and comfort for
children and their families when children are diagnosed. The previous studies found a
relationship between family and child’s quality of life in children with cancer and chronic
illness (Jenaro et al., 2020; Litzelman, Catrine, Gangnon, & Witt, 2011; Nurhidayah,
Hendrawati, & Hasriyadhi, 2020). However, several studies have shown that family
management, family quality of life, and quality of life of children are related, which are
described below.

A study of family response patterns to chronic childhood conditions provides a
comprehensive understanding of their influence on family and child. The sample was 575
parents (414 families) of children with chronic conditions. The finding showed that
responses vary about the family's quality of life in the context of a child's chronic disease
and how families incorporate condition management into everyday family life (Knafl et al.,
2013). Then, the descriptive quantitative study of parents who had children aged 0-15 years
diagnosed with leukemia. The study results showed that treatment of children with cancer
could affect the daily lives of family, management of caring for their children in less than
12 months with severe leukemia. These can disrupt and affect the poor family quality of life
(Nurhidayah, Hendrawati, & Hasriyadhi, 2020). Assessing the quality of life in families
revealed that poor family quality of life could disrupt children's quality of life. So, the quality

of life of children with chronic diseases will worsen if the family's quality of life is not
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good. However, the literature review found that various interventions were used to develop
family management and promote the quality of life of children and their families as follows.

A study of the impact of a Parent-Based Interdisciplinary Intervention for
mothers on adjustment in children newly diagnosed with cancer by all mothers of children
diagnosed with cancer within the past 4-16 weeks. The intervention comprised 12-session
interdisciplinary interventions from psychologists and nurses. The educational intervention
was structured in an alternating weekly format. Psychology interventionists delivered the in-
clinic intervention on an odd number of weeks, which took approximately 45 min to 1 hour.
The nurse interventionists had the phone intervention on the even-numbered weeks and took
about 15-30 min. All sessions included cognitive-behavioral based and specific to each
module’s core content in a program that took approximately three months, and a follow-up
was excluded. The result found that the intervention reduced signs and symptoms that
affected the family and child’s quality of life. Including, promoting, and improving family
management will more effectively take care and sustainability (Fedele et al., 2013), which
associated the study on the impact of education on parents' quality of life having children
with leukemia by all mothers of children. The result found that the effectiveness of
education on the quality of parents’ life was recommended to implement through consulting
and educational programs for parents, especially those of children with leukemia, to
promote caring, reduce anxiety, and enhance the family and child’s quality of their
(Ghodsbin, Asadi, & Fard, 2014).

The results demonstrated improved knowledge among children with cancer
and their family, especially in the intervention group compared with those in the
control group, to a statistically significant extent that improves family management, family
and child’s quality of life. The studies showed the effectiveness of skills training
interventions and merged with educational intervention from the reviews reported. The
studies described interventions that might provide the appropriate clinical practice and
implementation guidelines, given their substantial evidence and theory. The result showed
that the supportive nursing intervention could decrease the burden and improve coping
beliefs, spiritual and attitudes that might have affected family management, families’
quality of life, ability, and caring skills (Graziano et al., 2015; Hassan & Ibrahim, 2018;
Mohammadi, Mehraban, & Damavandi, 2017; Yeh et al., 2012).
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In conclusion, the review revealed that family management, family and
child’s quality of life in children with cancer have a relationship for improving
children’s health and their families. The reviews of nursing intervention have
provided evidence of families having children with cancer improving condition
knowledge and caring, which affect family and child’s quality of life.

In summary, ALL is the most common cancer in children that accounts for 25-30
per cent of all cancers in children, and it is about 38.1 per cent of all cancers in children in
Thailand, with most found in preschool (2-5 years of age). ALL is still a life-threatening
illness despite recent advances in treatment, and more than 80% have a chance of being
cured. Presently, children diagnosed with ALL stay at home most of the time. Therefore,
their parents play an essential role in giving care. Children with ALL had a high survival
rate when the family provided appropriately, caring, and managed. It can be seen that the
nature of family management when there is a change or crisis occurs is essential to caring
for families with children with leukemia. Parents often play a crucial role in caring for
children who have cancer. The management of parents is essential in managing their
children with cancer to ensure treatment compliance and continuity of care. Then, parents'
declining quality of life results from the lack of proper family management and poor quality
of life of children with ALL. Quality of life is the standard of health, comfort, and
happiness experienced. Family and children’'s quality of life is the level of satisfaction and
comfort for children and their families when children are diagnosed. A family-management
program (FMP) is developed by the researcher in this study based on the family
management style framework (Knafl et al., 2012) integrated with the Building on Family
Strengths Program (Kieckhefer et al., 2013), and synthesized related literature review. The
aim is to improve family management, family and children quality of life of family having
children with ALL. The program implementation consists of three sessions over three
weeks, 40-50 minutes per session. Each session simultaneously teaches parents of children
with ALL, including knowledge and impact of ALL on a family having children with ALL
and enhancing family management. Focus groups, discussions, reflection, demonstration
and practicing among participants during the implementation were conducted. Family
management is the main result, and the quality of life for the family and the children is the
secondary result. At week 1 (T1) pre-intervention, week 3 (T2) post-intervention, and week

7 (T3) follow-up, they will be measured three times.
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CHAPTER 3
RESEARCH METHODS

This chapter presents the research design, population and sample, sampling,
research instruments, protection of human rights, data collection procedures, and data

analyses.

Research design

This study was a two-group quasi-experimental design with pretest-posttest and
follow-up. It was employed to examine the effectiveness of a family-management program
(FMP) on family management, family and child quality of life.

The FMSF conceptualized those essential components of family management
pertaining to how parents of children with chronic illnesses integrated condition
management into everyday family life, which is why family management is the main
outcome. The quality of life for families and children is the secondary outcome. The
outcome variables were gathered before receiving the FMP at timel (week 1, pre-
intervention), after completion of the FMP at time2 (week 3, post-intervention), and
follow-up at time 3 (week 7, follow-up).

Population and sampling

Population

The target population was the parents of children with ALL who are admitted to
receive treatment at a pediatric oncology ward in the Phrapokklao hospital, Chanthaburi
province.

Sample

The sample in this study was recruited by a convenience sampling through
the target population from the following inclusion criteria;

The inclusion criteria for eligible Thai parents included: (a) consenting
mother or father of a child aged 2-5 years that was diagnosed with ALL; (b) being the
primary parent providing care for their child during the chemotherapy process; (c)
being the owner of a cell phone with internet coverage and able to use it; (d) when a
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parent is doing an activity, the child must have at least one relative with them; (e)
being able to attend all sessions of the study FMP; and (f) being able to speak and
read the Thai language. The child’s inclusion criteria included: (a) being aged
between 2-5 years; (b) being diagnosed with ALL and currently receiving related
chemotherapy in the out-patient clinic; and (f) having a good prognosis recorded in
the child’s medical records.

Exclusion criteria included children who were currently receiving (a)
palliative or hospice care and (b) care in the bone marrow transplant unit.
Additionally, enrolled parents were planned to be withdrawn from the study if their
child would have died unexpectedly prior to scheduling any of the FMP sessions.
However, this did not occur.

Sample sizes

Using the statistical software package G*power version 3.1.9.7 (Faul, Erdfelder,
Buchner, & Lang, 2009) for Repeated Measures ANOVA (within-between interaction),
the sample size was determined. With a fixed effect size of 0.22 from earlier research and
a significant level value of 0.05, it was deemed appropriate to employ as a statistical
approach in the current investigation (Kieckhefer et al., 2013). The test's power was set at
0.80. A minimal sample size of 36 cases plus a 25% attrition rate were found by the
computation. As a result, there were 46 cases in total who were divided into 23 cases each
for the experimental and control groups by random assignment.

Sampling

Participants were parents who have children with ALL in the Phrapokklao
Hospital, Muang district, Chanthaburi province, situated in the eastern region of Thailand
Thailand. Phrapokklao Hospital is a tertiary hospital, and is classified under the Ministry
of Public Health as a regional hospital. There is the center of excellence in cancer, in their
ambulatory chemotherapy care clinic and pediatric oncology ward. Out-patient and in-
patient chemotherapy treatments and related cancer care are routinely provided to
pediatric patients with cancer in this area. Out-patient cancer treatments in this clinic
allow patients and family members to return home afterward instead of being admitted to
the hospital. This clinic has several playrooms, educational facilities, and common areas

to provide caregivers a child-friendly environment. In-patient cancer treatments in this
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ward allow patients and family members to return home afterward instead of being
admitted to the hospital or still admitted to the hospital.

