CHAPTER|
INTRODUCTION

“Chronicillness is like gravity. It always exists.”

Joan C. Barth, Ph.D. (1996)

Children are the most precious blessings given to family. There is nothing in
this world that can be more important than own baby. The lives of the parents
completely adjust upon the arrival of their child. All parents have hopes, dreams
and expectations for their children. When disease strikes these expectations are
shattered the moment the doctor utters the diagnosis. Some parents describe it as
a physical blow, like being slapped. As the numbness wears off , parents are
forced to begin to cope to accept the diagnosis, mobilize their emotions and get
on with their lives. But their lives are forever changed. Taking care of a chronically

ill child is one of the most draining and difficult task a parent can face.

A child’s chronic illness affects the lives of all family members emotionally
and physically. Roles and routine change and the demands of care giving must be

negotiated. Financial resources may be strained.’

Loss is an experience familiar to all individuals. Whether it is the loss of a job,
skill, relationship, health finance, self esteem, trust freedom or ideals, it is
something men and women encounter countless times throughout their life span.

In recent years, interest in the area of “loss” in psychology has grown rapidly.



Encouraging this interest is the growing belief that the most severe events in life

are loss events.>?

The area ofloss that is the focus of this present study is that experienced
by mothers who are informed that their child has a life threatening chronic
illness. This type of loss is of interest because it involves grieving the loss of an
“ideal”, not a tangible object. In this case ideal lost is that of the healthy child.
When a woman is pregnant she is aware there are risks and problem may arise.
Generally however, these thoughts are put aside and it is expected that she will
give birth to a healthy child. During pregnancy it is also common for expectant
mother to develop images and expectations of what their child will look and be
like. When the child arrives and the parents are informed that he/she has life
threatening chronic illness their image shattered. In turn rather than feeling the

joy they had anticipated, parents are left in a state of shock and disbelief.*

Past studies have looked at both parents of children suffering
chronic illness and those suffering life threatening chronic illness. In general these
studies have tended to focus on the stress the illness puts on the family unit
and the burden of illness- related tasks, rather than the loss experienced. In
recent years however, the loss these parents experience has been increasingly
recognized. In looking at the grieving process questions such as “ why are some

better at coping with grief and others? And what determines a positive



outcome?. The answer to such questions lie in the fact that grief is a complex

phenomenon, the effect of which are mediated by a wide range of variables. *°

It is decided to focus on a two specific chronic illness rather than
generalize across different types of chronic illness. The chronic illness which will

be the focus of this study is Leukemia and Thallassemia.

Leukemia is the most common malignancies in children with a
prevalence of 129 in one million and the second cause of death among children
aged 5-14 years.® As per WHO, worldwide 15 million children have clinically
apparent thallasemic disorders. There are about 240 million carriers of thallassemia
worldwide and in India alone the number is approximately 30 million with a
mean prevalence of 3.3. Every vyear approximately 100,000 children with

thalassemia born world over of which 10,000 are born in India.’

Despite advances in the cancer treatment a cure is still by no means
certain. For parents, the diagnosis of cancer in one of their children is a psychological
and existential challenge. As one parent explained “sometimes | think that | still live in
some state of shock! | feel now that life is so unfair”. However a parent’s ability to
manage his or her psychological distress during treatment of a child is vital not only for
the consolation of the parent himself or herself, but it may also influence child’s well

being. ®

Relaxation therapy is a systematic technique for achieving a

deep state of relaxation. Relaxation therapy can take many forms and can



benefit most people. The best thing about this type of therapy is that it can be
done at no cost and can be practiced anywhere anytime. Gallagher - Thompson (
2007) stated that there are various forms of individual and group therapies, and
teaching session have been used to treat the grief of parents with chronic
diseases °. Raphoal and collegues (2003) included that psychodynamic approaches,
behavioral therapies, and cognitive therapies are most useful in helping such

individuals.*

Worden (2006) suggested that providing adequate information,
addressing fears and anxiety providing reassurance that they are not to blame, listening
carefully and validating feelings are all essential components for managing the grief of

parents having children with chronic diseases.*

Now a day’s science and technological advances have provided a wide
range of available interventions. Therefore both nurses and other health professionals
should pay attention to this process, in order to offer access to different kinds of
support to children with Leukemia and Thalassemia and their parents. Acknowledging
the actual support need of family members of children with these chronic diseases are
important for the coherent and adequate planning of nursing care, as well as to help
and direct intervention areas that need to be developed, tested in research and put in

to practice.12



NEED FOR THE STUDY

Chronic illness is an illness that is long term and is either not curable or has
residual features that results in limitations in daily living requiring special assistance or
adaptation in function. Children with chronic illness may experience physical,
psychological cognitive and neuropsychological effects. The caregiver is the main
provider of physical and emotional support for the child when their younger one
affected with chronic illness. Coping with chronic illness is very difficult circumstances
for the child as well as the parent. Families face uncertainty when they are told that

their child is having life threatening chronic conditions. They undergo phases of grief.*®

To overcome the grief people need to be educated, to help them realize
grief does not need to be feared, and that even though it may seem impossible they can

overcome grief, heal and even grow from experience. (Tatelbaum 2000)**

Perception of grief explains why different people react to the same event in very
different ways.It is also important to look at whether coping has an impact on the
degree of grief experienced by mother of chronically ill children. Synder, Ford et.al
(1997) defined coping as an attempt to lessen the physical and psychological pain
associated with negative life events™. Van Heck and Deridder (2001) added to this note
that it is also used to regulate emotion and reduce the threat of loss. In all coping refers

to the way one manages different situation *°.

Coping is a vital concept in nursing and its strategies can influence the nature of

adaptation of a family. It is crucial for the nurse to take a long-term view of problems
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and not to expect all of them to be solved quickly. Akbar Hussain and Ipshita Juyal reported
that children and families, who were well adapted to diagnosis and treatment, would

cope better with the stressors.’

In a review and critique of the literature related to chronic illness, Mohalman
Berge and Patterson (2004) found that mothers actually had more psychological
distress, particularly depression and anxiety. This is consistent with literature that
suggests a child’s illness has a greater psychological impact on the mother rather than

father.®

The focus on the mother in the present study was due to the fact that they were
generally easy to contact, and as the primary care giver they tended to be the ones who
attended hospital appointments with their child. It has been acknowledged; today that
men and women do differ in their grief reactions. For these reason there is an increasing
urgency to investigate the needs, perception and coping style of mothers. For a Mother,
since the time of conception, life is completely dedicated to the all-round development
and well being of her child. If the mother is anxious it will be transferred to the child and

mother could not take care of the child.*

It is decided to focus on a two specific chronic illness rather than generalize
across different types of chronic illness. The chronic illness looked at in this study are
leukemia and thallssemia that requires frequent medical treatment, blood transfusion,

monthly hospital visit.



Leukemia is one of the most common cancers in children, comprising more than
a third of all childhood cancers. The quality of life of children with leukemia is reduced
by fear and anxiety of parents after diagnosis, lack of information about the disease,
treatment and care of the child®. F Hasheni, N Asadi University of Medical Sciences Iran
(2011) conducted a study to evaluate the effect of educating parents of leukemia
children on quality of life. They have been found that parent education successfully
increased the quality of life of leukemic children, therefore parental consultation and

. 2
educational programs are recommended.*

Prasomsuk S ,wt all ( 2007) done a qualitative study explored the lived
experience of fifteen mothers of children with Thalassemia in Thailand. A semi
structured interview schedule was used. Six items were found namely lack of knowledge
about Thalassemia, Psychological problems, concerns for future, affected social support
system, financial difficulty and non effectiveness of health care services. These findings
suggest that a holistic, culturally sensitive nursing approach should be considered when

caring for children with Thalassemia.?!

Many stressful aspects of the mothers of illness of the children and
hospitalization can be reduced or eliminated or avoided. In such cases, effective nursing
care may involve teaching the relaxation technique that are thought to reduce the
physical impact of stress on the body as well as providing the mothers with the means

of physical or emotional control.



Self regulation therapies such as progressive relaxation and Jacobson relaxation
technique have also been studied in patients undergoing cardiac rehabilitation. The
result showed significant effects on diastolic blood pressure and lowered level of anxiety

and depression??

Synder (1994) reviewed thirteen studies testing the outcomes of relaxation
therapy on a variety of patients. Although significant differences were found between
all test measurements before and after therapy, 12 out of 13 studies demonstrated
positive outcome®. Hyman et al (2004) analyzed 48 research studies on non-
mechanically assisted relaxation technique and found that all therapies demonstrated

evidence of effectiveness for people with anxiety, depression etc®*.

The investigator while working in pediatric ward found that mothers are
confronting many difficulties, in caring their children with leukemia and thalaseamia had
very less knowledge in looking after their children in performing their activities like
giving medicines, keeping them clean, necessary nutrition to be provided etc. They also

are having various types of grief.

Advances in medicine and ability to keep sick children alive have meant that
today there are increasing number of children living with chronic illness. Looking at the
grief experience of the parents of these children is important, because effective care of
the child relies on their effective parenting. Helping parents recognize their loss not only
enables them to be there for their child, it also helps them to better understand their

pain, move through their grief, and get back upon their feel. Considering the above



factors the investigator decided to conduct the study on the effectiveness of planned
interventions on perception of grief and coping strategies of mothers of children with

selected chronic diseases.

STATEMENT OF THE PROBLEM

“A study to assess the effectiveness of planned intervention on perception of grief
and coping strategies of mothers of children with selected chronic diseases in selected

hospitals of Pune City.”

OBIJECTIVES

e To assess the perception of grief of mothers of children having selected chronic
diseases before and after planned interventions in the experimental group

e To assess the coping strategies of mothers of children having selected chronic
diseases before and after planned intervention in experimental group.

e To assess the assess the perception of grief and coping strategies of mothers of
children with selected chronic diseass in control group

e To correlate the findings with selected demographic variables.

e To assess the opinion of mothers regarding planned intervention.

OPERATIONAL DEFINITION

e Planned intervention:



In the present study planned intervention means information booklet regarding the
chronic disease and protocol of relaxation therapy and demonstration of relaxation

therapy to the mothers whose children suffering from thallasemia or leukemia

o Grief

In the present study grief is the deep or intense sorrow or mourning of the mothers

related to chronic illness ( leukemia and thallasemia) of their children.

e Perception

In the present study perception is an interpretation or impression based on mothers

understanding related to chronic ilinesses of their children.

e Coping strategies

In the present study coping strategies refers to the specific efforts taken by the mothers
of children with selected chronic illnesses (Thalassemia & Leukemia)) to solve their

problem and to master the situation, tolerate, reduce or minimize stress

e Chronic disease

In the present study chronic disease is developing slowly and persisting for a long period
time often for the remainder of the lifetime of the individual which includes leukemia,

and thalasemia.

e Mother
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In the present study mother is a woman in relation to a child to whom she has given

birth, with chronic disease ( leukemia or thalassemia )

e Children

In the present study children are the young human being under 16 years.

Hypothesis

* HO; - There is no significant difference between the perception of grief of
mothers of children with selected chronic diseases of experimental group and

control group at 0.05 level of significance.

* HO;- There is no significant difference between the coping strategies of mothers
of children with selected chronic diseases of experimental group and control

group at 0.05 level of significance.

* H;- There is significant difference between the perception of grief of mothers of
children with selected chronic diseases of experimental group and control group

at 0.05 level of significance.

* H, - There is significant difference between the coping strategies of mothers of
children with selected chronic diseases of experimental group and control group

at 0.05 level of significance.
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ASSUMPTIONS

The study was based on the following assumptions:

e Mothers whose children suffering from leukemia and thallassemia have
various types of grief
e Mothers whose children suffering from leukemia and thallassemia use some

coping strategies

DELIMITATION

e The study is delimited to mothers of children with selected chronic disease (
leukemia and Thallassemia ) and those children admitted in the selected
hospitals of Pune city.

e Sample size is not large so findings cannot be genaralized

CONCEPTUAL FRAME WORK

Conceptual models are used to guide theory based nursing practice.
Models are tools to systematically examine client situations. They assist Nurses in
organizing their thinking , observations and interpretations. Therefore, models are goal
oriented and lead to efficient and effective nursing practice. Models serve as a link
between nursing practice, Research and education. Conceptual frame work represents a

less formal attempt at organizing a phenomenon®’.
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The frame work used for this study was adopted from Roy’s adaptation
model (1984) .Sister Callista Roy developed the adaptation model. The model is
popularly known as RAM or Roy’s Adaptation Model. The major concepts of Roy’s model

are briefly presented here®.

Stimuli

These are stressors from internal or external environment that act upon a person and
the person responds to the stimuli by adapting as man is an adaptive person. The three

major stimuli described are:

Focal stimuli- Immediate confronting stimuli demanding attention or relief. In the
present study focal stimuli is the disease condition of the mothers of children having
chronic illness in acute nature. This include feeling of loss, depression , anxiety, loss of

confidence and unhappy.

Contextual stimuli- All other situational or sourrending stimuli contributing to the effect
of focal stimuli. In the present study contextual stimuli include Effect ofHospitalization (
confronting with other children with same disease condition), family support, and

financial support and faith

Residual stimuli- Ambiguous factors that may affect a person. In the present study
Residual stimuli includes religious factors, beliefs, tradition and customs, Attitude

change due to disease condition
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Adaptation level

Adaptation level of an individual is the ability to cope constantly and positively with the

changing environment.

Coping Mechanisms

These may be in the form of routine and non routine behaviors. The two types of coping

mechanisms described are

1. Regular or physiological coping mechanisms

2. Non regular or psychological coping mechanisms.

Adaptive Modes

An individual adapts by four modes in response to the changing environment.

1. Physiological Mode or adapting by a physiological response (Sweating, Insomnia,
Irritability, Mood swing , Head ache etc)

2. Self concept mode is an adaptation to one’s own self perception that may be
personal or physical. Mothers may have queries related to child’s disease
condition, treatment, prognosis and care of child at home.

3. Role function mode or adapting to a new role and behaviors associated with a
role, performance, requirements associated with roles in order to maintain social

integrity.
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4. Interdependence mode or social adaptive modes i.e. a patients dependence on a
nurse in varying degrees. In the present study Mothers Depends on spouse,

relatives, God, Health care professionals. Mothers may have coping intolerance.
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SUMMARY

This chapter has dealt with the background of the problem, need for the study, problem
statement, objectives of the study, operational definitions, hypothesis, assumption,

delimitation, and conceptual frame work.
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CHAPTER I

REVIEW OF LITERATURE

“ Review of literature does for us what a map does for a traveler”

The reviewed literature for the present study is organized under following headings.

Section | deals with perception of grief, and evidence of grief in mothers of
children with chronic illness.

