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Abstract

The aim of the present study was to investigate the moderating role of resilience on the relationship
berween perceived stigmatization burden and life satisfaction among primary caregivers of
psychiatric patients. The present research sample (N=250) comprised of equal numbers of male
and female caregivers with age range 20-60 years. The sample was selected by purposive
convenient sampling method. Participants were approached at different hospital of Rawalpindi
and Islamabad. Data was collected using Urdu translation of Resilience scale (Naz, 2011) to
assess resilience, Urdu version of Perceived Public Stigma Scale (Yagoob & Kausar, 2014) to
assess public/social stigma, Urdu translation of Burden Interview (Butt & Bashir, 2014) to assess
caregiver burden, and Urdu translation of Satisfaction with Life Scale (Diener, Emmons, Larsen,
& Griffin, 1985) to assess life satisfaction. Psychometric properties of scales revealed satisfactory
reliability for the study sample. For data analysis, Pearson product moment correlation,
independent sample t-test and multiple regression analysis were used. Resulls indicated that
resilience was significantly positively correlated with life satisfaction and negatively correlated to
burden as well as burden and stigma were negatively correlated with life satisfaction. Multiple
regression analysis showed that increase in resilience lead to decrease in public stigma.
Independent sample t-test was applied on gender and socioeconomic status which revealed that
females were more burdened than males and males had more life satisfaction than females and
there were nonsignificant socioeconomic differences in burden among primary caregivers.
Regression analysis further revealed that resilience moderated the relationship between burden
and public stigma. This significant interaction proposed that positive relationship exists between
burden and stigma as a result of resilience. These findings highlighted the need for intervention

plans to reduce stigma and burden among caregivers for their mental health.
L ]
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Chapter [

INTRODUCTION

Primary caregivers are considered as a backbone of family system. They play a significant
role in the supervision of all mental illness. Most of the primary caregivers are spouses, parents,
children and siblings and they are not only responsible for providing the financial support and
personal care but also moral support to the patients with mental iliness for a period of time ranging
from months to years. The person with mental illness is fully dependent on the carer. Thai’s why
caregiving cause social, emotional, behavioral and financial problems for caregivers and cause
various restrictions on their personal lives, socializing and relationships. Highly stimulating
demands of time and assets are considered to lead to the undesirable physical and emotional costs
for the carer. It covers a wide range, from mild irritation to drastic dysfunction that may cause
severe health issues. It can include physical fatigue and deterioration of mental and physical health.
This responsibility in turn can affect mental and physical health, resiliency and life satisfaction of
primary caregivers of psychiatric patients. It can also lead to a burden on the whole family, such
as emotional (shame, guilt, self-blame), psychological, physical and economic impact. The burden
can result from stigmatizing attitudes of society towards mental patients and their families, and the
lack of resiliency. Burden can also result from stigmatizing attitudes of society towards psychiatric

patients and their families and lack of resilience.

According to different researchers in their early writings on the resilience, they focused on
its progress in children and adolescents (Garmezy & Rutter, 1983; Werner & Smith, 1992).In
recent years, there has been growing interest in the resilience in adults (Smith-Osborne, 2007) and
families (McCubbin & McCubbin, 1996). Rutter (1999) was defined the concept of resilience

defined as the relative resistance of the experience of psychological and social risks, and as a



dynamic process that includes a positive adjustment in the context of substantial adversity (Luthar,
Cicchetti, & Becker, 2000). Richardson (2002) described the resilience as "the process of dealing
with difficulty, change, or opportunity in a manner resulting in the identification, strengthening
and enhancement of the resilient attributes or protecting factors”". Definitions of resilience in the
care providers vary, (Gillespie, Chaboyer & Wallis, 2007), but they all share the trait of
incapacitating difficulty to not only survive the everyday burden to care for a family members who
is psychologically ill, but to succeed. That is, to grow into a stronger and more resilient pcople,
and better person {(Van Breda, 2001). Resilience theory emphasizes on the strengths owned by
individuals or families that empower them to overcome adversity. The central ideas of the theoty
are the risk or susceptibility factors, positive or protective factors, pointers of resilience, and the

outcomes of resilience.

The perception of risk factors such as events and circumstances associated with the
adversity, or factors that reduce the individual's ability to resist stresses or overcoming adversity
(Smith-Osborne, 2007). Potential risk factors in the care of a family member who suffers from a
serious mental iliness includes caregiver stress, and feelings of stigma, reliance of client, and
family disintegration. Together, these factors can seriously negotiate the resilience of the caregiver
(Zauszniewski, Bekhet, & Suresky, 2009). A family member in a family with a psychological
illness puts the family unit and family members at risk for experiencing negative consequences in
terms of physical and mental health of family members and family functioning. When
psychologically ill family members living in the same place, and this may put caregivers at greater
risk for health (Pickett-Schenk et al., 2006). The risk of the poor health may rise more when
someone psychologically disturbed person call for constant supervision or direct personal care. [f

there is a lack of accessible, reachable, or inexpensive mental health facilities for families with an



individual having psychological disorder has been recognized as a risk factor in several studies.