The researcher approached eligible parents who met the study inclusion criteria.
Then, the researcher explained the objectives, risks, and benefits of participation and
invited the parents to participate. When they agreed and already signed consent form to
participate in this study. First, they were recruited to the control group by using the
convenience sampling technique. They were asked to complete all questionnaires at pre-
intervention (week 1, T1) and received routine care from the hospital. At week 3 (T2) and
week 7 (T3), they were asked to complete the questionnaires again.

Next, the researcher recruited the participants for the intervention group using a
convenience sampling technique. They were asked to complete all questionnaires at pre-
intervention (week 1, T1). After that, the researcher implemented the family-management
program for them. After completing the program, they were asked to complete all

questionnaires at post-intervention (week 3, T2) and follow-up (week 7, T3).

Instrumentation

Two types of research instruments for data collection and implementation was
used in this study. Details of each instrument were described as follows:

1. Instruments for data collection

1.1 A demographic questionnaire was developed by the researcher. It was
used to record participants’ information about the parents and the children. There
were age, education, occupation, parents’ living status, and relationship with children.
For the children, there were gender, age, and duration of treatment.

1.2 The family management questionnaire (FaMM) was developed by Knafl et
al. (2010). It used to measure how families manage caring for a child with a chronic
condition/illness and the extent to which they incorporate condition management into
everyday family life as perceived by the family caregivers of children with ALL. The scale
consists of 53 items measuring six dimensions: 1) child’s daily life (5 items), 2) condition
management ability (12 items), 3) condition management effort (4 items), 4) family life
difficulty (14 items), 5) view of condition impact (10 items), and 6) parental mutuality (8

items).
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The participants were asked to respond to each statement using a 5-point Likert
scale (1 = “Strongly disagree” to 5 = “Strongly agree”). The total score ranges from 53 -
265. A higher overall score indicates high family management. The total score as well as
scores for each of the six subscales for the negative item responses are calculated by reverse
coding the negative item responses. Then, the positive item responses and the reverse coded
negative item responses are calculated using the scoring instructions found on the FaMM
web page (Knafl et al., 2010). A previous study reported it’s that the Cronbach™s alpha
reliability was 0.94 (Knafl et al., 2010). In this study, Cronbach’s alpha reliability of the
Thai version was 0.71.

1.3 The Beach Center Family Quality of Life Scale (BCFQOLS) was
developed by Hoffman et al. (2006). It used to measure families’ perceptions of their
satisfaction with different aspects of family quality of life as perceived by the family
caregivers of children with ALL. The BCFQOLS is a 25-item inventory rate on a 5-point
Likert-type scale, a scale from 5 = very satisfied, 4 = satisfied, 3 = neither, 2 = dissatisfied,
and 1 = very dissatisfied. Its purpose is to measure several aspects of families' perceived
satisfaction regarding the quality of family life. This questionnaire is used to measure five
domains: family interaction (6 items), parenting (6 items), emotional well-being (4 items),
physical/material well-being (5 items), and disability-related support (4 items). The 25
items are summed, indicating a total score ranging from 25 - 125. Thus, higher scores
indicate a high family quality of life. For reliability, Cronbach’s alpha for the FQOL was
0.94 (Hoffman et al., 2006). In this study, Cronbach’s alpha reliability of the Thai version
was 0.98.

1.4 The Pediatric Quality of Life Inventory (PedsQL) Measurement Model,
developed by Varni (1998). It is a specific module for child cancer of the PedsQL™, and
the existing versions are an acute and standard version for toddlers (2-4 years of age). The
toddlers' assessment of their well-being is reported by the parents. It has been designed to
measure pediatric HRQOL specifically tailored for pediatric cancer. The 25-item scale has
eight dimensions consisting of 1) pain and hurt (2 items), 2) nausea (5 items), 3) procedural
anxiety (3 items), 4) treatment anxiety (3 items), 5) worry (3 items), 6) cognitive problems (3
items), 7) perceived physical appearance (3 items), and 8) communication (3 items). There is
a 5-point Likert scale from 0 (never) to 4 (almost always). Total scores range from 0-100,
and the scale is as follows: 0 =100, 1 =75, 2 =50, 3 = 25, 4 = 0. Therefore, the higher
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scores indicate a child’s better quality of life. A previous study reported its reliability
standard of 0.70 (Varni, 1998). In this study, Cronbach’s alpha reliability was 0.90.
2. Instrument for implementation

2.1 The researcher developed the FMP based on the FMSF (Knafl et al.,
2012), the Building on Family Strengths program (Kieckhefer et al., 2013), and
reviews of related literatures. The program focused on the promotion of parents to
manage and take care of children with ALL. The researcher conducted the
implementation sessions in a private room. There were three implementation sessions
with 40-50 minutes per session.

2.2 The program implementation (Week 1-3)

Week 1:

Session 1: Perception of the emotional impact and feelings experienced
by families of children with ALL; an overview about the perception of the emotional
impact and feelings experienced by families of children with ALL.

Obijectives: 1) Introduce the concepts of knowledge about the impact
of living with ALL children, 2) Enhance the knowledge process of parents on the
impact of ALL on the child, and 3) Explore the emotion and feelings of the parent
having children with ALL.

Implementation phase: The researcher introduced and describes the
research objectives and program details. Using video-clips showing on a notebook
computer, then, the researcher explained the key concepts, knowledge about the
emotional impact and feelings experienced by families of children with ALL. After
that, the researcher encouraged parents to express their feelings, and asked about
experiences and prior knowledge before gaining knowledge about leukemia. The
video-clips were saved into the participants’ smartphone for them watching on their
convenience.

Week 2:

Session 2: Family management guidelines for families of children
with ALL,; exploring the relationships and communication of parenting a child with
ALL, such as exploring feelings, managing complicated emotions, self-talk, and peer
support. This session led to develop family management of parents having children
with ALL.
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Objectives: 1) Develop family relationships and communication of parents
of children with ALL, and 2) Enhance the family impact, develop family management, and
improve taking care of children with ALL.

Implementation phase: The researcher conducted focus groups where
participants could express management of their family. Then, the researcher described
the knowledge about relationships and communication in families with children with
ALL. The researcher asked parents to set goals for caring and developing
relationships and communication in families with children with ALL according to the
abilities of each family and encouraged parents to share experiences of family
relationships and communication. Finally, the researcher allowed parents to form
groups to find guidelines for caring for sick children and their families. Moreover, the
researcher provided a worksheet for them to record for daily plan management.

Week 3:

Session 3: Emotional factors and FMP guidelines for families of
children with ALL; exploring the emotional factors and FMP guidelines for families
of children with ALL. This session was increase knowledge and created of emotional
and family management guideline in caring for parents of children with ALL.

Obijectives: 1) Improve FMP guidelines followed by each family, and
2) Create nursing care guidelines for children with ALL and families.

Implementation phase: Parents were provided with information about
problem solving and transition timeline for their families. Then, parents created plan
for their family (parent-action plans): This might involve making adjustments to daily
routines, seeking additional support services, or engaging in FMP activities to manage
stress and well-being.

Translation of the measure

The FaMM and the PedsQL are available in Thai language and have already been
used with a Thai sample (Knafl et al., 2010; Varni, 1998). The BCFQOLS is initially in
English. For this study, the researcher had already been granted permission to use and
translate all the questionnaires from the tool’s owner.

The BCFQOLS was translated from English into the Thai language by using a
back-translation method based on the guidelines for the Cross-Cultural Adaptation Process

(Epsteina, Santob, & Guillemin, 2015). First, it was independently translated into Thai by
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three translators who were fluent in Thai and English and highly knowledgeable about the
items contents. Then, the three Thai translated versions were combined into one by the
researcher and the major advisor. The final Thai version was translated back into English by
another two bi-lingual language specialists. One was an English professor, and the other was
a nursing professor from a university in Thailand. Following this, the two back-translated
English versions are obtained and the researcher and major advisor compared the two back-
translated English versions with the original English version for content and cultural
comparability. This translation process would ensure content validity of the BCFQOLS’s
Thai version.

Validity of the intervention

The FMP was validated by a panel of three experts, consisting of two
pediatric nursing professors and a pediatric oncologist. The researcher and major
advisor revised the contents and other parts in the FMP following the experts’
comments and suggestions. After that, the researcher conducted a pilot study with
parents of children with ALL to test the feasibility of the FMP.