Section Il deals with coping strategies observed in mothers of children with
chronic illness.

Section Il deals with relaxation therapy, effect in reduction of grief in mothers of
children with selected chronic illness.

Section IV deals with importance of information to be given to the mothers of
children with chronic illness.

Section V deals with Nursing and role of Nurse in implementation of relaxation

therapy and information booklet.

Perception of grief, and evidence of grief in mothers of children with chronic illness.

The notion that men and woman grieve losses other than death was
mentioned as early as 1917 in a paper by freud entitled “ Mourning and Melancholia” .
In this paper Freud wrote that follows upon every loss, whether it to be the death of a
loved one , a material possession, or an ideal such as particular philosophy, religious

conviction or patriotic dream 832
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It is important to mention Freud’s writing from the outset when talking about
theories of grief as it contains a number of important features that have influenced later
descriptions and assumptions about the nature of this subject®®. Freud believed the one
thing certain regarding grief was that the individual was affected by the experience. On
saying this he noted that the symptoms of grief vary among individuals and that the

outcomes of grief could be either positive or negative®2.

Freud viewed grief as an active process. One that involved a struggle to give up
the emotional attachment one has to an object ( Archer 1999). Intially it was thought
that recovery from bereavement was achieved when one reached a final detachment.
After the death of his daughter , however Freud acknowledged that “ although we know
that after such a loss the acute state of mourning will subside , we also know we shall
remain inconsolable and will never find a substitute. No matter what may fill the gap,
even if it be filled completely, it never the less remains something else.® (Written in a

letter to Bainswagner 1929, cited in Rubin & Malkinson, 2001 )

From the observations of Lindemann grief consisted of a syndrome of five
components: somatic distress, preoccupation with image of diceased, guilt, hostility and
disorganized behavior. Not stopping at this Lindemann went on to describe the grief
experience in more detail. Reporting , for example the physical symptom one may feel
such as tightness in throat, or an empty feeling in the abdomen. He also noted a desire
to withdraw from others, a tendency towards heightened irritability and anger, and an

intense subjective distress. Lastly he noted that many attempt to avoid the pain
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connected with grief by a flight in to activity that helped one to keep their mind off what

had happened 3*.

There are many different theories on grief, all of which have implications
for how grief should be approached and considered. Amongst these theories run several
common threads. One of these being that theories typically stress the challenges
individuals face when bereaved and the tasks they must address in grieving. ( Attig 1996
). Most commonly mentioned is that individuals must accept the reality of their loss ,

and work through the pain of grief *°.

Another is that grief is a multi-dimensional phenomenon, involving more
than just sadness and depression. In this light, it is thought that grief consists of a series
of distinct periods that can be identified and described by particular features. Although
there is some variations in what these are, those typically mentioned are shock and
disbelief followed by somatic distress and acceptance where one sees a reduction in the
intensity of emotion, and a reestablishment of social contacts. ( Attig 1996)%*. In terms
of these different stages, Parkes and Kubler- Ross note they are not fixed and may
overlap. Thus an individual does not necessarily move in an orderly progression from
stage 1-5. Supporting this , Peppers and Knapp (1980, cited in Toedter etal. 1988) noted
there are various routes one may take when grieving. This in turn means that although
individual may ultimately have the grief score, the way they reached these scores may

be very different .
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A third common thread is the acknowledgment that everyone grieves
differently. It could be expected that everyone grieves the same, especially if they have
suffered the same loss. This, however, is not the case, with there being a great amount
of individual variation when it comes to grieving. As individuals men and women place

different levels of importance on different losses.?’

Stages of grief ( Geldard, Fortier) are commonly mentioned when someone
suffers a loss. Stages of grief include shock, denial, guilt , anger, sadness, anxiety,
symptoms, physical and emotional and psychological idealization, acceptance, re-
adjustment and finally personal growth. Grief responses are explored further within the
context of symptoms, stages and grieving process. The American academy of
Bereavement identifies five dimensions of the human system being emotional, physical,
intellectual, social and spiritual. A few example are offered from the reading, emotional
( feelings ): numbness, guilt and disbelief. Physical effect: crying, change in appetite,
sleep and muscle twitching. Intellectual: Confusion, absent minded , denial. Spiritual:
Loss of faith, angry at God, spiritual rebellion. Social: Loss of identity, isolation,

withdrawal, leading to vulnerability *®.

Grieving is seen as process of mourning the loss, grieving may be either a quick
process or one that takes many months or years to move through. Parents experiences
wide range of feelings and reactions. Eg: jealousy, frustration, irritability, sleeplessness,
withdrawal and isolation, hostility, abandonment, embarrassment, fear, blame and

marital conflict. Offering an example of a family with a child who has suffering from
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chronic illness, although aspects of the above feelings reflect a grieving responses, they
can also represent a realistic response or concern about their child’s future, the lack of
appropriate and responsive services and inappropriate reaction of family and social

network to the loss.>°

A review by the center for advancement of health (2003) illustrates that
complicated grief is a potentially distinct clinical entity with decreased mental health,
wellbeing and functioning in life roles. The terms complicated grief and traumatic grief (
Jacobs and Prigerson 2000) appear to be becoming more widely used to cover a range
of terms and grief reactions, such as pathological, unresolved , exaggerated, delayed

and chronic*.

It is generally accepted that the death of a child ( regardless of age ) is the
most devastating of all bereavements and one of the most difficult losses an individual
will experience. ( Cleiren 1993)** . The reason for this is that children are seen as an
extension of their parent and as such represent the future of their family line . ( Sprang
1995). In this lightit follows that the birth of a chronically-ill child may result in a
similarly strong feeling of grief for parents. This grief originates from the loss of the “
healthy child” expected. It is then added to by the grief that accompanies the realization
of the constant care the child requires, and the impact that the illness will have on
normal family functioning. Lastly it is fuelled by the uncertainty sourrending their child’s

quality of life and life expectancy.?**°
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The majority of the research on grief focuses on parents coping with
children who live with Mental retardation or physical disability. However grief may also
be experienced by parents of children with chronic illness. Both Damorsch and Perry (
2001) found that it is common for parents of children with disabilities to feel grief
because the expectation of each parent has for the child are no longer being met, and
the hope for a “ whole” or normal child is fantasy **. Grifin and Kearney’s (2005) found
that pain and sorrow were integral to the experience of being a parent of child with
chronic illness and were angry that their experience of optimism were interpreted as

maladaptive**

Lowes and Lyn’s (2002) illustrated in the study that critical appraisal of
grief reactions in parents of children with Leukemia provided support for the presence
of grief in relation to children who do not have developmental disability43. Lowes and
Lyne ( 2002 ) believed that Leukemia to be an ongoing loss, and hypothesized that
parents of children with Leukemia would periodically experience feelings of sadness and
guilt due to daily reminders of loss of Health, change in life style and uncertain future.
Several finding standout 1) Parents adapted overtime practical aspect of management.
2) The persistence of emotions associated with grief like anxiety, isolation, and guilt
could sometime be renewed during critical times 3) Parents of children with Leukemia
described continuing periods of upset, guilt, fear, concerns and sadness associated with

developmental change™.
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Chronic illness in a child alters the life situation of the family and
implies stressors of varying duration, predictability and impact. In addition to concerns
about the child’s prospects of being cured from chronicillness, the strain relate to
demand and changes in everyday life. These demands include , for example accepting
the intensity of one’s own reaction, and dealing with the reaction of others, witnessing
the child in pain ,concerns about child’s future, quality of care negative employment and

financial consequences and supporting the siblings of the child.*

Hobfoll (2004) conducted a research on parental grief after diagnosing
the child as leukemia suggest that depression could be a dimension of grief. Result of
the study revealed the following. 1) Parents reported a high intensity of acute grief and
sadness. 2) 86% of the participants experienced chronic sorrow, with mothers reporting
more sorrow than fathers. 3) Data demonstrated a statically significant relationship

between grief and depression.46

Parents whose children are diagnosed with Thallassemia have been
found to experience an initial grief reaction similar to that usually associated with
bereavement ( Kovas etal 2005). They described a range of emotions at diagnosis such
as shock, denial, anxiety, sadness, anger, guilt and frustration and have been found to
experience a number of lossess incurred by the diagnosis, such as loss of spontaneity,

loss of freedom and loss of their child’s health up to 5 year after diagnosis*’.

Several studies have indicated that presence of a patient or disabled child leads

to stress and depression in parents. Mothers usually take active roles in the care of their
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ill children and even might avoid their favorite activities. Thus, they bear greater
stresses than fathers bear and are at higher. Divorced mothers had higher depression
score than the other two groups (married mothers and widows) Married mother and

living with husband can be related with lower depression scores*®.

As part of the personal experience of this investigator, and also as
witnessed among parents of thalassemia children , the level of stress were distressing
lending to many physical and psychological problems like anxiety, depression, Insomnia,
weight loss which leads them to unable to cope with others, failures and low
achievements™.

Belinda Barton et al. (2006) done a study to assess the experience of
parents of children with chronic illness. Result of the study revealed that chronic grief
the parents experienced in relation to their child’s condition, which often recurred at
various stages of child’s illness. The child’s initial diagnosis was found to be most
stressful part of the grieving process, with most feeling their voices are parents were not
being heard or valued by health professionals at this time. The finding illustrate that the
grief experienced by these parents can be exacerbated by their dealings with health

professionals.”®

The study conducted by Karson et.al 2008 describes that parents of children
with chronically ill shared the strife of caring for a child with chronic iliness. Parents felt

helpless when their child was discharged from the hospital. They were often
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overwhelmed by the care of the child requires everyday. They expressed the immense

responsibility for the complex care for the child.>*

As per the study conducted by Leo (2008) the experience of parenting
children with chronic iliness evoked strong emotions in the parents to protect their child
mixed with the desire to withdraw from the situation. Parents shared the examples of
feeling these emotions. The following are examples of the range of emotions they were
feeling. Sadness was mentioned by several mothers. One mother of a child with
thallasemia said initially “ | could not do anything initially but weep for a week”. Some
parents talked of emotional detachment, “ | almost had to detach myself emotionally in
order to deal with it. Anger emerged as an emotion expressed by some of the parents.
The parents often focused their anger and frustration on the health profession caring
for their child. One mother shared her frustration as the lab technicians made repeated
attempts to draw blood. Another mother of child with Thalassemia explained “ you go
through feelings of anger or sometimes sadness, you go through whole thing. The first

year was just dreadful.*

Lotta Dellve et al (2005) conducted a study to assess stress, well-being and supportive
resources experienced by mothers and fathers of children with rare disabilities, and how
these variables were affected by them. Parents from all parts of Sweden visiting national
centre for families of children with rare disabilities were consecutively selected (n = 136
mothers, 108 fathers). Instruments of parental stress, social support, self-rated health,

optimism and life satisfaction and perceived physical or psychological strain was used.
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The studies revealed high parental stress, physical and emotional strain among mothers,
especially among single mothers. Fathers showed high stress related to incompetence,
which decreased after the intervention. Decreased strain was found among full-time
working mothers and fathers after the intervention. Parents, especially fathers and full

time working parents, may benefit from an intensive family competence program52

Jerrett 2006 conducted a study to assess the experience of mothers of
children with leukemia. In that study parents described staying in struggle by devising
the “tricks of the trade”. These tricks were developed as strategies for improving their
ability to assess their child’s condition... Gallo and Knafi 2006 suggest that mothers have
to develop “tricks of the trade” to manage their child’s chronic illness day to day and
maintain family routines. Their tricks of the trade are in the parents thought daily as a

part of the routine.>®

Jean Sherrng, Cofee et.al had done a metasynthesis study of parenting a
child with chronic iliness. During the literature search the focus was on keyword
parenting, not mother / father role. Seven of the 11 article reported that mother was
primary care giver and caring the burden as stated by mothers themselves. One mother
shared “ my husband was alone with my child once. And that was it. He’s never stayed
with her again”( Ray & Ritchare 2003).”* This places the burden of all the care on the

mother and does not allow her to have a break from the routine and the responsibility.

The mother as a primary care giver often experienced exhaustion. In the

research of Hatton et.al 2005 one group of mothers shared their frustrations with the

27



loss of an ideal mother child relationship due to the need to provide complex care to the
child. Clements & colleagues reported that 30 % of the 30 families in their study
reported that they called mother centered pattern. In this pattern the mother assumed
responsibility for the care of the house hold as well as the care of the chronically ill

child. 2%>*

In all, the studies cited above in relation to parents of children
with leukemia, Thalassemia and other chronic illness are important in that they suggest
parents are grieving for the loss they have experienced. The importance of studying this
loss and the grief experienced is in turn realized when one become aware of just how

long lasting this grief can be.

Coping strategies observed in mothers of children with chronic illness.

Coping is thought to be another important factor affecting grief
experience, with the way men and women cope likely to influence the intensity of their
grief, as well as their overall adjustment. In regards to the current study, coping is
defined as specific strategies ( both cognitive and behavioral ) that people use to
master, reduce or minimize the external and internal demands of a particular stressful

situation.” ( Carver, Scheier 2002)

Several general characteristics regarding coping are noted in the
literature. First, is the fact that coping is contextual and thus influenced by appraised
characteristics of a person, environment relationship ( Folkman 2001). This in turn

means that a strategy that works for one individual may not work for another. Second,
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coping is a process that changes as a situation unfolds ( Folkman) with strategies varying
over the course of a particular situation, just as they do between situation. Carver et al

1989 )35.56

Coping is part of transaction between the person and the environment
where that transaction is appraised as stressful ( Latack & Havlovic, 1992). Coping
means adjusting to or solving internal or external challenges. Coping is a persons

attempt to control, manage or live with a stressful situation. ( Folkman 1984)°°

Coping strategies can be either problem focused or emotion focused.
Problem focused coping involves an effort to solve the problem or meet the demand
directly. Emotion focused coping occurs when nothing can be done and the people turns
to cognitive process such as distancing, wishful thinking or self blame. Folkman 1984).
Coping efforts include several behavioral and cognitive strategies . these fall in to two
categories: strategies aiming at eliminating the stressor, and those focusing on the
reduction of the stress response. The first category is typically referred to as problem
focused or primary control strategies, while the latter are called emotion focused or
secondary control strategies. Adaptive coping produces a reduction of the stress

reaction.>>°®

Coping behavior is considered successful, if when reappraised, the
stressor or threat is absent or more manageable. Common indications of effective
coping are perceived helpfulness, reduction of anxiety and emotional distress, and

reduction or elimination of problem®’.
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There is another distinction in the type of coping: active and avoidant
coping strategies. Active coping strategies are either behavioral or psychological
responses designed to change the nature of the stressor itself or how one thinks about
it. Avoidant coping strategies lead people in to activities such as alcohol use or mental
states such as withdrawal. Generally speaking, active coping strategies , whether
behavioral or emotional are thought to be better ways to deal with stressful events,
while avoidant coping strategies appear to be psychological risk factor or marker for
adverse response to stressful life events. ( Folkman 2001 ). In all, this is important as it
helps the individual realize they do have some control in that they have the power to
make the choices about what they do. In regards to mothers of children with chronic
iliness, for example, while they cannot change the fact their child has chronic illness,
they do have control over their child’s treatment, and can choose to be active when it
comes to thing such as medication, chemotherapy, blood transfusion which help to

improve their child’s health and assist in holding back the progression of the disease.

55,56

Patterson & McCubbin ( 2002) noted that mothers experiencing stressful
events such as a child’s chronic illness tended to use more coping behaviors than
parents experiencing less stressful events®®. Furthermore, Katz ( 2004) noted the
severity of the child’s iliness appears to have a differential impact on coping, with
parents of children who have life threatening conditions evidencing a larger repertoire

of coping behaviors than parents whose children had non life threatening conditions.*
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Pradeep Rao et al (2007) Conducted study on psychopathology and coping in parents of
chronically ill children in Mumbai, North India. 30 parents whose children who had
thalassemia were randomly selected from the thalassemia day care centre of a teaching
general hospital. The parents were interviewed on a semi-structured performa and
rated on stress and mechanisms of coping scales. Chronic illness in children affects the
psychological health of the parents. Active coping strategies are associated with fewer
distress indices and thus if inculcated may improve the ability to bear the burden of the

iliness without becoming themselves affected by psychiatric illness.>’

Brown Ronald et al (2001) Conducted a study on analysis of parenting problems for
caregivers of children with thalassemia. A situational analysis of problematic situations
was conducted for 37 caregivers of children with thalassemia who ranged in age from 5-
13 years. Participants responded to a semi-structured interview related to caring for a
child with thalassemia. The interview included the domains of medication adherence,
nutrition, minimizing and coping with pain episodes, social problems, academic
difficulties and children’s expression of negative feelings related to having thalassemia.
Caregivers described 356 problems. Almost all caregivers reported experiencing
problems with their children’s nutrition, minimizing pain episodes and their children
expressing feelings about having thalassemia. Moderately challenging and emotionally
upsetting problems were reported for coping with symptoms. Nutrition issues were
more frequently reported for younger children. Findings have salient clinical

implications for the care of children with thalessemia.”®
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In regards to use of specific strategies, Katz ( 2004) found that those most
used by mothers and fathers to help them cope and adapt to their child’s chronic illness
were family problem solving coping behavior. These included maintaining and
promoting the cohesiveness of the family unit, sharing time and experiences together,
and sharing the daily chores. In concluding Katz (2004) noted that these findings were in
turn supported by the research literature that noted the importance of integration and

. . . . .. 4
cohesiveness in enhancing adaptation to a chronic illness.’

Coping may be monitored by way of a number of specific strategy
clusters. For instance Hardy and her coworkers ( 2004) have studied the eight separate
subtypes of engagement and disengagement coping. Problem avoidance, wishful
thinking. Social withdrawal, self criticism ( Disengagement coping) and problem solving,
cognitive restructuring social support and express emotion ( engagement coping).
Alternatively a Dutch research group have used a taxonomy , according to which
emotion focused as well as problem focused strategy include the four types of
predictive, vicarious, illusory, and interpretive control strategies. Another set of
strategies include seven strategy clusters, active problem focusing, palliative reaction
patterns , avoidance behavior, passive reaction pattern ,expression of emotions and

comforting cognition and social support seeking.®

After interviewing 100 families of children with Thallassemia ( 1998 cited in
McCubbin) concluded that there were two major coping strategies that appeared to

promote a high level family functioning. These were coping by sharing the burdens of
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illness, and coping by using an existing philosophy about life held by the family to endow
the illness with meaning and make sense of what happened®’. The importance of this
strategy is supported by Saunders ( 2002) who suggested that one of the most difficult
yet important tasks for those who are bereaved is to find some meaning in the situation.
Furthermore, Macintosh, Silver and Wortman (2203) found greater participation in
religious activities and social support enabled who had lost a child to find meaning of

their child’s death. This in turn enhanced their well-being®%2.

Coping involves psychological resources and coping strategies that help to
eliminate, modify, or manage a stressful event or crisis situation . Having a child with
special needs creates a crisis event, how mothers respond to the stresses of raising their
child with special needs depends on a wide variety of factors influencing their ability to
cope, such as their interpretation of the crisis event, the family’s sources of support,
community resources, and family structure .The personality characteristics of the family
members, their financial status, educational level, problem-solving skills, and spirituality
all influence a family’s ability to cope. Strong marital relationship and social support also
help determine mother adjustment (Emerson, 2003 & Fazil, Wallace & Singh,2004)%.
The goal of coping strategies is to strengthen or maintain family resources , reduce the
source of stress or negative emotions , and achieve a balance in family functioning .
Strategies directly aimed at coping with the source of stress, such as problem solving
and seeking information are more adaptive strategies than those effortsto deny or

minimize the situation ®*
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Annika Lindahl Norberg ( 2005 ) conducted a study examined 395
parents (224 mothers and 171 fathers) of children with cancer in Sweden in terms of
coping, assessed using the Utrecht Coping List. The use of each of seven coping
strategies among parents of children with cancer was compared with data from parents
of children with no serious or chronic diseases. In addition, the relationship between
coping strategies and anxiety/depression was examined. No differences in the
frequency of using the seven coping strategies were found between the study group and
the reference group. Neither did the use of coping strategies differ among parents of
children with various types of cancer, nor among parents at various points in time after
the child's cancer diagnosis. A more frequent use of active problem-focusing, and a less
frequent use of avoidance behavior and passive reaction pattern, was related to lower
levels of anxiety and depression in parents of children with cancer and in reference
parents. Analyses of parents of children at different time points after diagnosis and in
different diagnostic groups indicated that contextual demands influence the relation

between coping and anxiety/depression.65

Vasundhara Kumari, ,& Vineeta Gupta, Department of Pediatrics,
Institute of Medical Science, Banaras Hindu University ( 2011) conducted a study to
assess Parental Stress and Coping Techniques in Parents of Children with Bronchial
Asthma. The objective of this study was to examine the stress in parents of children with
bronchial asthma and to assess coping technique used by them to meet their stress.
Sixty parents of children with bronchial asthma were selected from Asthma Clinic,

Department of Pediatrics, I.M.S., B.H.U, Varanasi and sixty parents of children suffering
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from minor illness were selected from Pediatrics Out-patient Department. Parenting-
stress-index and Ways-of-coping questionnaire were administered on these parents.
Socio-economic details were collected by using Kuppuswamy’s socio-economic status
scale. The mean scores of parents of children with bronchial asthma on Parenting Stress
Index scale were significantly higher as compared to their matched controls (Pd”0.001).
Regression analysis showed that emotion focused coping like escape avoidance
(Pd”0.05) and positive reappraisal (Pd”0.01) were the main coping techniques used by
these parents. Parents of children with bronchial asthma had higher level of stress and
maladaptive coping techniques. Proper intervention may help these parents in

improving their coping skills to meet stressful situation.®®

Doris J. Heaman College of Nursing, The University of

Alabama in Huntsville USA (2011) conducted a study to assess Perceived stressors and
coping strategies of parents who have children with Leukemia: A comparison of mothers
with fathers. The purposes of this study were to describe perceived stressors and coping
strategies of parents who have children with developmental disabilities and to examine
similarities and differences of mothers and fathers in their perceptions of stressors and
coping. A sample of 203 parents of children with developmentally disabilities, ages two
through five years, participated in the study. Hymovich's Parent Perception Inventory:

Concerns (Hymovich, 1988) and the Ways of Coping Questionnaire (Folkmann & Lazarus,

1988) were used for data collection. Stressors and coping strategies were identified. The
stressor reported by the largest number of both mothers and fathers was concern about

the child's future. There were fewer differences between mothers and fathers in
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reporting of stressors than in reporting coping strategies. The importance of recognizing
parental individuality in family coping is addressed within the context of implications for

nursing practice and research.®’

Hae-Ra Han, Eun Joo Cho (2012 ) done a study to assess the coping

strategies and psychosocial adjustment in Korean mothers of children with cancer. A
total of 200 Korean mothers of children with cancer participated in the study. Coping
strategies were measured by the Coping Health Inventory for Parents in the following
three categories: Maintaining Family Integration and an Optimistic Outlook for the
Situation, Seeking Social Support, and Seeking Information. Maternal psychosocial
adjustment was measured by psychological distress, family relationship, and social
relationship subscales from the Psychosocial Adjustment to Iliness Scale. Korean
mothers reported coping strategies related to Maintaining Family Integration and an
Optimistic Outlook for the Situation as being most helpful. More frequent use of coping
pattern, Maintaining Family Integration and an Optimistic Outlook for the Situation, and
less frequent use of coping pattern, Information-Seeking were significantly associated
with lower psychological distress and better family relationship after children’s medical
and maternal characteristics were controlled for. Coping pattern, Seeking Social Support

was only predictive of social relationships.®®

In all, the findings cited above suggest that parents of children who are

chronically ill will make use of a wide range of coping strategies. In particular, those that
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seem most beneficial are those that focus on integration, cohesiveness, finding meaning

in their situation, gathering information, and enlisting social support.

Relaxation therapy, effect in reduction of grief in mothers of children with selected

chronic illness.

What we think and feel can change our physiology. Our thoughts
and emotions are transduced in to neural messages that are converted in the brain to
neuro hormonal messenger molecules that move through the body to communicate
directly with the autonomic endocrine , immune and neuro and peptide system. (
Dossey & Guzzetta 1992 ) . People who participate in relaxation therapy are capable of
changing negative imagery , thoughts, and feelings in to positive and healthy neural

messages 69.

Relaxation therapy is a widely used approach to treat symptoms
of general anxiety disorder (GAD). The goal of relaxation therapy is to help an individual
be more tolerant of their worrying behaviors, thus decreasing the negative
psychological and physical symptoms of GAD (Donegan, E., Dugas, M. J. (2012). CBT is
an alternative approach that is used for various mental health problems, including GAD.
It focuses on the somatic symptoms of tension and physical discomfort associated with
anxiety, with the goal of reducing worry. Both CBT and AR have been shown to be
effective at diminishing the symptoms of GAD in individuals who struggle with
emotional and somatic symptoms. However, few studies have compared the dynamics

that cause the symptom reduction in each of these treatment approaches.”
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The therapeutic effects of relaxation are increasingly being
recognized. It has been demonstrated to be effective in the control of Asthma ( Erskine
& Schonell 1981 ), regression of Cancer ( Meares 1981 ), treatment of depression,
treatment of anxiety conditions where it has been demonstrated to be effective in

training patients to cope without the use of anxiolytic drug ( Sinner 1984 )"

Eleanor Donegan of the Department of Psychology at Concordia
University in Montreal sought to identify the mechanisms by which AR and CBT worked
and also to determine if one was more effective than the other at maintaining long-term
symptom reduction. For her study, Donegan evaluated 57 individuals who underwent
either AR or CBT over a period of 12 weeks. She found that for both groups, the amount
of time they spent worrying each day decreased from approximately 36% of the time to

20%. Additionally, both AR and CBT reduced the amount of daily anxiety by nearly 50%

72

Michelle Y. Kibby .The University of Memphis USA ( 2011)
conducted a meta analysis to find out the effectiveness of psychological intervention for
parents of children with chronic medical illness. Outcomes from 42 studies of
psychological interventions for parents of children with chronic medical conditions were
analyzed using meta-analysis. Studies were divided into the four intervention categories
suggested by LaGreca and Varni (1993), Disease Management, Emotional/Behavioral
Problems, Health Promotion, and Prevention. Results supported overall effectiveness of

psychological interventions, with an effect size (ES) of 1.12, as well as maintenance of
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treatment gains for at least 12 months post treatment. Psychological interventions
directed at disease-related or emotional/behavioral problems were both found to be
effective, although too few studies of health promotion or disease prevention
interventions were identified to be included in the analysis. Effectiveness of behavioral
interventions, which were most heavily represented in the sample, demonstrated
similar effects for disease management (ES = 1.20) and emotional/behavioral (ES = 1.03)
problems. Although disease type, severity, and duration did not affect intervention
effectiveness, some influences of patient age and gender were noted across studies.
Recommendations for further intervention studies and improvements in study design

are discussed.”®

Simon et al. ( 2006 ) conducted a study to determine the effectiveness of
relaxation technique on parents of children with Thallassemia. 60 parents were assigned
to an experimental group with relaxation therapy and 50 parents were assigned to
control group without relaxation therapy. The degree of grief was measured by means
of a scale questionnaire and the quality of life was measured by means of a SF 36 health
questionnaire. The result showed that 70 % of the parents in the experimental group
practiced the relaxation technique and their grief reduced significantly at 3, 6 and 12

months. Their quality of life scores were better.”*

Uzma Ali, and Shazia Hazan Institute of Clinical psychology Karachi
(2010) conducted a study to assess the effectiveness of relaxation therapy in the

reduction of grief related symptom. The study revealed that relaxation techniques are
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very effective in the reduction of grief and depressive symptom. Relaxation therapy
replaces arousal , the client gains therapeutic outcome that involves a sense of control
over disruptive emotional- physiological arousal which help them in restoring social

occupational functioning "

Importance of information to be given to the mothers of children with chronic iliness

Parents of chronically ill children overwhelmingly report that health care
providers frequently contribute to their feelings of sadness, frustration and isolation.
When health care providers do not recognize or understand the chronic grief it may add
to the parents ongoing stress. According to various research parents feel that medical
professionals do not provide enough information about their Childs condition. They also
want more practical information about how to care for their child and deal with the
child’s condition. This lack of information along with poor communication and

insensitive comments, may contribute to parents sense of frustration.”®

Fatemeh Hashemi, Maryam Sedghi Nursing and Midwifery College,
Shiraz University of Medical Sciences, Shiraz, Iran.2007 ) conducted a study to assess the
impact of educating parents of leukemic children. The study suggests that the
educational intervention for the parents was effective in the improvement of general
QOL and all its dimensions among the healthy siblings of leukemic children. In this study,
implementing educational intervention for their parents resulted in the improvement of
the QOL in physical complaints and motor functioning dimensions. Another study also
noted that holding interventional programme for cancer children and their parents
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caused the improvement of QOL dimensions .The current study also indicates that
educational programmes for the parents improved the QOL of healthy siblings of
children with leukemia in the dimensions of cognitive aspect and positive and negative
emotions. A study stated that the parents of children with cancer reported a high level
of anxiety and depression (negative psychical dimension) among the healthy siblings of
their sick children and that carrying out educational sessions reduced such signs and
symptoms significantly.. Other researchers also indicated that interventional
programmes in the form of a peer support camp for the healthy siblings of a child with
cancer will lead to decrease in their distress.
Furthermore, a study reported that implementing a psychological supporting
intervention is effective in reducing stress and anxiety and increase of self-esteem of

leukemia.”’