Protection of human participants

The researcher prepared consent forms for the participants of both the control and
intervention groups. Participants completed the consent forms before starting the
intervention after approval of the research proposal by the Ethics Committee of Burapha
University and the Human Research Review boards of Phrapokklao Hospital. Parents who
were interested in participating in this study were approached. First, the researcher
introduced herself to the parents and inform them of the research objectives, data collection
methods, study timeline, risk and benefits of the study, and confidentiality policy. Then,
after enrolling and giving consent, the convenience sampling technique was used to allocate
the participants in the control and intervention groups. Throughout the study, the researcher
avoided any discomfort, physical harm, or excessive response burden on the participants.
Participants’ information was protected by the researcher and subsequently destroyed after
the study findings had been published. The participants had their right to withdraw from the
program at any time without penalty or affect from the hospital routine care. After they

understood and agreed to participate, they signed informed consents.
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Research assistants’ training

The research assistants were two registered nurses. The researcher selected
research assistants with experience of at least two years or those who have a master's degree
or certificate in oncology nurse practitioner training. Primarily, the researcher informed
them about the objectives of the program and the set of instruments. This training consisted
of using all the instruments. First, one research assistant recruited participants and collected
the data at pre-test (T1) in both groups. Then, the other research assistant collected the data
at post-test (T2) and follow-up (T3) in both groups.

The pilot study

The pilot study aimed to test the feasibility and applicability of the FMP. Also, it
provided the researcher with feedback from parents. Eleven parents who have children with
ALL who met the study criteria were convenience sampling from Phrapokklao hospital and
invited to participate in this pilot test. After they signed the consent form, a pre-test measure
(T1) was obtained. Then the researcher implemented all sessions of the FMP. Outcomes of
post-test (T2) and follow-up (T3) were measured. The results showed no participants’
attrition and found improvement in family management and child’s quality of life at post-
intervention and follow-up (p < .005), but no statistically significant difference in family
quality-of-life outcomes (p =.119). These findings confirmed evidence of feasibility and
applicability of the FMP among the participants.

Data collection procedures
After all IRB approval, the researcher met with the head nurses of the Pediatric

Oncology ward, explained the research objectives and the data collection procedures,
and asked permission to use a private room at the ward for implementation sessions.
The children were then looked after by other relative while the parent joined the
implementation. The program was carried out as a small group (2-3 participants per
group). Once a week for 3 weeks consecutively. The participants participated in
activities involving watching videos and completing worksheets. After that, there was
a plan of action to return and write a brief at home every day. The researcher made
appointment with the participants for follow-up and evaluation at 4 weeks later at the

ward.
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The intervention group

The program focused on the promotion of parents' ability to manage and
take care of children with ALL and their families in three sessions over three weeks.
All participants participated in three weekly sessions with 40-50 minutes per session.
It included a video presentation where the participants can access via mobile phone
and computer through QR code provided by the researcher. One QR code applied for
each session. Session one contained perceptions of the impacts and feelings of
children with ALL and their families; session two included family management
guidelines for families having children with ALL; and session three contained
emotional factors and guidelines for the management of families having children with
ALL. It related to knowledge of the impact, family relationships, and communication
of families having children with acute lymphocytic leukemia. Including enhanced
family management and guidelines for each family. The program was implemented to
create action plans for the parents in groups (2—3 people per group), consisting of a
brief presentation, discussion with participants, and reflection. In the following
sessions, the researcher provided information and supported the parents in developing
family action plans, including discussing how to practice, develop a family action
plan, and develop problem-solving strategies until family management guidelines
were appropriate for each family.

The FaMM, the BCFQOLS, and the PedsOL were completed at 3 point
times; pre-test (T1, week 1), post-test (T2, week 3), and follow-up (T3, week 7).

Follow-up (Week 7)

The parents were asked to complete the research instrument for the third time
(T3). On the other hand, a phone interview would be used to gather data at this point if
children were permitted to leave the hospital.

The control groups

The participants who had met the study inclusion criteria, and agree to
participate, and were assigned into the control group completed the demographic
questionnaire, the FaMM, the BCFQOLS, and the PedsOL (T1, week 1).

Week 1-3: Parents received routine care from a pediatric nurse in the

pediatric oncology ward. The parents also perform regular activities with their
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children. Then, the participants were asked to complete a post-test, the FaMM, the
BCFQOLS, and the PedsOL (T2, Week 3).

Routine care consists of a pediatric registered nurse in the Hospital who
provides advice on disease and treatment, including practice when receiving
chemotherapy for children with ALL and their parents.

Follow-up (Week 7)

The research instrument was given to the parents to complete (T3, week 7).
In the event that the children were permitted to leave the hospital and return home,
data was gathered by telephone interview.

Data analysis

The statistical significance level for the analysis of the data was set at p < 0.05
using SPSS version 26.0.

1. Descriptive statistics (percentage, mean, standard deviation, range,
independent t-test, Chi-square, Fisher exact tests) were used to describe the participant
demographic information and the outcome variables.

2. Repeated measures analysis of variance (ANOVA) was used to determine
differences in mean scores of family management, family quality of life, and child
quality of life between the experimental and control group and the changes over time in

mean scores of the outcome variables of the participants within the intervention group.
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A Pediatric oncology ward of tertiary hospital are convenience
sampling selected to be the intervention and the control group

A\ 4
The intervention group (n = 23)
obtain informed consent

\ 4
Week 1 = Baseline assessment (T = 1)

l

The control group (n = 23)
obtain informed consent

4

Week 1 = Baseline assessment (T = 1)

Week 1-3
Usual care plus a family-management program

Implementation of 3 sessions

Session 1: Perception of the emotional impact
and feelings experienced by families of children
with ALL.

Session 2: Family management guidelines for
families of children with ALL.

Session 3: Emotional factors and FMP guidelines
for families of children with ALL.

Week 1-3
The routine care

i

Week 3: post-test (T = 2)

A4

Week 3: post-test (T = 2)

Week 7: follow-up (T = 3)

Figure 3-1 Data collection procedures
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CHAPTER 4
RESULTS

This chapter presents the research findings concerning the effectiveness of
the family-management program for parents of children with acute lymphoblastic
leukemia. The findings of the study, including sample allocation, characteristics of the
participants, testing of the statistical assumptions, descriptive statistics of the outcome

variables, and repeated-measures ANOVA were presented.

Summary of the sample allocation

A total of 46 participants of parents having children with acute
lymphoblastic leukemia (ALL) who met the study inclusion criteria were invited in
the study. With a total of 23 participants in each group, those who consented and had
signed informed consent forms were randomly assigned to the intervention and the
control groups.

At baseline (Week 1, T1), participants in the intervention and the control
groups were asked to complete a demographic questionnaire, the family-management
questionnaire (FaMM), the beach-center family quality-of-life scale (BCFQOLS), and
the quality-of-life of children with cancer (PedsQL) module.

Afterwards, the intervention group took part in the family-management
program, which had three sessions spread over three weeks plus the routine care.
While the control group received only the routine care. They were invited to complete
all three outcome measures after completing the intervention at weeks 3 (post-
intervention, T2) and weeks 7 (follow up, T3). Flow of participants through each

stage of measures presents in the Figure 4-1.
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Characteristics of the participants

The participants in this study consisted of 46 parents of children with ALL.
They were assigned into the experimental and the control group equally.

1. The intervention group

There were 23 participants in the intervention group. Most of the parents
were mothers (82.6%). Their age ranged from 22-52 years (mean = 32.65+8.77). The
majority of their education was less than a bachelor degree (82.6%), occupation was
employee (43.5%), and living status was cohabitated (87%). For the children, about
one half were girls (52.2%). Their age ranged from 24-60 months (mean =
45.87£10.70). The duration of treatment ranged from 18-60 months (mean =
31.61+10.13).

2. The control group

There were also 23 participants in the control group. The parent’s age
ranged from 19-50 years (mean = 30.1348.07). Most of them were mothers (73.9%).
The majority of their education was less than bachelor degrees (78.3%), occupation
was employee (43.5%), and living status was cohabitated (87%). For the children, the
most gender of them was girl (52.2%), and their age ranged from 32-60 months (mean
=51.1748.98). Duration of treatment ranged from 12-36 months (mean =
28.48+7.63).

The participants’ characteristics between the control and intervention groups
were compared and found no significant differences between groups. The independent
t-test was used to compare the continuous variables including age and duration of
treatment. Chi-square and Fisher Exact test were used to compare the nominal data
including gender, education, parents’ occupation, parents’ living status, and
relationship with children. Details presented in Table 4-1.