The quality of life of children with leukemia is reduced by fear and anxiety of parents
after diagnosis, lack of information about the disease, treatments, and care of the child.
F Yusaf (2011) conducted a study to evaluate the effect of educating parents of
leukemic children on the patients’ quality of life. sixty parents of ALL children who met
inclusion criteria were selected using simple random sampling method, and assigned to
the experimental and control groups. The study tool included a valid and reliable
guestionnaire (TNO-AZL), that was filled in through interview by parents before and two
months after the intervention for both groups. The first part of the questionnaire
included demographic items and the second part (7 dimensions, each with 8 sections)

contained questions related to the quality of life. The scores could range between 56
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and 280 and a higher score represented a better quality of life. The intervention
included three one-hour classes composed of lecture and question-answer sessions
which were held for groups of 4-6 participants, accompanied by a booklet. The result
revealed that parent education successfully increased the quality of life of leukemic
children; therefore, parental consultation sessions and educational programs are

7
recommended.”®

David Issacs et al (2003) conducted a study on coping mechanisms that can be adopted

by parents of chronic ill children. They found that almost 300 000 Australian children
(7.5%) had a disabling chronic illness. Chronic conditions put increased stress on the
child and the parents. Due to the illness the parents become exhausted and develop
psychological problems such as anger and depression. Interventions that have been
shown to be beneficial include family therapy, supportive counseling of parents, and the
use of supportive protocols. Overall adjustment is better with family-centered
interventions and when needs are met in the home. Families need clear communication,
with healthcare professionals and with each other; opportunities for choice of supports;
and practical assistance with finances, transport, respite care and recreation. Many

parents report benefits from involvement in self-help groups.”

Shukir Saleem Hasan (2011) had done a study to assess home care management for
caregivers having leukemic adolescent patients. The study shows that knowledge of the
specific diagnosis and details of treatment can help care givers to provide good caring,
and implement appropriate interventions.The study proved that majority of care givers
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have poor practice regarding home care management of leukemia. 92.5% of care givers

have deficit practices to encourage their leukemic children from brushing teeth.?°

Afran Shargli et al (2007) Conducted a study on lived experiences of mother carrying for
children with thalassemia major in Thailand. This quantitative study explored the lived
experiences of 15 mothers of children with thalassemia major by conducting semi-
structured interviews; the data were analyzed utilizing content analysis. Six themes
were identified: lack of knowledge about thalassemia, psychosocial problems, concerns
for the future, social support systems, financial difficulty and the effectiveness of health
services. These findings suggested that a holistic, culturally sensitive nursing approach

should be considered when carrying for children with Thalassemia®'.

D’Souza , A (1996) done a descriptive evaluative approach for
development of a booklet for parents of neonates admitted to neonatal intensive care
unit, based on the information needs. The sample consisted to thirty mothers whose
neonates were admitted to neonatal intensive care unit and questionnaire was used for
data collection. The result of the study indicated that all parents were in need of
information, but they did not know what kind of information they were entitled to,
whom and when to approach for obtaining information or what response they would
get their queries. The booklet helped the parents in getting the information of neonates

Ca re.82

Lalrinhlui , conducted a study to develop an information booklet for
care givers on care of a child with Mental retardation. A descriptive approach was used.
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The study consisted of 50 samples. The care givers existing knowledge were analyzed.
The care givers needed information regarding care of a child with mental retardation.
The care givers lacked the knowledge about the various aspect of care of their children.
The information booklet was prepared and was given to the care givers. They felt the

content was adequate in all the areas of care and the care givers appreciated it.*

Parents of young children with life threatening illness receive the most
benefit from intervention associated with the role of teacher. ( Eakesetal 2000 )
including the provision of accurate, situation specific information in a manner that can

be both heard and understood and practical tips for dealing with the challenges of care

giving.

Nursing role in the implementation of planned intervention

The real essence of nursing, as any fine art, lies not in the
mechanical details of execution, not yet in the dexterity of the performer, but in the
creative imagination, the scientific spirit and the intelligent understanding of the
techniques and skills, without these nursing may become a highly skilled trade , but it

cannot be a profession or a fine art.
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The nurse as a key member of the health care team, share
responsibility for educating clients in a variety of health related settings. However the
challenge associated with increasing client autonomy necessities a shift in the thinking
of many nurses. Nurses are in a unique position to maximize the health potential of the
client so it is imperative that is responsibility is recognized as an inherent aspect of

professional practice.

Grief and anxiety are important concerns for nurses who adhere to
Virginia Henderson’s view of nursing: Nursing is to assist the individual, sic or well in the
performance of those activities contributing to health or its recovery or to peaceful
death. To maintain health or recover from an illness one has to learn to handle stress; if
nurse can teach people measures to handle stress people will be free to channelize their

energies for recovery.®

Grief and anxiety are natural or instinctive responses to events in which
individuals feel threatened and insecure. The awareness of the threat may be perceived
consciously or unconsciously. Because health is so highly valued, any threat to health
and well being can precipitate grief and anxiety. Since the nurse care for people with
various health and illness related concerns, nurse must be prepared to deal with stress
and anxiety in any patient at any time. In fact nurses diagnose anxiety more frequently

than any other conditions except pain.**

Nurses and other health care professionals should recognize that chronic
grief is commonly experienced by individuals across the life span who has encountered
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significant loss or experience ongoing loss. Further it is important that they view the
recurring periodic episodes of sadness and other emotions characteristics of grief ,
normal response to the ongoing disparity created by the loss and provide needed

support when chronic sorrow is triggered.®

Specific actions by health care professionals have been identified as
helpful in reducing the emotional pain of chronic sorrow. These interventions can be
categorized as roles that Nurses can assume in their contacts with individuals
experiencing grief. ( Handsworth et al 2005 ). For Parents of children diagnosed with
chronic illness or life threatening illness, intervention demonstrative of an empathetic
presence and caring professionals are most helpful. ( Burke 2005 ). The interventions are
typify the role of empathetic presence include taking time to Isten, offering support and
reassurance, recognizing and focusing on feelings and appreciating the uniqueness of

each individual and family. ®

The Nurse can play care for the child and family that include built in
support system and recognition of the stress felt by the parent. Based on the finding ,
the nurse can be proactive to provide support system for families, respect their full
range of emotions and prepare to work with them as team members in the
management of their child’s care. Special emphasis must be placed on the mother
because she is identified as the one who “ carries the burden” of care for the child with
chronic illness. Future research may look at understanding the role of the Nurse in

support of this group of parents, these parents may look to the Nurse for help with
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technical care as well as coping strategies. The Nurse may find herself in the unique role

of care provider.®®

Nurses can better assist parents to deal with chronic sorrow by
offering internal and external management methods of coping, as illustrated in the mid-
range theory of chronic sorrow (Eakes et al., 1998). Successful application of
individualized management methods is achieved when a parent is able to balance the
emotional and mental stress associated with the day-to-day demands of caring for a
child with chronic illness or disability. On the contrary, if management methods are
ineffective and proper intervention is not offered, the disparity created by the loss will
continue to intensify and may progress to a pathological grief state, such as depression

(Eakes et al., 1998).34

Nurses have a role in helping people to reduce the tension and grief.
Nurses should assess patients abilities to recognize symptoms of stress and their usual
methods of coping. In helping patient’s use indirect coping, nurses actions are aimed at
reducing the psychological and physiological disturbances resulting from grief. Patients
can be taught techniques such as deep breathing, relaxation therapy which help them

cope more effectively with grief.®

Patistea E Babatsikou F. (2003)Conducted a study to identify parents perception of the
child’s leukemia. 41 mothers and 30 fathers were interviewed to examine their
perceptions of (a) The type and amount of information provided to them (b) The
sources of information (c) Their level of satisfaction. The results revealed that health
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care professionals represented the main source of information and was centered
primarily on the bio—medical aspects of the child’s condition and also parents reported

that they needed additional information related to psycho social situation.?’

D Theofanidis, M. Sc, Clinical collaborator ATEI discussed with particular reference to
the nurses’ role in children with chronic illness. Both the child and the parents
need to adapt to the situation from its early stages. The nursing personnel
should be able to help and alleviate not only the physical problems, but also the
psychological consequences to the child, as well as reducing the parents’ stress
and their possibly overprotective attitude towards the child. Without nursing
support, a family can find itself in crisis and its members may

try inappropriate methods of coping which can be detrimental to the short

or long-term adaptation to the child’s iliness. However, even if an early phase nursing

intervention is missed, later support can still be of enormous value.’®

In recent studies Psychological interventions have been shown to be the most promising
an popular approaches. Martire et.al (2004) state that such interventions can include
patient education various types of relaxation therapy support group etc. Nurses can play

a vital role in implementing such programmes.

Rempel et al. (2013) conducted a study to find out the need for implementation of
nursing care to the chronically ill children concluded that nurses have a responsibility to
provide parents with as much information as possible about their child’s diagnosis. The

unknown can cause anxiety or fear and nurses need to have discussions with the
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parents explaining all of the implications for the diagnosis, including what the illness
actually is, how it happened, the medical care, differentiation between healthcare
professional responsibilities and parental responsibilities, and treatment for this
particular After giving the family the basic, initial details, the nurse should be sure to
answer all parents’ questions to the best of his or her knowledge whenever a question
arises and if he or she is unable to answer the question, someone who can should be

contacted as soon as possible

In this research the researcher is interested in finding out whether
planned interventions ( information booklet and relaxation therapy ) will have an effect
on grief and coping strategies of mothers of children with selected chronic disease.(

Leukemia, Thallassemia )

Summary

This chapter has dealt with the review of literature related to the
problems of the present study. The review of literature has been organized under five
sections. This in depth review helped the researcher in the development of research

instrument , data collection procedures, and plan for data analysis.
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CHAPTER Il

RESEARCH METHODOLOGY

This chapter deals with the research approach, research design, variables under study,
schematic representation of the design, research hypothesis proposed, setting of the

study, population, sample, and sampling technique.

It also describes the data collection tool, its selection and development, and scoring of

content validity and reliability.

The chapter records details about the pretesting, pilot study, procedure of actual data

collection, plan for data analysis and actual data collection.

Research Approach

The study uses the quantitative research approach. A quasi experimental
approach was considered best suited to the study, which aims to find out the effect of
selected planned interventions on grief and coping strategies of mothers of children

with selected chronic diseases.

Research Design

This study uses a non equalent control group design with one

experimental and one control group
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Fig no-2 Diagrammatic representation of the Research Design

Target Population: Mothers of CW

—

Experimental group Control group
Treatment/ Intervention No Treatment/ No Intervention
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Variables

* Independent Variable:

In this study the Independent Variable is the planned intervention
(information booklet and relaxation therapy) given to the mothers of children with

selected chronic diseases.

* Dependent variable:
In this study the dependant variable is the perception of grief and coping

strategies of mothers of children having selected chronic diseases

Setting of the study

The study was conducted in four settings. The following hospitals were included in the

study as per the number of children admitted in these hospitals.

Setting description.

Bharati Hospital- It is a private hospital located in Katraj area of Pune city. At the time
of this study this Hospital had 830 functional beds. Out of which Pediatric ward is of 60
beds. 46 children are registered for the treatment of Leukemia, they are coming
regularly for the follow up. 38 children are registered for the treatment of Thallasemia,

coming regularly for Blood transfusion.

Red Cross Society- Indian Red cross Society Pune Branch is situated in Rastapeth area of
Pune city. It has got a well- equipped Thallassemia Unit. Around 65-70 children with

Thalassemia are receiving blood transfusion every month.
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Nawale hospital- It is a private hospital located in Sinhgad Road. Pediatric ward consist
of 50 beds. 46 children are registered for the treatment of Leukemia, they are coming
regularly for the follow up. 38 children are registered for the treatment of Thallasemia,

coming regularly for Blood transfusion.

Yashoda Hematological clinic- It is a private clinic run by Dr Vijay ramanan in Deccan
area of Pune city. Around 42 children with leukemia and 24 cases of thallassmia are

taking regular treatment from this clinic.

Population, Sample and sampling techniques.
Population

The population of the present study comprised of mothers of
children with Leukemia and Thalassemia admitted in the selected hospitals from March
2013 to November 2013. Only those mothers who fulfilled the sample criteria were

selected for the study.

Sample

In the present study sample consist of mothers of children with selected chronic

diseases ( Leukemia and Thalassemia) from four settings as per the inclusion criteria
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Sampling Criteria

Inclusion criteria

e Mothers who are having children with selected chronic diseases (Thalassemia

and Leukemia)

e Mothers whose children diagnosed with Thallassemia or Leukemia from the last

5vyears

e Mothers who understand English and or Marathi.

Exclusion criteria

e Mothers who are not willing to participate in the study

Sampling Technique

Non probability purposive sampling technique is used in the study.

Sample size

The sample size consisted of 120 mothers of children with selected chronic diseases
admitted in selected hospitals of Pune city. Out of 120 mothers 60 were in control group

and 60 in experimental group

Data Collection Technique and tool

54



Description of Data Collection Tool

Based on the objective of the study the data collection tool had the following sections:

Section | : Demographic variables Performa

Section II- Revised grief experience inventory to assess the grief of mothers of children

with selected chronic disease.

Section Ill - Modified tool to assess the coping strategies of mothers of children with

selected chronic diseases.

Section IV- Opinion of mothers regarding planned intervention.

Section | : Demographic variable

One of the objectives of the present study was to find out the correlation between grief
and coping strategies and background variables. The purpose was to find out whether
background variables , which are treated as independent variables in this study ,
affected grief and coping strategies. Section | included items on background variables

such as number of children, diagnosis, duration after diagnosis, occupation.

Section I- Revised Grief Experience Inventory.

The second objective of the study was to determine the perception of grief of mothers
of children with selected chronic disease. Hence this tool was adopted. This tool was
developed by Lev, Munro & McCorkle 1993. The revised grief Experience Inventory

(RGEI) is a 22 item self reported measure that assess the experience of grief and
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bereavement. This scale was chosen because it is both a concise and valid measure that

is sensitive to the grief experience.”

The RGEIl was developed for use with adults, and contains four subscales. As grief is a
multidimensional process a questionnaire that outlined the different aspect of grief in
its subscale was important because it ensured one was measuring more than just
depression. It also allowed more of an insight in to how people grieve and enabled one
to be more accurate in identifying where help may be needed. For example, an

individual may only be having difficulty with one particular area of grief®".

The RGEIl was revised using Parkes (1972) theory of grief. Its 22 items were chosen
because they had corrected item total correlations of 0.35 or above, and its four
subscales are based on a principal components factor rotation which yielded a four
factor solution. The four subscales in this inventory are: existential concern, depression,
tension and guilt, and physical distress. Responses are scored in a 3 point scale ranging
from 1-3. Each answer is recorded, and then summed to get a score of each subscale.
The subscale scores are then summed to get a total score. Overall higher scores indicate

higher levels of grief .>%%

The RGEl was translated in to Marathi for better understanding by mothers. The
instrument was shown to experts; however experts made no changes on this scale. This
scale was pilot tested on 12 mothers for practicability, feasibly and reliability. The tool

was found to be easily understandable.
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Since this tool is introduced for the first time in Indian setting, the reliability of the tool

was checked with Cronbach’s Co-efficient alpha and found to be 0.92.

Section llI- The coping strategies scale

The third objective of the present study was to determine the coping strategies used by
the mothers of children with selected chronic diseases. Hence this tool was created
after reading literature on coping strategies. The tool had 24 items, of which 12 were
problem solving coping strategies and 12 were emotion coping strategies. The scoring of
this tool was based on the 3- point Likert scale- 0 being the patients never used the
strategy , 1 meant patients sometimes used the strategy, and 2 indicated that the

patients often used the strategy.

The review of literature clearly identifies both strategies as effective and useful. The
items were mainly taken from Rahe and Moos, Lazarus and Folkman’s coping strategies

instruments.>

The coping strategy scale was translated in to Marathi for better understanding by
mothers. The instrument was shown to experts , however experts made no changes on
this scale. This scale was pilot tested on 12 mothers for practicability, feasibility and

reliability. The tool was found to be easily understandable.

The reliability of the tool was checked with Cronbach’s coeffient alpha and found to be

0.82.

57



Section IV- Opinion of mothers regarding planned intervention.

One of the objectives of the present study is to assess the opinion of the mother of
children with selected chronic disease regarding planned intervention. Five point likert
scale is used to assess the opinion of mothers regarding relaxation therapy and
information booklet which ranging from Strongly agree, Agree, neutral, disagree,

strongly disagree.

Planned Intervention.

Relaxation Therapy.

The researcher underwent a certified relaxation therapy. Relaxation is a behavior
therapy technique wherein clients are taught to keep their body and mind calm, as a
result of which they will be able to handle situations more effectively. Relaxation
programme aims at teaching the clients methods to produce the basic relaxation
responses so that she can eliminate tension from her body and feel a deep sense of

relaxation.”

Experts in the field of psychology were consulted for approval of the relaxation therapy.
Experts validated the researcher’s use of the relaxation therapy. A Marathi translation
of the technique was given to the mothers to read and understand. The researcher
demonstrated the techniques after obtaining the pretest. Every third day contacted the
mothers and supervised the relaxation therapy for one month. Instructed the mothers

to do the relaxation therapy every day.
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Information booklet

Based on the objectives Information booklet was prepared which was handed to the
mothers of children with Leukemia and Thalassemia and discussion was encouraged on
all aspects of the care of children with leukemia and Thalassemia. It includes meaning,
6,95,96,97

treatment, care of the child, Sources of support, ways to reduce the stress.

Experts validated the information booklet.

Validity

The tool was given for content validity to experts in the field of nursing,
Medicine and psychology. (List given in Appendix.) . Their valuable suggestions were

incorporated in the final tool.

Reliability

In the present study reliability was done in Bharati Hospital of Pune city. The tool
was administered to 12 samples by split half method .The reliability of the tool was
established using Cronbach’s coefficient alpha formula. The scores were entered on a

data sheet, and total mean and variance calculated using Cronbach’s formula.

The reliability of section Il was 0.92 ; and section Ill was 0.82
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Pilot Study

The pilot study was conducted on 12 patients from November 2012
to February 2013 in Bharati Hospital Pune. Its purpose was to ensure the feasibility and
practicability of the design. The researcher contacted the mothers with selected chronic
diseases in the pediatric ward, and explained the purpose of the study. Their consent
was taken after assuring them that their responses would be kept confidential and used
for the research purposes only. The demographic variable, RGEIl scale, and coping
strategy scale were collected on the first day of admission. For experimental group
information booklet was given to the mothers with brief discussion. Relaxation therapy
was taught to the mothers. Every third day contacted the mothers and supervised
relaxation therapy for one month. After one month post test taken .Opinion of mothers
regarding planned intervention is also taken. For control group the RGEI scale, and
coping strategy scale is measured on the first day of admission and post taken after one

month.

Analysis of the pilot study

The pilot data analysis included both descriptive and inferential statistics. Descriptive
statistics such as mean, standard deviation were used to describe the RGE| scale and
coping strategy. Frequency and percentage were computed. A student t test was used

to find out the effect of intervention.
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Result of the Pilot study

The mothers easily understood the RGEI scale and coping strategy scale. The findings on
stress and coping responses observed and reported showed significance at 0.5 level for
experimental group. The findings were tabulated and presented to the guide. The final

study was undertaken only after obtaining approval from the guide.

Actual Data Collection

Data collection started in March 2013 after obtaining the required permission from the
hospital authorities and the subjects. Samples of 120 subjects were completed after
nine months of data collection. The demographic variable, RGEIl scale, and coping
strategy scale were collected on the first meeting with the mothers of children with
leukemia and thalassemia. For experimental group information booklet was given to the
mothers with brief discussion. Relaxation therapy was taught to the mothers. Every
third day contacted the mothers and supervised relaxation therapy for one month. Total
10 sessions were conducted. After one month post test was taken .Opinion of mothers
regarding planned intervention is also taken. For control group the RGEI scale, and
coping strategy scale is measured on the first day of meeting and post test was taken

after one month. .
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The data collection schedule was as follows

S.N Setting Group Period of data | Selected Number of | Time
collection conditions samples
Yashoda Control group 25/03/13- Leukemia 30 5-7pm
Hematological Clinic 28/6/13
Thalassemia 10
2 Nawale Hospital Control group 20/4/13- Thalassemia 20 12-2 pm
10/6/13
3 Red cross society Experimental 1/7/13-28/8/13 | Thalassemia 30 12-2 pm
group
Bharati Hospital Experimental 1/9/13- Leukemia 30 12-2 pm
group 26/11/13

Plan for Data analysis

The data analysis would be done based on the objectives and hypothesis to be tested.

It was decided that tests of descriptive and inferential statistics would be used to derive

the necessary results.

Summary

This chapter deals with the research methodology adopted for the study and includes
descriptions of the research approach, design, setting, sample, sampling technique, data

collection tools, their information, validity, reliability, proposed plan of data collection

and actual data collection.
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CHAPTER IV
ANALYSIS AND INTERPRETATION OF DATA

This chapter deals with analysis and interpretation of data collected from
120 mothers whose children suffering from leukemia and Thalassemia in selected
hospitals of Pune city to determine the effect of selected planned interventions

on their perception of grief and coping strategies.

Data analysis was based on the objectives and hypothesis of the study,

which were as follows.

e To assess the perception of grief of mothers of children having selected chronic
diseases before and after planned interventions in the experimental group

e To assess the coping strategies of mothers of children having selected chronic
diseases before and after planned intervention in experimental group.

e To assess the assess the perception of grief and coping strategies of mothers of
children with selected chronic diseass in control group

e To correlate the findings with selected demographic variables.

e To assess the opinion of mothers regarding planned intervention.
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HYPOTHESIS:

* Ho: — There is no significant difference between the perception of grief of
mothers of children with selected chronic diseases of experimental group and

control group at 0.05 level of significance.

*  Hp, — There is no significant difference between the coping strategies of mothers
of children with selected chronic diseases of experimental group and control

group at 0.05 level of significance.

* H; —There is significant difference between the perception of grief of mothers of
children with selected chronic diseases of experimental group and control group

at 0.05 level of significance.

* H, — There is significant difference between the coping strategies of mothers of
children with selected chronic diseases of experimental group and control group

at 0.05 level of significance.

During the analysis, the data was reduced to an interpretable form to summarize the
findings, test the hypothesis, and establish the relationship between variables. In
order to achieve the above, both descriptive and inferential statistics were

computed.
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The analysis of data is organized and presented under the following headings.

Section I: The frequency and percentage of demographic variables in experimental

and control groups.

Section II:

A) Analysis of Perception of grief of mothers of children having selected chronic

diseases in experimental and control group.

B) Analysis of Perception of grief of mothers of children having selected chronic

diseases after planned intervention in experimental group.

C) Analysis of data regarding the areas of grief in experimental group control group.

D) ‘7’ test for effectiveness of planned intervention on perception of grief of

mothers having children with selected chronic diseases in experimental group.

F) Two sample ‘Z’ test for the comparison of the change in perception of grief of

mothers having children selected chronic diseases in experimental and control

group.

Section IlI:

A) Analysis of data related to the coping strategy of mothers of children having
selected chronic diseases in experimental and control groups.
B) Analysis of data related to the coping strategy of mothers of children having

selected chronic diseases after planned intervention in experimental group.
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C) Analysis of data related to problem solving and emotional solving strategies in
experimental and control group.

D) ‘Z test for effectiveness of planned intervention on coping strategies of mothers
of children having selected chronic diseases in experimental group.

E) Two sample ‘Z’ test for the comparison of the change in coping strategies of
mothers having children selected chronic diseases in experimental and control

group.

Section IV:

A) Analysis of data related to association of perception of grief and selected
demographic variables.
B) Analysis of data related to association of coping strategies and selected

demographic variables.

Section V: Analysis of opinion regarding planned intervention.
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Section I:

The frequency and percentage of demographic variables in experimental and control
group are presented in table 1

Table 1:

Description of samples (Mothers of children with selected chronic diseases) according
to Demographic characteristics by frequency and percentage

N =60, 60.

Experimental
P Control group

Demographic variable group

Freq % Freq %
Number of children
One 13 21.7% 10 16.7%
Two 30 50.0% 34 56.7%
Three 14 23.3% 11 18.3%
More than three 3 5.0% 5 8.3%
Diagnosis of the child
Thalassemia 30 50.0% 30 50.0%
Leukemia 30 50.0% 30 50.0%
Duration of illness
0-lyear 29 48.3% 24 40.0%
1-3years 25 41.7% 24 40.0%
3-5years 6 10.0% 12 20.0%
Age of the child
0-3 years 18 30.0% 24 40.0%
4-8 years 35 58.3% 27 45.0%
8-12years 5 8.3% 8 13.3%
12-15 years 2 3.3% 1 1.7%
Gender
Male 34 56.7% 34 56.7%
Female 26 43.3% 26 43.3%
Occupation of mother
Non-working mother ( House wife) 45 75.0% 46 76.7%
Laborer 7 11.7% 9 15.0%
Service 8 13.3% 5 8.3%
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In experimental group, 21.7% of them had one child, 50% of them had two children,
23.3% of them had three children and 5% of them had more than three children. In
control group, 16.7% of them had one child, 56.7% of them had two children, 18.3% of

them had three children and 8.3% of them had more than three children.

Number of children

m Experimental group  ® Control group

60% 56.7%

50%
40%
30%
20%
10%

0%

One Two Three More than three

Fig. 3: Bar diagram showing the number of children.
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In experimental group, half (50%) of them had their child having Thalassemia and
another 50% of them had their child having Leukemia. In control group, half (50%) of

them had their child having Thalassemia and another 50% of them had their child having

Leukemia.
Diagnosis of the child
i Experimental group & Control group

60%

50.0%  50.0% 50.0%  50.0%
50%
40%
30%
20%
10%
0%

Thallassemia Leukemia

Fig. 4: Bar diagram showing the diagnosis of the child
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In experimental group, 48.3% of the children had illness for less than one year, 41.7% of
them had illness for 1-3 years and 10% of them had illness for 3-5 years. In control
group, 40% of the children had illness for less than one year, 40% of them had illness for

1-3 years and 20% of them had illness for 3-5 years.

Duration of illness
M Experimental group & Control group
60%
48.3%
50%
40.0% 41.7%40.0%

40%
30%
200 20.0%

0
109 10.0%

0

0% —
0-lyear 1-3years 3-5years

Fig.5: Bar diagram showing the duration of illness
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In experimental group, 30% of the children had age 0-3 years, 58.3% of them had age 4-
8 years, 8.3% of them had age 8-12 years and 3.3% of them had age 12-15 years. In
control group, 40% of the children had age 0-3 years, 45% of them had age 4-8 years,

13.3% of them had age 8-12 years and 1.7% of them had age 12-15 years.

Age of the child
® Experimental group 1 Control group
70%
60% 58.3%
9 45.0%
4518;) 40.0%
| 30,09
30%
20% g 30/13.3%
10% =) 33% 170
0% - —
0-3 years 4-8 years 8-12years 12-15 years

Fig.6: Bar diagram showing the age of the child
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In experimental group, 56.7% of them were males and 43.3% of them were females. In

control group, 56.7% of them were males and 43.3% of them were females.

Gender

® Experimental group w1 Control group
60% 56.7% 56.7%

50% 433% 43.3%
40% A

30% —
20% —
10% —

0%

Male Female

Fig.7: Bar diagram showing the gender of the child
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In experimental group, 75% of the mothers were not working, 11.7% of them were
laborers and 13.3% of them were doing service. In control group, 76.7% of the mothers

were not working, 15% of them were laborers and 8.3% of them were doing service.

Occupation of mother
.1 Experimental group 1 Control group
90%
80% 75.0% 76.7%
70% ——
60% ——
50% ——
40% ——
30% —— "
o |
0% -
Non working mother Laborer Service
( House wife)

Fig.8: Bar diagram showing the occupation of mothers
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Section Il:

The objective of section Il is to determine the perception of grief of mothers of
children with selected chronic disease and the effect of planned interventions on
perception of grief. The modified Revised Grief Experience inventory is used to
determine the perception of grief of mothers. The assessment of perception of grief was

done on the pre-intervention and post intervention days.

The frequency, percentage, mean, SD scores and effect of intervention on

perception of grief using ‘Z’ test are presented in the tables and figures.

Section Il C reports the results for the four subscales, i.e. existential concerns,

Depression, Tension and guilt and physical distress.
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Section Il (A):
This section presents the findings of data related to the perception of grief of

mothers of children with selected chronic diseases in experimental and control group.