Table 4-1 Characteristics of the participants in the intervention and control groups

51

Intervention group

Control group

Characteristic (N=23) (N=23) 12 P
n % n %
Parents
Age (years) M = 32.65 M =30.13 251
(SD =8.773, (SD = 8.070,
range 22-52) range 19-50)
Education 138 710
< Bachelor Degrees 19 82.6 18 78.3
> Bachelor Degrees 4 17.4 5 21.7
Occupation 3521 .385
1. Government 2 8.7 0 0
2. Private company 1 4.3 8 34.8
3. Own business 4 17.4 0 0
4. employee 10 43.5 10 43.5
5. housewife 6 26.1 5 21.7
Parents’ living status 2231 353
1. Cohabitated 20 87.0 20 87.0
2. Separated/
divorced 3 13.0 1 4.3
3. Single 0 0 2 8.7
Relationship with AT757 122
children
Father 4 17.4 6 26.1
Mother 19 82.6 17 73.9
Children
Gender 1.000*  1.000
Boy 11 47.8 11 47.8
Girl 12 52.2 12 52.2
Age (months) M = 45.87 M =51.17 41
(SD =10.695, (SD =8.983,
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Intervention group Control group
Characteristic (N =23) (N =23) t %2 p

n % n %
range 24-60) range 32-60)

Duration of treatment M =31.61 M = 28.48

(months) (SD =10.130, (SD =7.627, -1.184 385
range 18-60) range 12-36)

t = Independent t-test x2 = Chi-squared t = Fisher’s Exact test

Testing assumptions for repeated measures ANOVA

1. Normality of the variables

Test for univariate normality of the data of control and intervention groups
were three times of measurement showed normality by using Shapiro-Wilk’s test (p >
.05), visual inspection of the participant’s histogram, normal Q-Q plots, and box plot.
Fisher’s measure of skewness that calculated by dividing the skewness value by the
standard error of skewness. Value is above -1.96 and below +1.96 indicates that the
distribution is significantly normal. The results showed that the total scores of family
management, family quality of life, and child quality of life at pre-intervention (T1),
post-intervention (T2), and follow up (T3) were normally distributed.

2. Outlier of the variables

The univariate outliers of variable were tested by Box-plot, which showed
that the control group had cases outlier (family quality of life at T3 was case no.15,
child quality of life at T2, T3 was case no.1). The intervention group had cases outlier
(family management at T1 was case no.13, family quality of life at T2 were case no.
6, and no. 14, family quality of life at T3 was case no. 14, and child quality of life at
T2 were case no. 13). A recommended remedy to solve these outliers is to eliminate
one at a time and reanalyze to check normality of the variable. However, the
multivariate outliers of variable were tested by using Mahalanobis distance with chi-
square. There was no multivariate outlier by probability of values (Mahalanobis

values > .001). Therefore, no outlier was removed from the analysis.
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3. Sphericity

The sphericity tested about equality of the variance for test of within-
subjects effect by Mauchy’s test. The score of family management and family quality
of life showed that the Mauchy’s sphericity test was significant (p <.05). This
indicated that the homogeneity of variance-co variance matrices was not equal. As a
results, the sphericity assumption was not met. Therefore, the Greenhose-Geisser was
selected to report the results of repeated measure ANOVA. However, the child quality
of life showed that the Mauchy’s sphericity test was not significant (p > .05),
therefore, the sphericity assumption of child quality of life was met. The study
selected Sphericity assumed to report the results of repeated measure ANOVA for
child quality of life.

4. Homogeneity of variance

The homogeneity of variance was tested by the Levene’s test for the
between-subject design. The results founded that the homogeneity of variance for the
between-subject was not significant (p > .05). It was indicated that the variance of
dependent variables between groups was equal. Therefore, the homogeneity of
variance assumption was met. In this study found only family quality of life at T3 was
significant (p < .05). However, the F-test is generally robust to violations of the
assumption as long as group sizes are equal. In this study, the total sample size was 23

cases per group. Therefore, it can be accepted to minor violate for this assumption.
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Descriptive statistics and comparisons at baseline of outcome variables for the
intervention and the control groups

The outcome variables included family management (FM), family quality of
life (FQOL), and children quality of life (CQOL). There were measured at three-point
times of Week 1 (T1), Week 3 (T2), and Week 7 (T3). The score of mean and
standard deviations of total and subscale scores of FM, total scores of FQOL, total
and subscale scores of CQOL of the intervention and the control groups among three-

point times were presented in Table 4-2

Table 4-2 Means and standard deviations of family management (FM), family quality
of life (FQOL), and children quality of life (CQOL) for both the intervention and the
control groups among 3-time measures

Intervention Control
Variable Time (n=23) (n=23)
M SD M SD
Family management (FM)
Total score 1 175.22 12.81 178.26 12.81
2 177.22 9.30 177.87 12.53
3 188.61 9.51 179.00 13.33
Subscale score
1. Child daily life 1 15.00 2.75 15.26 2.82
2 15.17 2.10 15.09 2.83
3 19.17 2.46 15.48 2.94
2. Condition management 1 34.13 4.60 34.65 3.68
ability
2 33.96 4.57 34.70 3.72
3 37.87 3.68 34.57 3.92
3. Condition management 1 13.26 1.82 13.35 1.92
effort
2 13.57 1.97 13.57 1.67
3 13.17 2.41 13.35 1.90

4. Family life difficulty 1 43.87 3.44 44.52 4.18
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Intervention

Control

Variable Time (n=23) (n=23)
M SD M SD

2 44.52 3.74 44.48 4.21
3 41.74 2.93 44.91 4.32

5. Parental mutuality 1 32.43 451 32.39 4.34
2 32.83 4.42 32.04 4.33
3 33.48 4.99 32.30 4.33

6. View of condition impact 1 28.83 2.96 29.83 3.65
2 29.39 2.37 29.74 3.56
3 34.65 3.61 30.04 3.74

Family quality of life

(FQOL) 1 97.65 16.63 100.70 16.70

Total score
2 92.30 14.70 99.35 16.81
3 103.30 8.48 99.30 16.33

Children quality of life

(CQOL) 1 68.52 18.46 69.26 15.62

Total score
2 62.48 15.47 70.48 16.29
3 78.30 13.88 69.57 15.49

Subscale score

1. Pain and Hurt 1 6.22 1.81 6.00 1.68
2 6.09 1.70 6.09 1.68
3 7.13 1.49 6.00 1.65

2. Nausea 1 14.61 4.50 14.87 4.35
2 14.61 4.70 14.96 4.44
3 17.22 4.52 14.83 4.38

3. Procedural Anxiety 1 5.96 421 4.13 3.58
2 4.96 3.64 4.52 3.68
3 6.83 3.10 4.30 3.35
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Intervention Control

Variable Time (n=23) (n=23)
M SD M SD
4. Treatment Anxiety 1 7.30 3.62 6.04 3.62
2 6.09 3.42 6.26 3.86
3 7.87 3.02 6.00 3.80
5. Worry 1 8.35 3.23 9.35 3.14
2 6.74 2.80 9.22 2.98
3 9.22 2.91 9.52 2.73
6. Cognitive Problems 1 8.52 2.97 9.48 2.45
2 8.13 2.38 9.61 1.85
3 10.00 2.28 9.70 1.82
7. Perceived Physical 1 9.30 2.80 10.61 2.29

Appearance

2 8.57 2.63 10.65 2.31
3 10.30 1.55 10.74 2.09
8. Communication 1 8.55 3.11 8.78 3.06
2 7.30 2.58 9.17 2.79
3 9.74 1.32 8.48 2.86

At based line (T1), comparing scores of FM, FQOL, and CQOL between the

intervention and the control groups were conducted to examine their difference before

implementation of the program by using independent t-test. The results showed no

significant difference of scores of these variables at baseline (T1) between the control

and the intervention group (p > .05) (Table 4-3).



Table 4-3 Comparison of mean score of outcome variables between the control and

the intervention groups measured at baseline (T1) by independent t-test
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Intervention Control
Variable (n =23) (n = 23) Maits } b

M SD M SD value
Family management 175.22 10.49 178.26 12.81  3.043 .881 161
(FM)
1. Child daily life 15.00 2.75 15.26 2.82 261 .318 670
2. Condition 34.13 4.60 34.65 3.68 522 425 290
management ability
3. Condition 13.26 1.82 13.35 1.92 .087 .158 590
management effort
4. Family life difficulty 43.87 3.44 44,52 4.18 .652 578 185
5. Parental mutuality 32.43 451 32.39 4.34 -.043 -.033 .882
6. View of condition 28.83 2.96 29.83 3.65 1.000 1.020 667
impact
Family quality of life 97.65 16.63 100.70 16.70  3.043 .619 911
(FQOL)
Children quality of 68.52 18.46 69.26 15.62 .739 147 211
life (CQOL)
1. Pain and Hurt 6.22 1.81 6.00 1.68 -.217 -423 .891
2. Nausea 14.61 4.50 14.87 4.35 261 .200 785
3. Procedural Anxiety 5.96 4.21 4.13 3.58 -1.826  -1.585 441
4. Treatment Anxiety 7.30 3.62 6.04 362 -1.261 -1.180 924
5. Worry 8.35 3.23 9.35 3.14 1.000 1.065 .688
6. Cognitive Problems 8.52 2.97 9.48 2.45 957 1.193 155
7. Perceived Physical 9.30 2.80 10.61 2.29 1.304  1.728 .078
Appearance
8. Communication 8.55 3.11 8.78 3.06 237 .258 607
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Testing of research hypotheses
Hypotheses 1. Family management in the experimental group is better than that in the
control group after completion of the intervention at post-intervention and follow-up.

A two-way mixed repeated measures ANOVA (one between and one within) was
performed to determine the differences of family management (FM) scores for the
interaction effect (Time*Group) and the main effects of Time (within-subjects) and Group
(between-subjects).

The results showed that means total scores of FM had statistical significance of
interaction effect (time and group effect) (Fi.46, 64.10 = 13.132, p <.05, n2p = .230). There
was a significant mean effect of time (within-subjects) (F1.46, 64.19 = 17.39, p < .05, n2p =
.283). However, there was no significantly main effect of group (between-subjects) (F1, 24
=.427, p > .05, n2p = .010). The results from the first repeated-measures ANOVA are
reported in Table 4-4.

Table 4-4 Repeated measures ANOVA of total score of family management (FM)

Source SS df MS F p-value n2p
Between subject
Group 134.03 1 134.03 427 517 .010
Error 13804.52 44 313.74
Within subject
Time 1376.36 1.46 943.32 17.393 .000 283
Time* Group 1039.15 1.46 712.20 13.132 .000 230
Error time 3481.83 64.19 54.24

n2p = Partial Eta Squared
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Since the result of FM scores revealed the interaction effect (time and group
effects), where it supersedes than the main effects. As such, the simple main effects of
Group and Time were then tested to determine the differences of each time-measure
between groups (simple main effect of Group), and the differences of change over
time within each group (simple main effect of Time).

Table 4-5 showed that there was no difference of FM mean scores between
the intervention and the control groups at baseline (T1) and post-intervention (T2) (p
= .38 and .84, respectively). However, there were statistical difference of FM mean
scores between intervention and control group at follow-up (T3), (F1,44=7.92,p <
.05, n2p = .153). The results indicated that at the follow-up, participants in the
intervention group had better family management than participants in the control
group at the follow-up period (Table 4-5).

Table 4-5 Simple main effect of group on family management (FM) between the
intervention and the control groups at 3-point times

Source SS df MS F p-value n2p
Pre-intervention (T1)
Between subject 106.52 1 106.52 77 .383 017
Error 6032.35 44 137.10
Post-intervention (T2)
Between subject 4.891 1 4.89 .040 .842 .001
Error 5358.52 44 121.79
Follow-up (T3)
Between subject 1061.76 1 1061.76 7.924 .007 153
Error 5895.48 44 133.99

n2p = Partial Eta Squared
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Table 4-6 presented the simple main effect of time within each group. For
the intervention group, there was statically difference of FM mean scores among the
three times points (F2, 44 = 15.81, p < .05, n2p = .418). On the other hand, for the
control group, there was not significantly different (F2,44=2.35, p =.125, n2p =
.096). These results could be interpreted that at least one pair of times in the

intervention group was significantly different.

Table 4-6 Simple main effect of time on family management (FM) scores in the
intervention and the control groups

Source SS df MS F p-value n2p
Intervention group
Between subject 2973.65 22
Interval 2400.35 2 1200.17 15.81 .000 418
Error 3339.65 44 75.90
Total 8713.65 68
Control group
Between subject 10830.87 22
Interval 15.16 2 7.58 2.35 125 .096
Error 142.17 44 3.23
Total 10988.20 68

n2p = Partial Eta Squared

Next, pairwise comparisons using Bonferroni-corrected paired t-test were
run to examine the different between each pair of time-measures. For the intervention
group, the FM mean scores at follow-up (T3) was significantly higher than that at
baseline (T1), and the scores at follow-up (T3) was significantly higher than that at
post-intervention (T2), was significantly different between pre-intervention (T1)
versus follow-up (T3) (T1 vs. T3: Mgirs = -13.391, p < .05, T2 vs. T3; Maiff = -11.391,
p <.05). But there was no difference between T1 vs T2. The participants who
received the family-management program had better family management over time.

For the control group, there was no pair of time difference (Table 4-7 and Fig. 4-2).
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Table 4-7 Pairwise comparisons of mean family management (FM) at each time point
within the intervention group and the control group

Time Muifs SE p-value
Intervention group
T1VST2 -2.000 1.831 .859
T1VST3 -13.391 3.239 .001
T2VS T3 -11.391 2.441 .000
Control group
T1VST2 391 401 1.000
T1VST3 -.739 484 422
T2VS T3 -1.130 .669 316

The graph showed that there was a steady increase of FM mean scores after
intervention and a sharply increase at follow-up time in the intervention group, while
there was a slightly increase of FM mean scores in the control group. Mean scores of
FM in the intervention group were higher than that in the control group after
intervention at follow-up times. The results were presented in the Figure 4-2.
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Figure 4-2 Comparisons of mean total score of family management



62

Hypotheses 2. Family quality of life in the experimental group is higher than that in

the control group after completion of the intervention at post-intervention and follow-

up.

A two-way mixed repeated measures ANOVA (one between and one within) was

performed to determine the differences of family quality of life (FQOL) scores for the

interaction effect (Time*Group) and the main effects of Time (within-subjects) and Group

(between-subjects).

The results showed that mean total scores of FQOL were statistical
significance of interaction effect (time and group effect) (F1.7, 7401 = 6.73, p < .05, n2p
=.133). There was a significant mean effect of time (within-subjects) (F1.7, 74.01 =
6.57, p <.05,n2p =.130). However, there was no significantly main effect of group
(between-subjects) (F1,44=.241, p > .05, n2p = .005). The results from the first
repeated-measures ANOVA are reported in Table 4-8.

Table 4-8 Repeated measures ANOVA of total score of family quality of life (FQOL)

Source SS df MS F p-value n2p
Between subject
Group 142.03 1 142.03 24 .626 .005
Error 25945.88 44 589.68
Within subject
Time 701.623 1.7 412.13 6.57 .004 130
Time* Group 719.014 1.7 422.35 6.73 .003 133
Error time 4702.029 74.91 62.77

n2p = Partial Eta Squared

Since the result of FQOL scores revealed the interaction effect (time and
group effects), where it supersedes than the main effects. As such, the simple main
effects of Group and Time were then tested to determine the differences of each time-
measure between groups (simple main effect of Group), and the differences of change

over time within each group (simple main effect of Time).



Table 4-9 showed that there was no difference of FQOL mean scores

between the intervention and the control groups among baseline (T1), post-
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intervention (T2), and follow-up (T3) (p = .54, .14, and .30, respectively). The results

indicated that participants in the intervention and the control groups had not

difference family quality of life.

Table 4-9 Simple main effect of group on family quality of life (FQOL) between 2

groups at 3-point times

Source SS df MS F p-value n2p
Pre-intervention (T1)
Between subject 106.52 1 106.52 .38 539 .009
Error 12220.09 44 277.73
Post-intervention (T2)
Between subject 570.52 1 570.52 2.29 138 .049
Error 10976.09 44 249.46
Follow-up (T3)
Between subject 184.00 1 184.00 1.09 .303 024
Error 7451.74 44 169.36

n2p = Partial Eta Squared

Table 4-10 presented the simple main effect of time within each group. For
the intervention group, there was statically difference of FQOL mean scores among
the three times points (F2,44=7.08, p < .05, n2p = .243). On the other hand, for the

control group, there was not significantly different (F2,44=1.69, p =.208, n2p =

.071). These results could be interpreted that at least one pair of times in the

intervention group was significantly different.
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Table 4-10 Simple main effect of time on family quality of life (FQOL) scores in the

intervention and the control groups

Source SS df MS F p-value n2p
Intervention group
Between subject 8096.81 22
Interval 1391.86 2 695.93 7.08 .004 0.243
Error 4326.15 44 98.32
Total 13814.81 68
Control group
Between subject 17849.07 22
Interval 28.78 2 14.39 1.69 208 071
Error 375.88 44 8.54
Total 18253.74 68

n2p = Partial Eta Squared

Next, pairwise comparisons using Bonferroni-corrected paired t-test were

run to examine the different between each pair of time-measures.