Table 2:

Frequency and percentage of Perception of grief of mothers of children with selected
chronic diseases in experimental and control group

N =60, 60

Experimental Control

Perception group group

Freq % Freq %
Mild 1 1.7% 1 1.7%
Moderate 12 20.0% 11 18.3%
Severe 47 78.3% 48 80.0%

In pretest, in experimental group majority of 78.3% of the mothers of children having
selected chronic diseases had severe perception of grief 20% of them had moderate
perception of grief and 1.7% of them had mild perception of grief. In control group, in
pretest, majority of 80% of the mothers of children having selected chronic diseases had
severe perception of grief, 18.3% of them had moderate perception of grief and 1.7% of

them had mild perception of grief.
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Perception of grief of mothers having children with
selected chronic diseases
1 Experimental = Control
100%
800¢ 78.3% 80.0%
0
60%
40%
200 20.0%138.3%
° 1.7% 1.7% -
0%
Mild Moderate Severe
(Score 0-22) (Score 23-44) (Score 45-66)

Fig. 9: Bar diagram showing the perception of grief of mothers having children with

selected chronic diseases.
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SECTION I (B):

This section present the analysis of data related to the perception of grief of
mothers of children having selected chronic diseases after planned intervention in

experimental group

Table 3:

Frequency and percentage of Perception of grief of mothers of children having
selected chronic diseases after planned intervention in experimental group

N =60
] Pretest Posttest
Perception
Freq % Freq %
Mild 1 1.7% 9 15.0%
Moderate 12 20.0% 51 85.0%
Severe a7 783% O 0.0%

In pretest, in experimental group majority of 78.3% of the mothers of children having
selected chronic diseases had severe perception of grief, 20% of them had moderate

perception of grief and 1.7% of them had mild perception of grief.

In posttest, majority of 85% of the mothers of children having selected chronic diseases
had moderate perception of grief (Score 23-44), 15% of them had mild perception of

grief (Score 0-22) and none of them had severe perception of grief (Score 45-66).

This indicates that the perception of grief of mothers decreased remarkably after

planned intervention.
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Perception of grief of mothers having children with
selected chronic diseases (Experimental group)

H Pretest ® Posttest

100% 0
80% 85.0% 78.3%
0

60%

40%

20% 15.0%
1.7% 0

0% 0 i 0.0%
Mild Moderate Severe

(Score 0-22) (Score 23-44) (Score 45-66)

Fig. 10: Bar diagram showing the perception of mothers of children with selected

chronic diseases before and after planned interventions in experimental group.
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Section Il (C):

Mean and standard deviation of mothers score regarding the areas of grief on RGEI,

Experimental group

Table No: 4

Pretest Post test
Scale
Mean & SD Mean & SD
Existential concerns 15.2 (2.96) 5.1 (0.81)
Depression 13.3 (2.81) 6.0(0.97)
Guilt 11.5( 3.01) 10.4 ( 1.44)
Physical distress 12.3(2.22) 6.1( 0.98)

The data shows that in experimental group the pre intervention mean score of
existential concern area is 15.2 with SD of 2.96, and the post intervention means score is
5.1 with SD of 0.81. The pre intervention depression mean score was 13.3 with SD of
2.81 and post intervention mean score is 6 with SD of 0.97. The pre intervention guilt
mean score was 11.3 with SD of 3.01 and post intervention mean score is 10.4 with SD
of 0.98. The pre intervention physical distress means score was 12.3 with SD of 2.22 and
post intervention mean score is 6.1 with SD of 0.98. The findings suggest that there is

major change in the area of existential concern, depression and physical distress.
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Mean and standard deviation of mothers score regarding the areas of grief on RGEI,

control group

Table 5: N =60
Pretest Post test
Scale
Mean & SD Mean & SD

Existential Concerns 15.9( 2.16) 12.2 (1.96)

Depression 14.6 ( 2.81) 13.0 (1.97)

Guilt 12.1(3.01) 11.2  (1.44)

Physical Distress 11.8(2.22) 10.1 (1.98)

The data shows that in experimental group the pre-intervention mean score of
existential concern area is 15.9 with SD of 2.16, and the post-intervention mean score is
12.2 with SD of 1.96. The pre intervention depression mean score was 14.6 with SD of
2.81 and post intervention mean score is 13 with SD of 1.97. The pre-intervention guilt
mean score was 12.1 with SD of 3.01 and post-intervention mean score is 11.2with SD of
1.44. The pre-intervention physical distress mean score was 11.8 with SD of 2.22 and

post-intervention mean score is 10.1 with SD of 1.98.
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Section Il (E):

Analysis of effectiveness of planned intervention on perception of grief of mothers of

children having selected chronic diseases in Experimental group:

The effectiveness of the planned intevention was done by comparing the pretest and
posttest perception of grief scores of mothers. This comparison was done using ‘Z’ test.

Following table gives the summary of the ‘Z’ test results:

Table 6:
N = 60,60
Mean SD Z df p-value
Pretest 52.3 11.0 24.3 59 0.000

Posttest 27.6 4.2

Researcher applied ‘Z’ test for comparison of pretest and posttest perception of grief
scores of mothers. The average perception of grief score in pretest was 52.3 which was
reduced to 27.6 in posttest. The average perception score reduced remarkably after
planned intervention in experimental group mothers. The ‘Z’ value was 24.3 at 59
degrees of freedom. The corresponding p-value was small (of order of 0.000 which is
less than 0.05). Therefore, the null hypothesis was rejected. This indicates that the
reduction in the perception of grief score is statistically significant. Planned intervention

is proved to be significanly effective in reducing the perception of grief score.
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Comparison of Pre and post perception of grief of
mothers of children having selected chronic diseases
(Experimental group)

52.3
60

27.6
40

20

Pretest Posttest

Fig.19: Bar diagram showing the comparison of pre and post perception of grief of

mothers of children having selected chronic disease. (Experimental group)
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Section Il (F):

Analysis of comparison of the change in perception of grief of mothers in experimental

and control groups:

The comparison of the change in perception of grief was done by comapring the
differences between pretest and posttest perception of grief scores of mothers in
experimental and control groups. This comparison was done using two sample ‘Z’ test.

The following table gives the summary of the two sample ‘Z’ test:

Table 7:
N = 60,60
Group Mean SD Z df p-value
Experimental 24.7 7.9 13.5 118 0.000

Control 7.9 5.6

Researcher used two sample ‘Z’ test for comparing the change in perception of grief of
mothers in experimental and control groups. Average change in perception of grief
score for experimental group was 24.7 which was 7.9 in control group. ‘Z’ value was
13.5 at 118 degrees of freedom. Corresponding p-value was small (of the order of 0.000
which was less than 0.05). Null hypothesis is rejected. Experimental group had the
significantly higher change in perception of grief of mothers as compared to that for
control group mothers. Planned intervention is proved significantly effective in reducing

the perception of grief.
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Comparison of change in perception of grief of
mothers of children having selected chronic diseases in
experimental and control group
24.7

25
20
15 7.9
10

5

Experimental Control

Fig.20: Bar diagram showing the comparison of change in perception of grief of mothers

of children having selected chronic diseases in experimental and control group.
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Section lllI:

The objective is to determine the coping strategies used by the mothers of
children with selected chronic disease and the effect of interventions on coping

strategies are presented in figures or tables.

Coping strategy scale was made consisting of 24 items, with two types of coping
strategies; Problem solving and emotional strategies. The two strategies each featured
12 items. Mothers were asked to rate the strategies they had adopted to cope with the
grief. The assessment of coping strategies was done on the pre intervention and post

intervention days.

The frequency, percentage, mean, SD scores and the effect of intervention on coping
strategies using the inferential statistics are presented in the tables and figures. Mean
and SD of problem solving and emotional strategy are presented separately to see

which coping strategy have been adopted more after the intervention.
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Section Il (A):

Analysis of data related to the coping strategies of mothers of children having selected

chronic diseases in experimental and control group

Frequency and Percentage of coping strategies of mothers of children with selected
chronic diseases in experimental and control group

Table 8: N =60, 60
Experimental Control
Coping group group
Freq % Freq %
Never used the strategy 43 71.7% 11 68.3%
Sometimes used the strategy 16 26.7% 44 24.3%
Often used the strategy 1 1.7% 5 7.4%

Above table depicts, In experimental group, majority of 71.7% the mothers of children
having selected chronic diseases had never used coping strategies, 26.7% of them had
sometimes used coping strategies and only 1.7% of them had often used coping strategies
whereas in control group, 68.3% the mothers of children having selected chronic
diseases had never used coping strategies, 24.3% of them had sometimes used coping

strategies and only 7.4% of them had often used coping strategies.
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Section Il (B):

Analysis of data related to the coping strategies of mothers of children having selected

chronic diseases after planned intervention in experimental group

Frequency and percentage of coping strategies of mothers of children having selected
chronic diseases after planned intervention in experimental group

Table 9: N =60
. Pretest Posttest
Coping
Freq % Freq %
Never used the strategy 43 71.7% O 0.0%
Sometimes used the strategy 16 26.7% 19 31.7%
Often used the strategy 1 1.7% 41 68.3%

Above table describes, in Pretest, majority of 71.7% the mothers of children having
selected chronic diseases had never used coping strategies, 26.7% of them had
sometimes used coping strategies and only 1.7% of them had often used coping
strategies while in posttest, majority of the mothers (68.3%) had often coping strategies
and 31.7% of them had sometimes used coping strategies. This indicates that the

planned intervention improved the coping strategies of the mothers remarkably.
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Coping strategies of mothers of children having
selected chronic diseases (Experimental group)

W Pretest m Posttest

80%

06.3%

60%

40%

20%

0.0%

0%

Never used Sometimes used Often used

Fig.21: Bar diagram showing the coping strategies of mothers of children having selected

chronic disease in experimental group
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Section Il (C):

Analysis of data related to problem solving and emotional solving strategy in

experimental and control group

Table:10

Mean and SD of scores of coping strategies of experimental group

N =60
Mean& SD Mean& SD
Coping strategies
pre-intervention post-intervention
Problem solving | 6.96 (1.98) 18.02(2.01)
strategy
Emotion strategy | 6.24(1.72) 15.06 (2.1)

The data from the above table indicates that in the pre-intervention period
experimental group mothers mean score of problem solving strategy is 6.96 and post-
intervention, mean score is 18.02.The mean score of emotion strategy in the pre-
intervention period is 6.24 and post-intervention mean score is 15.06 From the above
table it is clear that before interventions mothers used problem solving and emotional
startegy equally. At the post-intervention mean score of problem solving strategy is

comparatively more than emotion strategy.
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Table:11

Mean and SD of scores of coping strategies of control group

N =60
Mean & SD Mean & SD
Coping strategies
pre-intervention post-intervention
Problem solving | 7.29 (1.85) 9.1(2.01)
strategy
Emotion strategy | 6.84( 1.7) 8.2 (1.98)

The data from the above table indicates that in the pre-intervention period
experimental group mothers mean score of problem solving strategy is 7.29 and post-
intervention, mean score is 9.1.The mean score of emotion strategy in the pre-

intervention period is 6.84 and post-intervention mean score is 8.2.
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Section Il (D):

Analysis of effectiveness of planned intervention on coping strategies of mothers of

children having selected chronic diseases in Experimental group:

The effectiveness of the planned intevention was done by comparing the pretest and
posttest coping strategies scores of mothers. This comparison was done using z test.

Following table gives the summary of the z test results:

Table :12

Mean sD Z df p-value
Pretest 13.08 6.4 20.1 59 0.000
Posttest 34 4.0

Researcher applied paired ‘Z’ test for comparison of pretest and posttest coping
strategies scores of mothers. The average coping score in pretest was 13.8 which was
increased to 34 in posttest. The average coping score increased remarkably after
planned intervention in experimental group mothers. The ‘Z’ value was 20.1 at 59
degrees of freedom The corresponding p-value was small (of order of 0.000 which is less
than 0.05). Therefore, the null hypothesis was rejected. This indicates that the increase
in the coping score is statistically significant. Planned intervention is proved to be

significanly effective in improving the coping strategies.
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Comparison of Pre and post coping strategies of
mothers of children having selected chronic diseases
(Experimental group)
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Fig.22: Bar diagram showing the comparison of pre and post coping strategies of

mothers of children having selected chronic diseases in experimental group.
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Section Il (E):

Two sample ‘Z’ test for comparison of the change in coping strategies of mothers in

experimental and control groups:

The comparison of the change in coping strategies was done by comapring the
differences between pretest and posttest coping scores of mothers in experimental and
control group. This comparison was done using two sample ‘Z’ test. The following table

gives the summary of the two sample ‘Z’ test:

Table 13

Mean SD z df p-value
Experimental 20.2 7.8 15.6 118 0.000
Control 3.7 5.1

Researcher used two sample ‘Z’ test for comparing the change in coping strategies of
mothers in experimental and control groups. Average change in coping score for
experimental group was 20.2 which was 3.7 in control group. ‘Z’ value was 15.6 at 118
degrees of freedom. Corresponding p-value was small (of the order of 0.000 which was
less than 0.05). Null hypothesis is rejected. Experimental group had the significantly
higher change in coping scores of mothers as compared to that for control group
mothers. Planned intervention is proved significantly effective in improving the coping

strategies of the mothers of children having selected chronic diseases.
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In general mothers of children with selected chronic diseases have been found to use a
combination of problem focused and emotion focused coping strategies. Walker (1999)
studied the effect of relaxation training and imagery v/s standardized care on 96 women
with newly diagnosed breast cancer. The women were grouped in to experimental and a
control group. He found that patient in the experimental group with relaxation therapy
and imagery interventions were more relaxed, had a good coping strategy and a better

quality of life®.

Dr. Meena Ganpati (2006) studied the effect of selected bio behavioral interventions on
stress and coping responses of adult hospitalized patients. The patents were divided in
to three experimental groups and one control group. She found that combined
interventions (Progressive muscle relaxation and breathing technique) are more

effective in improving coping strategies.”

From the above studies and findings, it may be stated that planned

interventions are more effective in improving coping strategies.
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Section IV:

Analysis of correlation of perception of grief and coping strategies with selected

demographic variables.

The sixth objective of the research is to find out the correlation between the above
mentioned dependent variables with selected demographic variables, which includes
number of children, diagnosis, duration of illness, age of the child, gender of the child
and occupation of mother. The association between perception of grief and
demographic variables assessment was done using Fisher’s exact test. The findings are

presented in the tables and figures.
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Section IV (A):

An analysis of data related to association of perception of grief and demographic

variables of mothers

The association between perception of grief and demographic variables assessment
was done using Fisher’s exact test. The summary of the results of Fisher’s exact test are

tabulated below:

Table 14: N =120

Demographic variable Perception p-value
Mild | Moderate | Severe
Number of children
One 0 4 19
Two 0 13 51 0.283
Three 1 4 20
More than three 1 2 5
Diagnosis of the child
Thalasse.mia 2 19 39 0.000
Leukemia 0 4 56
Duration of illness
0-lyear 1 8 54
1-3years 0 9 30 0.013
3-5years 1 6 11
Age of the child
0-3 years 0 12 30
4-8 years 2 7 53 0.189
8-12 years 0 10
12-15 years 0 1 2
Gender
Male 0 18 50 0.014
Female 2 5 45
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Occupation of mother

Non-working mother ( House wife) 19 72
Laborer 2 13
Service 2 10

0.125

p-values corresponding to demographic variables diagnosis, duration of illness and
gender were less than 0.05. The null hypothesis is rejected. Diagnosis, duration of illness

and gender are the demographic variables which were found to have significant

association with perception of grief.

Mothers of the children who are being diagnosed for leukemia were found to have
higher perception of grief scores as compared to those who are diagnosed for
Thallassemia. Duration of illness are also found to have significant association with
perception of grief. It has been found that perception of grief is more with in one year
after diagnosis. It has been found that gender is also associated with perception of grief.

Mothers of the male child were found to have severe perception of grief as compared to

those those with female child.
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Fig.24: Bar diagram showing the average perception score Vs gender.
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Section IV (B):

An analysis of data related to association of coping strategies and demographic

variables of mothers

The association between coping strategies and demographic variables assessment was
done using Fisher’s exact test. The summary of the results of Fisher’s exact test are

tabulated below:

Coping strategies
Demographic variable Never | Sometimes | Often p-value
used used used
Number of children
One 11 10 2
Two 27 36 1 0.309
Three 13 10 2
More than three 4 3 1
Diagnosis of the child
Thalasse.:m|a 28 29 3 1.000
Leukemia 27 30 3
Duration of illness
0-lyear 39 21
1-3years 10 28 1 0.041
3-5years 6 10
Age of the child
0-3 years 19 21 2
4-8 years 32 26 4 0.441
8-12years 3 10 0
12-15 years 1 2 0
Gender
Male 30 36 2 0.397
Female 25 23 4
Occupation of mother
Non-working mother (House wife) 39 48
Laborer 9 6 1 0.550
Service 7 5
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p-values corresponding to demographic variables, duration of iliness was small. The null
hypothesis is rejected. Duration of illness are the demographic variables which were
found to have significant association with coping strategies. F Hashemi, S Razavil done
a study to assess the coping strategies used by the parents of children with cancer. A
total of 72 parents including 28 couples, 8 single mothers and 8 single fathers were
participated in the study. They found that there is significant relation between duration
of illness of their child and coping strategies. As the days passess parents have

improvement in the coping strategies.

In the present research also it can be interpreted that there is significant correlation
between duration of illness and coping startegies. Coping strategies were poor within

one year after diagnosis. As the year passes mothers have good coping strategies.

Section V:

The fifth objective of the research is to assess the opinion of mothers regarding the
planned intervention in the experimental group. At the end of interventions the subjects
were asked to fill the opinnionnare. Separate opinnionnare is given for relaxation

therapy and information booklet. This was analyzed using descriptive statistics.
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PART IV

OPINION REGARDING THE INFORMATION BOOKLET ON LEUKEMIA AND THALLASSEMIA

Table no: 16 N =60
NEITHER AGREE OR STRONGLY

s CRITERIA STRONGLY AGREE AGREE DISAGREE DISAGREE DISAGREE

Frequency % Frequency % Frequency % Frequency % Frequency | %
1 Content
1.1 | Appropriate 40 67% 20 33%
1.2 | Adequate 39 65% 20 33% 01 2%
1.3 | Useful 42 70% 17 28% 01 2%
1.4 | Comprehensive 31 52% 28 46% 01 2% - - - -
2 Language
2.1 | Clear 38 63% 22 37% ——— |
2.2 | Accurate 34 57% 26 43% -—-- -—-- -—-- - -
2.3 | Easy tounderstand | 35 58% 25 42% ---- ---- ---- ---- ----
3 Presentation
3.1 | Simple 33 55% 26 43% 01 2%
3.2 | Informative 28 47% 32 53% ---- ---- ---- e o
3.3 | Attractive 41 68% 18 30% 01 2%
3.4 | Interesting 41 68% 19 32% -—-- -—-- -—-- - - ----
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PART IV
OPINION REGARDING RELAXATION THERAPY

Table no: 17 N =60
STRONGLY NEITHER AGREE STRONGLY
I\Sll; CRITERIA AGREE AGREE OR DISAGREE DISAGREE DISAGREE
Frequency | % Frequency % Frequency % | Frequency % Frequency | %
01 | Relaxation therapy should be 51 85% 09 15% - -—-- -—-- -—-- - -
given to all the mothers whose
children suffering from leukemia
or thallassemia
02 | Relaxation therapy will help to 45 75% 14 23% 01 2% - - - -
reduce the grief and ale to cope
up with the situation
03 | Relaxation therapy enhances the 37 62% 23 38% - - - - - -
positive thinking.
04 | Extra time is required to do the 06 10% 13 22% 05 8% 34 57% 02 3%
relaxation therapy.
05 | According to me everyone should 50 83% 10 17% - - - - e
learn relaxation therapy.
06 | By this therapy person get self 33 55% 23 38% -—-- - 04 07% - -
satisfaction
SN Content Good Better Best
Frequency % Frequency % Frequency %
07 | Overall what is your opinion regarding 04 07% 06 10% 50 83%
relaxation therapy
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Opininon of mothers regarding planned intervention was obtained at the end of
intervention by opinionnare. Regarding information booklet 70 % of the mothers
strongly agreed that it was useful 65% strongly agreed that the content was adequte
and appropriate,regarding the language 63% strongly agreed that it is clear 58 %
strongly agreed that accurate and easy to understand. Regarding the presentation of
information booklet 55% strongly agreed that it is simple and 47% strongly agreed that

it is informative 68% strongly reported that it is attractive and interesting.

Regarding the relaxation therapy, 85% of the mothers strongly felt that
Relaxation therapy should be given to all the mothers whose children suffering from
leukemia or thallassemia. 75% of the mothers strongly agreed that Relaxation therapy
will help to reduce the grief and able to cope up with the situation. 62% of the mothers
reported that it will help to enhance the positive thinking. 83% strongly agrees that
everyone should learn the relaxation therapy. 55 % strongly agrees that it will helps to
increases the self satisfaction. 57% disagree in the statement of extra time required to
do the relaxation therapy. Overall 83% of the mothers reported that relaxation therapy
is a best method to decrease the grief and increase the coping strategies. The mothers
also reported that they experienced a sense of relaxation, enjoyed good sleep and

experienced reduced grief because of the intervention.
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CHAPTER V

SUMMARY, MAJOR FINDINGS OF THE STUDY, DISCUSSION, CONCLUSION,
IMPLICATIONS, LIMITATIONS AND RECOMMENDATIONS

This chapter contains a summary findings of the study, discussion, conclusion,

implications to nursing, limitations and recommendations for future study.

SUMMARY:

The purpose of the present study is to find out the effect of planned
intervention on the grief and coping strategies of mothers of children with selected

chronic diseases admitted in selected hospitals of Pune City.

The objectives of the present study are thus following:

To assess the perception of grief of mothers of children having selected chronic

diseases before and after planned interventions in the experimental group

e To assess the coping strategies of mothers of children having selected chronic
diseases before and after planned intervention in experimental group.

e To assess the assess the perception of grief and coping strategies of mothers of
children with selected chronic diseass in control group

e To correlate the findings with selected demographic variables.

e To assess the opinion of mothers regarding planned intervention.
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HYPOTHESIS:

* Ho: — There is no significant difference between the perception of grief of
mothers of children with selected chronic diseases of experimental group and

control group at 0.05 level of significance.

*  Hp, — There is no significant difference between the coping strategies of mothers
of children with selected chronic diseases of experimental group and control

group at 0.05 level of significance.

* H; —There is significant difference between the perception of grief of mothers of
children with selected chronic diseases of experimental group and control group

at 0.05 level of significance.

* H, — There is significant difference between the coping strategies of mothers of
children with selected chronic diseases of experimental group and control group

at 0.05 level of significance.

SCOPE OF THE STUDY:

This study highlights simple relaxation therapy and information booklet and their

effects to

1) Provide scientific knowledge to the field of Nursing.
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2) Provide independent nursing diagnosis and intervention.

3) Provide a new pathway for future researchers in to independent nursing
interventions on different medical conditions.

4) Give a sense of satisfaction to nurses in providing care to their patents and care

takers.

ASSUMPTIONS:

The study was based on the following assumptions:

e Mothers whose children are suffering from leukemia and Thalassemia have
various types of grief
e Mothers whose children are suffering from leukemia and Thalassemia use

some coping strategies

VARIABLES UNDER STUDY:

The planned interventions and back ground variables were considered as
independent variables. The perceived grief and coping strategies were considered

as dependant variables.

Purpose of the study:

Nurses spend a large amount of time taking care of patients. Giving information
regarding how to take care of the child and bio behavioral interventions such as
relaxation therapy are inexpensive, feasible and can be easily thought by nurses to the

mothers of children who have chronic iliness. These interventions may provide a sense
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of inner self control that will help patients and care takers to cope with the grief

experience because of their child’s disease condition.

Methodology:

The study has made the use of quasi experimental design. The study was
conducted in four settings. The sample consisted of 120 mothers of children suffering
from leukemia or thallassemia were taking treatment from the selected four setting

during the data collection period, and those who fitted the sampling criteria.

Data collection Instruments:

The researcher prepared data collection instruments, including Demographic
variable Performa, Grief assessment scale, coping strategy scale, and opinion scale.
Validity and reliability has done before using the instrument for data collection. Data

collection was done from March 2013 to November 2013.

Both descriptive and inferential statistics were used for data analysis. Frequency
and percentage were calculated for describing demographic variables, level of grief
coping strategies used and opinion regarding planned intervention. Mean and SD were
calculated in the area of coping strategies. The data was analyzed using ‘Z’ test and two
sample ‘Z’ test. Fisher’s exact test was used to find out the association between the grief

and coping strategies reported with selected demographic variables.
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Major findings of the study:

Demographic variables:

It was observed that there was almost equal distribution in number of children,
diagnosis, duration after diagnosis, age of the child, gender of the child and occupation

of the mother in experimental and control group.

The finding suggests that 50% of the mothers have two children in the
experimental group and 56.7% of the mothers have two children in the control group.
50% of the children diagnosed with leukemia and another 50% of the children
diagnosed with Thallassemia in experimental and control group. 48.3% of the children in
the experimental group, duration of iliness were 0-1 year and 40 % of the children in the

control group duration of iliness were 0-1 year.

It was observed that 58.3% children were in the range of 4-8 years in
experimental group and 45% of children were in the range of 4-8 years in the control
group. Regarding the gender of the child 56.7% were male child in experimental group
and control group. 75 % percentage of the mothers in experimental group was non-
working mothers (House wife) and 76.7 of the mothers in control group were non

working mothers (House wife).
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Perception of grief of mothers of children with selected chronic disease:

The overall grief, its subscale and effect of interventions on grief were computed

’

using frequency, percentage, mean, SD, ‘Z’ value and two sample ‘Z’ value. The pre
intervention grief score revealed that 80% of the mothers of children with selected
chronic disease were having severe grief. After the intervention 85% of the mothers
were in moderate grief and no one was there in the severe grief. This finding clearly
indicates that intervention resulted in significant reduction in the intensity of grief.
Exposure to a grief over a period of time will reduce its impact on the subject. It was
observed that grief did reduce for the control group even without any interventions.

However they reduced even more significantly for the experimental group with

interventions. This indicates that interventions added to the reduction of stressors.

The grief experience inventory was consisting of four subscales, i.e. Existential concern,
tension and guilt, depression and physical distress. Analysis was done separately to find
out which area of grief is used by the mothers of children with selected chronic diseases.
The frequency and percentage were calculated on the four areas of grief. Findings of
the study shows that in experimental group the pre-intervention mean score of
existential concern area is 15.2 with SD of 2.96, and the post-intervention mean score is
5.1 with SD of 0.81. The pre-intervention depression mean score was 13.3 with SD of
2.81 and post-intervention mean score was 6 with SD of 0.97. The pre-intervention guilt

mean score was 11.3 with SD of 3.01 and post-intervention mean score was 10.4 with
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SD of 0.98. The pre-intervention physical distress means score was 12.3 with SD of 2.22

and post-intervention mean score was 6.1 with SD of 0.98.

The data shows that in control group the pre-intervention mean score of existential
concern area was 15.9 with SD of 2.16, and the post-intervention mean score was 12.2
with SD of 1.96. The pre-intervention depression mean score was 14.6 with SD of 2.81
and post-intervention mean score was 13 with SD of 1.97. The pre-intervention guilt
mean score was 12.1 with SD of 3.01 and post-intervention mean score was 11.2with SD
of 1.44. The pre-intervention physical distress mean score was 11.8 with SD of 2.22 and

post-intervention mean score was 10.1 with SD of 1.98.

The findings suggest that there was major change in the area of existential concern,

depression and physical distress.

‘7’ test is used for comparison of pretest and posttest perception of grief scores
of mothers. The average perception of grief score in pretest was 52.3 which was
reduced to 27.6 in posttest. The average perception score reduced remarkably after
planned intervention in experimental group mothers. The ‘Z’ value was 24.3 at 59
degrees of freedom The corresponding p-value was small (of order of 0.000 which is less
than 0.05). Therefore, the null hypothesis was rejected. This indicates that the reduction
in the perception of grief score is statistically significant. Planned intervention was

proved to be significanly effective in reducing the perception of grief score.

The two sample ‘Z’ test was used for comparing the change in perception of grief
of mothers in experimental and control groups. Average change in perception of grief
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score for experimental group was 24.7 which was 7.9 in control group. ‘Z’ value was
13.5 at 118 degrees of freedom. Corresponding p-value was small (of the order of 0.000
which was less than 0.05). Null hypothesis is rejected. Experimental group had the
significantly higher change in perception of grief of mothers as compared to that for
control group mothers. Planned intervention is proved significantly effective in reducing

the perception of grief.

Coping strategies of mothers of children with selected chronic diseases:

The coping strategies and the effect of planned interventions of experimental
group were computed by using frequency , percentage, mean, standard deviation, ‘Z’
test and two sample ‘Z’ test. In the pre intervention period, 71.7% of the samples never
used any of the coping strategies but after post intervention the score which changed
into 68.3% of them have often used coping strategy. This finding clearly indicates that
intervention resulted in significant improvement in the coping strategies of mothers of

children with selected chronic diseases.

In this research, the mothers used problem solving and emotional coping
strategy equally. After the intervention a slight increase in the problem solving area of

coping strategy occurred in the experimental group.