For the intervention group, the FQOL mean scores at follow-up (T3) was

significantly higher than that at post-intervention (T2), was significantly different

between post-intervention (T2) versus follow-up (T3) (T2 vs. T3: Mgifr = -11.00, p <

.05). However, there were no difference between T1 vs T2, and T1 vs T3. The

participants who received the family-management program had better family quality

of life at follow-up period. For the control group, there was no pair of time difference

(Table 4-11 and Fig. 4-3).
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Table 4-11 Pairwise comparisons of mean family quality of life (FQOL) at each time
point within the intervention group and the control group

Time Maift SE p-value
Intervention group
T1VST2 5.35 241 110
T1VST3 -5.65 3.47 353
T2VST3 -11.00 2.80 .002
Control group
T1VST2 1.35 1.02 .596
T1VST3 1.39 1.04 .584
T2VS T3 .043 .336 1.000
*p<.05

The graph demonstrated that while FQOL mean scores in the intervention
group gradually decreased, they increased somewhat after complete the intervention
and continued to rise sharply at the follow-up time. Following the intervention, the
follow-up FQOL mean scores in the intervention group were higher than those in the

control group. The Figure 4-3 displays the findings.
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Hypotheses 3. Children's quality of life in the experimental group is higher than that
in the control group after completion of the intervention at post-intervention and
follow-up.

A two-way mixed repeated measures ANOVA (one between and one within) was
performed to determine the differences of child quality of life (CQOL) scores for the
interaction effect (Time*Group) and the main effects of Time (within-subjects) and Group
(between-subjects).

The results showed that mean total scores of CQOL had statistical
significance of interaction effect (time and group effect) (F2, ss = 14.27, p < .05, n2p =
.245). There was a significant mean effect of time (within-subjects) (F2,8s=11.73,

p <.05,n2p =.210). Moreover, there was no significantly main effect of group
(between-subjects) (F1,44=.000, p > .05, n2p = .000). The results from the repeated-
measures ANOVA are reported in Table 4-12.

Table 4-12 Repeated measures ANOVA of total score of child quality of life (CQOL)

Source SS df MS F p-value n2p
Between subject
Group .000 1 .000 .000 1.00 .000
Error 28484.58 44 647.38
Within subject
Time 1376.36 2 665.92 11.73 .000 .210
Time* Group 1039.15 2 810.28 14.27 .000 .245
Error time 3481.83 88 56.77

n2p = Partial Eta Squared

Since the result of CQOL scores revealed the interaction effect (time and
group effects), where it supersedes than the main effects. As such, the simple main
effects of Group and Time were then tested to determine the differences of each time-
measure between groups (simple main effect of Group), and the differences of change

over time within each group (simple main effect of Time).



Table 4-13 showed that there was no difference of CQOL mean scores
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between the intervention and the control groups at baseline (T1) and post-intervention

(T2) (p = .88 and .09, respectively). However, there were statistical difference of

CQOL mean scores between intervention and the control group at follow-up (T3), (F1,

44 =4.06, p < .05, n2p = .08). The results indicated that at the follow-up, participants

in the intervention group had better child quality of life than participants in the control

group at the follow-up period (Table 4-5).

Table 4-13 Simple main effect of groups on child quality of life (CQOL) between 2

groups at 3-point times

Source SS df MS F p-value n2p
Pre-intervention (T1)
Between subject 6.28 1 6.28 .02 .884 .000
Error 12858.17 44 292.23
Post-intervention (T2)
Between subject 736.00 1 736.00 2.92 .095 .062
Error 11101.48 44 252.31
Follow-up (T3)
Between subject 878.28 1 878.28 4.06 .050 .084
Error 9520.52 44 216.38

n2p = Partial Eta Squared

Table 4-14 presented the simple main effect of time within each group. For

the intervention group, there was statically difference of CQOL mean scores among
the three times points (F2, 44 = 14.70, p < .05, n2p = .401). On the other hand, for the

control group, there was not significantly different (F2,44=0.67, p =.125, n2p =

.030). These results could be interpreted that at least one pair of times in the

intervention group was significantly different.



Table 4-14 Simple main effect of time on child quality of life (CQOL) scores in the

control and intervention groups
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Source SS df MS F p-value n2p
Intervention group
Between subject 12608.96 22
Interval 2933.94 2 1466.97 14.70 .000 401
Error 4391.39 44 99.80
Total 19934.29 68
Control group
Between subject 15875.62 22
Interval 18.46 2 9.23 0.67 476 .030
Error 604.20 44 13.73
Total 16498.29 68

n2p = Partial Eta Squared

Next, pairwise comparisons using Bonferroni-corrected paired t-test were

run to examine the different between each pair of time-measures. For the intervention

group, the FM mean scores at follow-up (T3) was significantly higher than that at
baseline (T1), and the scores at follow-up (T3) was significantly higher than that at

post-intervention (T2) , was significantly different between pre-intervention (T1)

versus follow-up (T3) (T1 vs. T3: Mairs = -9.78, p < .05, T2 vs. T3; Muitf = -15.83, p <

.05). But there was no difference between T1 vs T2. The participants who received

the family-management program had better child quality of life over time. For the

control group, there was no pair of time difference (Table 4-15 and Fig. 4-4).
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Table 4-15 Pairwise comparisons of mean child quality of life (CQOL) at each time
point within the intervention group and the control group

Time Mdiff SE p-value

Intervention group

T1VST2 6.04 2.88 143
T1VST3 -9.78 3.17 .016
T2VST3 -15.83 2.78 .000
Control group

T1VS T2 -1.22 .928 610
T1VST3 -.30 916 1.000
T2VS T3 913 1.372 1.000

The graph demonstrated that the intervention group's CQOL mean scores
increased modestly following the intervention and then substantially at the follow-up
time, while the control group's CQOL mean scores steadily declined. Following the
intervention, the intervention group's mean CQOL ratings were higher than those of
the control group at the follow-up points. In Figure 4-4, the findings were displayed.
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Summary of the findings

Effectiveness of the family-management program was determined by
comparing outcomes variables (family management (FM), family quality of life
(FQOL), and child quality of life (CQOL) between the intervention and the control
groups, and within the intervention group. Two-way mixed repeated measure
ANOVAs were performed to determine the differences of the interaction effects
(Time*Group), and main effects of Time and Group of all outcomes.

Family management after the intervention between the intervention and the
control groups at follow-up was different. Thus, hypothesis 1 was supported. Then,
there were differences among 3 times of measurement in the intervention group. The
mean scores of family management at baseline (T1) and post intervention (T2) were
lower than follow-up (T3), while family management between T1 and T2 was not
different.

Since there was no difference in family quality of life between the
intervention and control groups, hypothesis 2 was not supported. However, there were
differences in the intervention group throughout the three measurement times. The
mean of FQOL scores on T2 were lower than those on T3, while there was not
difference in family quality of life among T1 VS T2, and T1 VS T3.

The hypothesis 3 was also supported since child quality of life between the
intervention and the control groups at follow-up was different. Then, there were
differences among 3 times of measurement in the intervention group. The mean
scores of child quality of life at baseline (T1) and post intervention (T2) were lower

than follow-up (T3), while child quality of life between T1 VS T2 was not different.
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CHAPTER 5
CONCLUSION AND DISCUSSION

This chapter presents summary of the study and discussions. Conclusions,

strengths, limitations, suggestions, and recommendations are also addressed.

Summary of the study

This study aimed to evaluate the effectiveness of the family-management
program (FMP) for parents of children with acute lymphoblastic leukemia. A two-
group quasi-experimental was designed with pretest-posttest and follow-up. Forty-six
parents were recruited using a convenience sampling and later randomly assigned into
the intervention and the control groups equally. Participants in the intervention group
received the FMP contained 3 sessions (40-50 minutes per session). Family
management, family quality of life, and child quality of life were measured three
times at baseline (Week 1, T1), post-intervention (Week 3, T2), and follow-up (Week
7, T3) using the Thai version of family-management questionnaire (FaMM), the
beach-center family quality-of-life scale (BCFQOLS), and the quality-of-life of
children with cancer (PedsQL) module. Their Cronbach's alphas were 0.71, 0.98, and
0.90, respectively. The data were analyzed by using descriptive statistics, independent
t-test, and two-way repeated measures ANOVA.

Demographic characteristics of participants between the intervention and the
control group were not statistically different. Most of parents in both groups were
mothers with mean age about 30 years, education less than bachelor degree, and
living with spouses. About one half of parents were employed. For the children of
both groups, their mean age was about 4 years old (45-51 months), more than a half
were girls (about 52%), and their treatment time was about 2.5 years (28-31 months).

There was significant interaction effect (time and group effect) of the total
scores of family management. For between group, at follow-up (T3), the family
management’ scores of the intervention was significantly higher than the score’s
control group. Thus, family management in the intervention group was better than that

in the control group at follow-up after completion of the program. For within the
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experimental group, when comparing its scores for each pairs of time, the family
management at follow-up (T3) were higher than that at baseline (T1), and post-
intervention (T2). However, there was no different family management scores within
the control group.

The family quality of life was significance of interaction effect (time and
group effect) of the total scores. For between group, at follow-up (T3), the family
quality of life” scores of the intervention was significantly higher than the score’s
control group. At follow-up following program completion, family quality of life was
higher in the intervention group than in the control group. For within the experimental
group, the family quality of life at follow-up (T3) was higher than that at post-
intervention (T2), when comparing its scores for each pair of time. Within the control
group, there was no difference in family quality of life scores.

The overall child quality of life scores showed a significant interaction effect
(time and group effect). For between group, at follow-up (T3), the child quality of
life’ scores of the intervention was significantly higher than the score’s control group.
Thus, child quality of life in the intervention group was better than that in the control
group at follow-up after completion of the program. For within the experimental
group, when comparing its scores for each pairs of time, the child quality of life at
follow-up (T3) were higher than that at baseline (T1), and post-intervention (T2).
However, there was no different child quality of life scores within the control group.

Discussions

The study findings are discussed based on the research hypotheses as the
followings:

Hypotheses 1. Family management in the experimental group is better than
that in the control group after completion of the intervention at post-intervention and
follow-up.

Participants in the intervention group had better family management than
those in the control group. This finding indicate that the family-management program
was effective. The scores of family management in the intervention group also
significantly increased over time. The finding of repeated measure ANOVA for the

variable of family management showed that there were statistical difference of FM
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mean scores between intervention and control group at follow-up (T3), (F1, 44 =7.92,
p <.05). In addition, the results illustrated that the family management in the
intervention group at post-intervention and follow-up was higher than those in those
periods of the control group. The mean FM score at follow-up (week 7) were higher
than those at baseline (week 1) and post-intervention (week 3) (Muaifr = -13.391, p <
.05, and Mugifr = -11.391, p < .05, respectively). At the same time, the graph showed
that family management in the intervention group was higher than those in the control
group at follow-up time. Thus, hypothesis 1 was supported. Therefore, indicating the
participants who received the family-management program had improved family
management than those who did not receive the program.

The family-management program (FMP) was developed based on the
Family Management Style Framework (FMSF) (Knafl et al., 2012), the Building on
Family Strengths program (Kieckhefer et al., 2013), and reviewed related literatures.
The program was employed with the participants in the intervention group. The group
participants completed the implementation sessions, which included all components
of the FMSF. The implementation sessions were also conducted with the group
participants. The main information in the sessions were related to family perception
and activities encouraging families to effectively manage chronic illness of children.
The number of participants in each session was designed and limited to 2-3 enrolled
parents to reduce the risk of subject burden. During the experiment procedures,
parents received the FMP once a week, for a total of three weeks. By this method, the
participants were engaged in all program-recommended activities. In addition,
through small group discussions and a variety of strategies, it was observed that the
participants improved their family management skills.

It would be significant to highlight the intervention group procedures of the
study. A small group of 2-3 parents of the intervention group completed the FMP.
The activities in each session covered a brief presentation, discussion, and reflection
from participants. The principal investigator provided related information and
encouraged discussion activities on application of skills learned, develop a family
action plan, and develop problem-solving strategies until they had substantial
management guidelines for their own family. The PI also encouraged them to discuss

the impacts, family relationships, and communication of families, and guidelines for
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parents’ home-care management of a child with ALL. It was expected that the
participants could apply the information into informed decision making for a good
way to contribute to enhance family management and to create guidelines for each
family. When the parent responses before and after receiving the FMP sessions were
examined, the family management scores of participants in the intervention group
increased. In addition, this study wanted to point out that one of the main objectives
of the FMSF is to promote family management of chronic diseases. This entails
improving the support, knowledge, and abilities required for managing issues related
to the condition and sticking to the treatment plan. However, family management
styles were highly associated with both family and child functioning, with families in
the family-focused and moderately family-focused styles significantly outperforming
those in the other two styles. It is challenging to determine which of the family
management dimensions would be the most likely intervention target and whether a
focus on one or more family management dimensions would be more effective given
the finding that patterns consistently reflected high, moderate, and low scores on all
FaMM scales. Families could choose a concern or aspect of family life they would
like to improve in order to individualize and adapt interventions. The FaMM might be
used to assist them in identifying target areas for either supporting good management
or increasing self-identified parts of management. This would allow them to examine
the strengths and potential problem areas in their families (Knafl et al., 2021).

These results were accorded with the study of Mai and Chaimongkol (2022).
They conducted effectiveness of a family management intervention program among
families of children with autism. The discussion explained that the FMSF guided the
intervention on improving family management of children with autism; therefore, the
intervention positively influenced lessening family burden. Moreover, the study of
Knafl et al. (2016), who conducted the nature of family Engagement in Interventions
for children with chronic conditions. The results demonstrated that the focus, nature,
and degree of family engagement of the interventions differed. With parent
involvement focusing on enhancing capacity to handle the treatment regimen,
researchers most frequently aimed to increase condition control or management. Few

researchers have looked at capacity building in relation to family functioning. There
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are suggestions for improving the family systems grounding of interventions as well

as for reporting requirements for family-focused interventions.

Hypotheses 2. Family quality of life in the experimental group is higher than
that in the control group after completion of the intervention at post-intervention and
follow-up.

The result showed a better family quality of life in the intervention group at
follow-up (Week 7, T3), and there were statistically significant differences compared
with those in the control group (Time*Group) (F1.7,7491= 6.73, p < .05). At the same
time, the mean scores of family quality of life at follow-up (T3) was higher than that
at post-intervention (T2), when comparing its scores for each pair of time (Mgif = -
11.00, p < .05). However, there was no difference of FQOL mean scores between the
intervention and the control groups among baseline (T1), post-intervention (T2), and
follow-up (T3) (p = .54, .14, and .30, respectively). Therefore, hypothesis 2 was not
supported.

This finding implies that the family quality of life of the participants in the
intervention group was better than those in the control group. For the simple effect of
time, there were statistically significant differences in the intervention group (F2, 24 =
7.08, p < .05). From the graph, the mean scores of FQOL in the control group was
decreasing among baseline (T1), post-intervention (T2), and follow-up (T3). On the
other hand, the mean scores of FQOL in the control group was increasing among
three-time measurement. However, family quality of life in the intervention group
was higher than those in the control group at follow-up time.

In the study, the implementation was based on the family-management
program and all participants was parents of children with ALL. They were the
primary caregiver and main family member of children, who are typically the primary
caregivers and advocates for their children's health and well-being. The study
indicating that the standard of quality of life for families has gotten better through
time. To improve family quality of life, parents received knowledge and information
about the impact, family relationships, and communication of families, and guidelines
for family management of children with ALL. According to the FMSF is designed to

understand how families manage the ongoing care of a family member with a chronic
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condition, and refer to improve the quality of life for the entire family (Knafl et al.,
2012).

The participants who received the program can a crucial role in enhancing
the quality of life for families dealing with chronic conditions, thereby promoting
their overall well-being and resilience. Previous research has shown a negative
relationship between family functioning and quality of life, and that this relationship
is exacerbated when providing care (Modanloo et al., 2019; Kilic & Oz, 2019).
However, the amount of improvement in family quality of life was influenced by the
intervention's duration. According to the study's findings, families are living better
lives now that they are enrolled in the program. Therefore, over an extended length of
time, we may anticipate that the quality of life for families will improve. Furthermore,
the systematic review found that the duration of interventions varied from 4-17 weeks
for improve communication, behavior change outcomes (Gabriel, Creedy, & Coyne,
2020). Then, these may have resulted from the effectiveness of the family-
management program in improving family quality of life.

This finding is congruent with a study by Boonchuaylua et al. (2023) which
study examined the effectiveness of a Family-Based Intervention Program for family
members of preschool children with acute lymphoblastic leukemia undergoing
chemotherapy to help improve their quality of life. The intervention group (n = 27)
received a 6-week family-based intervention program in addition to usual care and
follow-up period at week 8, whereas the control group (n = 27) received only usual
care. The reported that nursing interventions may have a positive impact on family
quality of life among parents of children with ALL. Another weakness of this study
was that the results were only monitored by the researcher for two weeks following
the FBIP's conclusion. As a result, the long-term sustainability of the intervention's

effects was not assumed.
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Hypotheses 3. Children's quality of life in the experimental group is higher
than that in the control group after completion of the intervention at post-intervention
and follow-up.

The total child quality of life scores in the intervention group had better than
those in the control group. This finding indicate that the family-management program
was effective. The scores of child quality of life in the intervention group also
significantly increased over time. The finding of repeated measure ANOVA for the
variable of child quality of life showed that there were statistical difference of CQOL
mean scores between intervention and control group at follow-up (T3), (F1, 42 = 4.06,
p <.05). In addition, the results illustrated that the CQOL in the intervention group at
follow-up was higher than those in those periods of the control group. The mean
CQOL score at follow-up (week 7) were higher than those at baseline (week 1) and
post-intervention (week 3) (Mgt = -9.78, p < .05, and Myt = -15.83, p < .05,
respectively). Thus, hypothesis 3 was supported.