2’ test was used for comparison of pretest and posttest coping strategies scores
of mothers. The average coping score in pretest was 13.8 which was increased to 34 in
posttest. The average coping score increased remarkably after planned intervention in

experimental group mothers. The ‘Z’ value was 20.1 at 59 degrees of freedom The
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corresponding p-value was small (of order of 0.000 which is less than 0.05). Therefore,
the null hypothesis was rejected. This indicates that the increase in the coping score is
statistically significant. Planned intervention is proved to be significanly effective in

improving the coping strategies.

The two sample ‘Z’ test was used for comparing the change in coping strategies
of mothers in experimental and control groups. Average change in coping score for
experimental group was 20.2 which was 3.7 in control group. ‘Z’ value was 15.6 at 118
degrees of freedom. Corresponding p-value was small (of the order of 0.000 which was
less than 0.05). Null hypothesis is rejected. Experimental group had the significantly
higher change in coping scores of mothers as compared to that for control group
mothers. Planned intervention is proved significantly effective in improving the coping

strategies of the mothers of children having selected chronic diseases.

Correlation between dependant and demographic variables:

Demographic variables like number of children, diagnosis, duration of illness, age
of the child, gender of the child, and occupation of mothers were co-related with
dependant variables such as perception of grief and coping strategies reported and

observed at 0.05 level. The co-relations were computed using Fisher’s exact test.

It was found that diagnosis, duration of illness and gender were corelated with
perception of grief. Diagnosis duration of illness and gender are the demographic

variables which were found to have significant association with perception of grief as p-
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values corresponding to demographic variables ofdiagnosis (0.000) duration of illness

(0.013) and gender (0.014) were small.

Mothers of the children who are being diagnosed for leukemia were found to have
higher perception of grief scores as compared to those who are diagnosed for
Thallassemia. Duration of illness are also found to have significant association with
perception of grief. It has been found that perception of grief is more with in one year
after diagnosis. It has been found that gender is also associated with perception of grief.
Mothers of the male child were found to have severe perception of grief as compared to

those those with female child.

Duration of illness are the demographic variables which were found to have
significant association with coping strategies as p-values corresponding to demographic
variable duration of illness (0.041) were small. Coping strategies were poor in the one

year after diagnosis.

Opinion of mothers regarding planned intervention:

Opininon of mothers regarding planned intervention was obtained at the end of
intervention by opinionnare. Regarding information booklet 70 % of the mothers
strongly agreed that it was useful 65% strongly agreed that the content was adequte
and appropriate,regarding the language 63% strongly agreed that it is clear 58 %
strongly agreed that accurate and easy to understand. Regarding the presentation of
information booklet 55% strongly agreed that it is simple and 47% strongly agreed that

it is informative 68% strongly reported that it is attractive and interesting.
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Regarding the relaxation therapy 85% of the mothers strongly felt that
Relaxation therapy should be given to all the mothers whose children suffering from
leukemia or thallassemia. 75% of the mothers strongly agreed that Relaxation therapy
will help to reduce the grief and able to cope up with the situation. 62% of the mothers
reported that it will help to enhance the positive thinking. 83% strongly agrees that
everyone should learn the relaxation therapy. 55 % strongly agrees that it will help to
increases the self satisfaction. 57% disagree in the statement of extra time required to
do the relaxation therapy. Overall 53% of the mothers reported that relaxation therapy
is a best method to decrease the grief and increase the coping strategies. The mothers
also reported that they experienced a sense of relaxation, enjoyed good sleep and

experienced reduced grief because of the intervention.

Discussion:

The result of this study confirmed the presence of grief in mothers of children
with leukemia or thallassemia. These findings are in agreement with prior studies such
as that by Quttener et al ( 1998) who identified the presence of grief in parents of
children with leukemia. Also by J E M Betman (2006) who found the presence of grief in

mothers of children with cystic fibrosis.®**

These findings have important implications for parents, researchers and health
care professionals. Validating the presence of grief in mothers and acknowledging that
grief is a natural response to such a diagnosis would appear to be important, in that it

would put mothers and fathers in a better position to understand and address their
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feelings. It may also assist in enhancing the predictability of one’s’ behavior which would
in turn help in reducing any fears that one will lose control. Similarly, ensuring that
medical practitioners are aware of this loss and its impact would also appear important,
in that not only would give them a greater understanding of what mothers experience,
it would encourage greater empathy. This in turn would put them in a better position to

provide the support and help needed.

Such thinking is supported in the literature with Worthington (2001) suggesting
that caring may be closest the medical team can come to curing in regards to many of
the difficulties associated with chronic-illness. That is when a condition cannot be cured,
one’s ability to help parents through the difficult times is the type of healing that may
be most helpful, with there being a great deal that can be done to improve the
psychological and social consequences of a condition that will, in turn, assist parents as

they continue to live and work though the more difficult stages of reoccurring grief **.

The result of the study shows that interventions can reduce the grief and coping
strategies. Kennedy (2004) studied the effect of relaxation exercise including meditative
breathing on anxiety levels of mothers whose children with cerebral palsy. A
convenience sample of 39 subjects was studied. Anxiety levels were measured prior to
and post interventions with the State Trait anxiety inventory. Progressive muscle
relaxation, Jackobson relaxation technique, guided imagery and soft music was
employed to promote relaxation for one month. A significant reduction in anxiety level

was obtained on the post test.”
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The above findings support the findings of the present study, which indicates that

perception of grief and coping strategies can be reduced over a period of one month.

Implications also arise in the area of simply acknowledging this loss, with
Kennedy (1970, cited in Fortier & Wanlass 1984) noting that although an individual may
be aware of their grief, they may hide their feelings due to the lack of understanding
they feel from the environment. Studies such as this one, which highlights the presence
of grief, would therefore seem important in helping to increase understanding in society
which could in turn make it easier for individuals to feel their pain rather than feeling

that they have to hide it.**

The role of parenting a child with chronic illness has been examined in many
studies using both quantitative and qualitative methods. Based on these findings, the
clinical nurse can be proactive to provide support systems for families, respect their full
range of emotions, and prepare to work with them as team members in the
management of their child’s care. Special emphasis must be placed on the mother
because she is identified as the one who “carries the burden of care for the child with
chronic illness.” *®

Mothers of children with leukemia and thallassemia use both problem solving
and emotional coping strategies. The result revealed that giving information and
relaxation technique will help to improve the coping strategies. Stroebe & Schut (1996)

found that bio-behavioral interventions like guided imagery, progressive muscle

relaxation, and breathing exercise will help to improve the coping strategies of
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caretakers of mentally retarded child. Information seeking also seems an important

190 | evers and Drotar (2000) noting that studies have

coping strategy for parents
identified mothers desire more information about thallassemia. Interestingly these
information parents were after here was not just that concerning various aspects of the
disease, such as progression, diet, physical care, and physical development but also
information about how to raise Thalassemia children in general, the emotional and
social development of these children, what to do when they become ill. With this Levers
and Drotar also noted that in receiving information mothers wanted a positive hopeful
emphasis from their health care provider'®*,

In all findings cited above and the present study suggest that mothers of children
with leukemia and Thalassemia make use of wide range of coping strategies. Planned
intervention is effective to improve the coping strategies.

The diagnosis, duration of illness and gender are correlated with the perception of grief.
The result revealed that the mothers of children with leukemia are having more grief
than the mothers of children with Thalassemia. This may be because of the fear of word
cancer or perceiving the concept that cancer is not curable. Oathman (2009) found in his
study that parents are having more severe grief and coping problem with in one year
after diagnosis'®. Later on they will try to sdjust with the situation.Nusrat ara (2012)
stated in her article that preference for a male child is a known fact in India.The family
need son to carry on their name'®. Rakhi adhiti Ghosh ( 2012) found that mothers too

turn away from girl child.The report shows that 22.4% of women look forward to have

sons’ rather than daughters as against 20% of men in India wanting a male child %%
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With the above reference and the findings of the present study shows that mothers are
having severe grief with one year after diagnosis and grief because of loss of male child

will be more rather than a female child.

Duration of illness is also correlated with coping strategies. Perception of grief is
more within one year after diagnosis and coping strategies are poor within one year
after diagnosis. Exposure to a stressor over a period of time will reduce its impact on the
subject.

When the mother’s opinion about planned intervention (relaxation therapy &
information booklet) was asked, none of the mothers denied the positive effect of
relaxation therapy and information booklet. They all accepted that every mother should
learn relaxation therapy. It was observed by the investigator that all mothers took active
part in doing relaxation therapy and shown interest to read the information booklet.

Findings of the study indicate that planned intervention helps to decrease the
grief and improve the coping strategies of mothers of children with selected chronic

diseases.

Conclusion:

The conclusion drawn from the findings of the study are as follows:
Mothers of children with leukemia and thalassemia experience severe grief.

Higher levels of grief are observed in all four areas of grief. The ‘t’ test and ‘Z’ test is
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used to find out the effect of planned intervention on perception of grief and coping
strategies at 0.000 level of significance. The result revealed that there is a significant
reduction in the grief in the experimental group at 0.000 level. Hence the null
hypothesis is rejected and alternate hypothesis is accepted.

Mothers of children with leukemia and thalassemia have never used coping
strategies. Mothers have used both problem solving and emotional coping strategy
equally before intervention. After the intervention slight increase in the problem-solving
coping strategy is noted. The ‘t’ test, and ‘Z’ test is used to find out the effect of planned
intervention on coping strategies at 0.000 level of significance. The result revealed that
there is a significant reduction in the grief in the experimental group at 0.000 level.
Hence the null hypothesis is rejected and alternate hypothesis is accepted.

The correlation findings was done using Fisher’s exact test to find out the association
between demographic variables and perception of grief and coping strategies at 0.5
level of significance. The result revealed that significant correlation with diagnosis,
duration of illness and gender with perception of grief. The average perception score of
leukemia is more than the thallaseemia. Duration of illness are also found to have
significant association with perception of grief and coping strategies. It has been found
that perception of grief is more with in one year after diagnosis and coping stareties are
poor with in one year after diagnosis.The study also revealed that gender is also
associated with perception of grief. Mothers of the male child were found to have

severe perception of grief as compared to those those with female child.
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From this reaserch, it is very clear that planned interventions (Relaxation therapy and
information booklet) reduce the grief and improve the coping strategies of mothers of

children with leukemia and thalassemia.

Implications:

The findings of the study have implications for nursing practice, nursing education,

nursing administration and nursing research.

Nursing practice:

The results of the study are highly significant to nursing practice because it
provides a detailed description of the grief and the subscales of grief of mothers of
children with leukemia or thallassemia. The information will help the nurses and nurse
administrators to understand this grief and take measures to prevent those can be
prevented.

The coping strategies vary from person to person. This highlights the fact that
each person needs individual attention. Nurses can help the patient and care takers to
improve their coping strategies by discussing the strength and weakness of the adopted
strategies.

Validating the presence of grief in mothers and acknowledging that grief is a
natural response to such a diagnosis would appear to be important, in that it would put

mothers and fathers in a better position to understand and address their feelings. It may
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also assist in enhancing the predictability of one’s’ behavior which would in turn help in
reducing any fears that one will loss control. Similarly, ensuring that medical
practitioners are aware of this loss and its impact would also appear important, in that
not only would give them a greater understanding of what mothers experience, it would
encourage greater empathy. This in turn would put them in a better position to provide
the support and help needed.

These findings will be very useful to nursing practice because nurses can give
information regarding the disease condition and more over how to take care of the child
at home. She can encourage the mothers to ask doubts and clarify those doubts. She
can teach the relaxation therapy to the care takers of chronically ill children to reduce
the grief and stress related to their child’s disease condition and hospitalization. Nurses
are with the patient at all the time. So the children and the caretakers feel comfortable
enough with nurses to express enquire about and clarify doubts regarding their
experiences. The intervention like relaxation therapy may provide a sense of inner
control that will help the children and care takers to cope with grief they experience
because of the disease condition.

Another striking finding which has implication for health care and nursing is
opinion of mothers regarding planned intervention. Most of them expressed a strong
agreement regarding planned intervention .So it is nurse’s responsibility to assess the

grief and coping strategies and provide effective intervention.

Nursing Education:
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The nursing curriculum should include the learning experiences for the students
to assess, plan, implement and evaluate nursing intervention based on the felt needs of
the mothers of children with chronic diseases. Also should include learning experience
in developing and testing self-learning materials, teaching modules, and programmed
instructions for teaching mothers regarding care of the chronically ill child at home.

Nursing education across the world is progressing very rapidly. A significant
amount of nursing and other research have been conducted on the effect of various
alternative therapies on different conditions. While all these are specialty areas, a
student nurse learns her clinical skills in a general set up. Hence these research findings
will be very useful to nursing education- not only by adding to the theoretical base, but
also to help teach nursing students simple complimentary interventions.

Nursing administration:

Nursing administration is the vital force in hospital administration. The findings
of the research will help nurse administrators to conduct ongoing or in-service
education on simple interventions to minimize the grief in self, subordinates and to the
patient and care takers.

Research findings like these are of immense help to nursing administrations who
can use them to prove to policy makers the role of nurses in reducing grief and coping
strategies. The nurse administrator may conduct periodical in-service education on use
of alternative therapies and information booklet to reduce the grief and coping
strategies of mothers of children with chronic diseases.

Nursing research:
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Health care environment today is dynamic and more demanding, there is a need
to promote research based practice and the use of evaluated methods to measure and
document the quality and cost effective care.

Results of the present study can encourage the nursing personnel to utilize the
intervention in providing care to children with selected chronic diseases. More nursing
research should be conducted on the effect of alternative therapies in various hospital

settings and in various diseases condition.

Limitations:

1. The study was confined to purposive sample of mothers were able to
communicate in Marathi or English which limits the generalization.

2. The study findings are limited to the selected hospitals and the study data were
limited to the verbal responses of mothers. No observations were made.

3. Theresearcher did not have any control over the hospital treatments.

Recommendations:

On the basis of the findings of the study it is recommended that:
1. Similar studies can be conducted to assess the perception of grief of mothers

and fathers separately.
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2. Similar studies can be conducted to using other types of bio behavioural
interventions such as progressive muscle relaxation, guided imagery, music
therapy etc.

3. An explorative and detailed descriptive study may be undertaken to assess the
coping strategies of care takers of chronically ill children

4, A qualitative study can be conducted to assess the perception of grief of mothers
of children with selected chronic diseases.

5. The present study can be done with mothers of children with other chronic
disease also.

6. A study can be conducted on effectiveness of planned interventions on different
stages of grief of mothers of children with chronic illness.

7. A study can be conducted on effect of child’s improvement on mothers health.

Summary:

The chapter contained a summary of the findings, discussion, conclusions,

implications, limitation and recommendations for future research.
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