The result indicated that the participants who received the family-
management program had improved child quality of life than those who did not
receive the program. These may have resulted from the effectiveness of the family-
management program in improving child quality of life, which the program consists
of parents received knowledge and information about the impact, family relationships,
and communication of families, and guidelines for family management of children
with ALL. According to the FMSF state that it can significantly contribute to
enhancing the quality of life for children within the family, especially those dealing
with chronic conditions. Through a supportive and informed approach, the program
can contribute to the child's physical, emotional, and social well-being, enabling them
to lead a fulfilling life despite the challenges posed by their condition. Finally, it
demonstrates that the family-management program is effective in enhancing children
quality of life.

This finding is congruent with a study by Witt et al. (2023) which study
explores whether a play intervention is associated with improved health-related
quality of life (HrQoL) and SE for communication in care situations. The number of
nineteen families were included in the presented analyses, including 14 self-reports of

children and 19 proxy reports of parents. The study found that improvements in child-
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reported communication, and emotional and psychosocial well-being using generic
and cancer-specific HrQoL measurements. So, the reported that the intervention
provides young cancer patients with a secure environment and can improve their

communication skills and general well-being during or after cancer treatment.

Strength and limitations

The primary strength of this study is that the intervention included mother or
father of children with ALL, who are the primary caregiver of them. They were
interested in participating in the research and none of participants dropped out from
participation. The FMP applied into video clips and saved in the participants’
smartphone so that they can watch them whenever they could access and want to. Yet,
using internet in a Thailand’s hospital had some access difficulties.

However, there are some limitations. First, the participants were not
recruited by a random sampling technique. Second, the study was conducted at one
setting in the tertiary hospital and just only children with ALL undergoing
chemotherapy and with no complications, therefore generalizations are limited.

Suggestions and recommendations

The evidence from this study indicated that the family-management program
(FMP) is an effective approach to improve family management, family quality of life,
and child quality of life in parents who having children with ALL. Further study
should plan to take a longer time to measure all outcomes, meaning having longer
period of follow-up measures to determine the program effect’s sustainability.
Especially, the success and sustainability of the family-management program were
found to use combined intervention for implementation including group discussion
and using the online social media platform (application LINE), which are important

for Nurses and health care professionals to implementation according to parents.
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Implications

Nursing practice

1. Nurses who work with family and children with cancer can utilize the
FMP to integrate family-management program for promoting taking care of family,
improving family management, family quality of life, and child quality of life such as
health care services and home care settings.

2. For policy of hospital health care, staff should recognize the importance
and benefits of the family-management program. The intervention should be
integrated into a health care plan to educate more specifically on parents when
children admit at hospital and discharge.

Future research

1. This study focus on parents of children with ALL. Further studies should
determine the program for other groups such as parents who are having children with
chronic illness or other kinds of cancer.

2. A replicated study employed randomized controlled trials with a larger
group of sample, and a longer follow-up measure should be carried out to examine the

program sustainability and certain effectiveness.
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Certificate Number IRB3-112/2565

Certificate of Human Research Approval
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BUU Ethics Committee for Human Research has considered the following research protocol

Protocol Code : G-HS 084/2565
Protocol Title :  EFFECTIVENESS OF A FAMILY-MANAGEMENT PROGRAM ON FAMILY MANAGEMENT, FAMILY

AND CHILD QUALITY OF LIFE AMONG PARENTS OF CHILDREN WITH LEUKEMIA
Principal Investigator : Miss WACHAREEKORN AUNGKAPRASATCHAI
Affiliation : Graduate Program of Faculty of Nursing

BUU Ethics Committee for Human Research has considered the following research protocol
according to the ethical principles of human research in which the researchers respect human’s right and
honor, do not violate right and safety, and do no harms to the research participants.

Therefore, the research protocol is approved (See attached)

1. Form of Human Research Protocol Submission Version 2: 9 November 2022
2. Research Protocol Version 1 : 20 October 2022
3. Participant Information Sheet Version 2: 9 November 2022
4, Informed Consent Form Version 2: 9 November 2022
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6. Others (if any) Version -: -
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BUU Ethics Committee for Human Research has considered the following research
protocol according to the ethical principles of human research in which the researchers respect
human’s right and honor, do not violate right and safety, and do no harms to the research participants.

Therefore, the research protocol is approved (See attached)

1. Form of Human Research Protocol Submission Version 3: 19 June 2023

2. Research Protocol Version 2: 19 June 2023
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5. Research Instruments Version 1: 20 October 2022
6. Others (if any) Version - : -
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APPENDIX D

Instrument permission
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Evidence proofs permission to translate the research instrument

The beach-center family quality-of-life scale (BCFQOLS)

Automatic reply: Letter to request for the tool naseanvIng X & I
€ MIDSS midss@nuigalway.ie sinu nuigalwayie.onmicrosoft.com a. 12480925 Yy o :
fodu -

To Whom It May Concern,

Below are the answers to the two guestion I most commonly received emails about. If you have a different question, I will give you an individual response in due
course.

Can I use/adapt a specific instrument listed on MIDSS?

You are free to use and adapt any instruments on MIDSS under the Creative Commons attribution non-commercial 3.0 licence. What this means is that you can
use, share, translate, or adapt the instrument. However, you must cite the original creator of the instrument, and the instrument cannct be used for commercial
purposes without the consent of the original author.

How do I use/score a specific instrument en MIDSS?

I am not the author of the instrument, so cannot provide any advice on the use or scoring of the data collected using the instrument. My only advice is to read the
key references listed with the instrument and/er contact the author of the instrument directly (their information should be on the key reference listed with the
instrument). That is the best I can do I am afraid.

Many thanks,

Paul O'Connor
MIDSS manager
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The family-management questionnaire (FaMM)

Re: Letter to request for family management measure

Knafl, Kathleen A <kknafl@emal unc edu> 13 fiouon 2564 2312
ffa Wacharaekom Ankaprasarichal <wachareekormgmail com

Thank you for your interest in the FaMM. | have attached both the English and Thai versions as well as a recent publication reviewing all the research applications of the measure. You may also find the FaMM
wabsite of interest. | would be happy to answer any questions you might have.

Regards,
Kathy

From: Wachareekorn chai <wact gmall.com>
Sent: Friday, June 11, 2021 8:34 AM

To: Knafl, Kathleen A <kknafi@email.unc.edu>

Subject: Letter to request for family management measure

Dear Dr. Kathleen Knafl,

My name is Wachareekorn Aungkaprasatchai, a doctoral candidate in nursing at Burapha University, Thailand. I have conducted a research study regarding family management in parents having children with ALL. The
study aims to test family management, which is one of the outcomes of my research.

I'm very interested in your developed research instrument named family management measure, | believe that this instrument may fulfil my research study aim. Thus,

instrument and translated from English into Thai language.

y Lask if it is possible for me to have your full version

Your time, kindness and any of your attention given to this request would be greatly appreciated. If you have any questions, kindly contact me at my E-mail address, wachareekorn@gmail.com
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The quality-of-life of children with cancer (PedsQL) module

From: Wachareekorn Ankaprasartchal <wachareekorn@gmail.com=
Sent: Tuesday, March 16, 2021 11:59 PM

To: jvarni@tamu.edu

Subject: Letter to request for PedsQL measure

Dear James W. Varni

My name is Wachareekorn Aungkaprasatchai, a doctoral candidate in nursing at Burapha University, Thailand. I have conducted
a research study regarding family management in parents having children with ALL. The study aims to test quality of life of children,
which is one of the outcomes of my research.

I'm very interested in your developed research instrument named PedsQL 3.0 Cancer Module (Parent report for toddlers). I
believe that this instrument may fulfil my research study aim. Thus, may I ask if it is possible for me to have your full version
instrument.

Your time, kindness and any of your attention given to this request would be greatly appreciated. If you have any questions,

kindly contact me at my E-mail address, wachareekorn@gmail.com

Yours sincerely,

‘Wachareekorn Aungkaprasatchai

RE: Letter to request for PedsQL measure naasaEwING X & 2
€ Varni, James Walter <jvarni@arch.tamu.edu> W.17d8.202121:41  f & %
flodiu «

Please go to www.pedsgl.org and click on Examination Copies. This link will take you to the Mapi Research Trust website, where you can download the
PedsQL™ with no license fee for unfunded research and single practice or single clinic use

The Mapi website contains an email address for questions. Please see the link below.

hitps//eprovide mapi-trust org/faq

| hope this helps.
Thank you

James W._Varni, Ph.D.

Professor Emeritus

Department of Pediatrics, College of Medicine

Department of Landscape Architecture and Urban Planning
College of Architecture

Texas A&M University

3137 TAMU

College Station, Texas 77843-3137

jvarni@tamu edu
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