{Pickett-Schenk, Cook, & Laris, 2000).

Some studies on the demographic features of the family caregivers of individual with
psychological illness may increase their exposure to risk to their health, including age (Murray-
Swank et al., 2006) and the level of education (Pipatananond et al., 2006). Studies proposed that
elder family members and those with less education may be more susceptible to health problems

and disturbances in the family performance.

Family caregivers who assess their condition where the threat is believed to be at greater
risk as much as (Fortune, Smith, & Garvey, 2005). They may comprehend that caregiving as
cumbrous or burdensome, (Perlick et al., 2008 ; Zauszniewski, Bekhet, & Suresky, 2009) and they
may report the grander feelings of stress (Zauszniewski, Bekhet & Suresky, 2009) Life events
more stressful, (Wang, Rong, & Chen etal., 2007), increasing the imbalance in the family
performances. Perlick and colleagues (2008) identified a high use avoidance coping techniques by
family members of persons who have psychological disorder. Even though avoiding coping may
be a less than optimal leve! of handling the stress, it is likely that this method may also be
protecting. Consequently, risk factors may be in one context and protective in another (Ungar,

2004).

The study was designed to discover the resilience of caregivers of individuals diagnosed
with schizophrenia and bipolar disorder, as well as to examine whether the resilience affect the
quality of an individual's life. For this purpose, a sample of 50 caregivers (25 from each group)
lives with patients, aged 20-70 years were selected from the Department of Psychiatry at hospitals,

organizations and clinics to deal with psychologically disturbed people situated in Delhi, National



Capital Region, India. Two standardized tools were used for this study, World Health Organization
quality of life and Connor Davidson resilience scale. Results indicated resilience to be the same in
both groups of care providers, i.e., there was no significant differcnce between the resilience in the
care providers of patients with schizophrenia and patients of bipolar disorder. There was
significant correlation between quality of life and resilicnce in the carc providers of individuals
diagnosed with schizophrenia and bipolar disorder caregivers. The results of the study was not
compared which were obtained with the normal group of individuals to sec whether and how the

quality of life and the resilience vary from that of caregivers (Jain & Singh, 2014).

Since time centuries old, psychological disorders affect the lives of individuals throughout
the world. There cure, treatment and care have been distress for the patient themselves, and also
for their government, society and care providers. People live in a family setup, when any family
member ill, it is family members who spontaneously appointed to take a good care of the individual
during his disorder. Furthermore, as a result of dc-institutionalization and the increasing
transformation of the mental health care community, and the role of family care providers has
increased significance (Kaushik & Bhatia, 2013). Thus, the responsibilities of care providers
signilicantly increase because they must take care of the medical, financial and social needs of the
patient along with their own personal needs. They, as members of the family of psychologically
ill patient feel a lot of burden and pressures in the management of individual diagnosed with the

disorder.

There have been many studies to determinc the burden of care and reduce the resulting
colonel in the resilience and quality of life (Marsh, Kersel, Havill, & Sleigh, 1998; Masten et al.,
2004; Saarni et al., 2010). Social support has been recognized that may also mediate in the response

of burden of care (Brooks et al., 1987). Talsma (1995), in a cross-sectional study evaluated a



theoretic model of resilience. She noted that the chronic stress was one of the risk factors that have
had an unfavourable effect on the resilience of the individual. In India, Math, Reddy,
Chandrshekar, and Gururaj (2008) emphasized that the family burden and economic load was
considerably higher in people with schizophrenia compared with other mental disorders. Kaushik
and Bhatia (2013) presented a study on the burden and quality of life in partners of patients with
schizophrenia and bipolar disorder. The results showed significant effects of gender and family
type on the partner’s burden. The quality of life of partner of people with psychological disorder
to be slightly less than that of the general population. These studies make available to us with
vision into the problems of care provider, yet, there are insufficient number of research studying
the quality of life and resilience of care providers for individuals living with mental illness such
as schizophrenia and bipolar disorder. Furthermore, a comparison between the combination of
these two variables (QOL and resilience) together and how they affect the caregivers has not been

tried. Therefore, this research was conducted to discover these aspects.

Stigma defined as an imperfection that is caused by personal or physical attribute that is
perceived as socially intolerable (Blaine, 2000). And "the stigma associated with secking
psychological health facilities, therefore, is the belief that the person seeking psychological
management is not desirable or socially unacceptable” (Vogel, Wade, & Haake, 2006). The
presence of a public stigma (i.e., negative views of a person by others) surrounding psychological
disorder and the pursuit of psychological services is clear. Previous studies have found that the
public often describe people who suffer from psychological illness in terms of the undesirable
(Angermeyer & Dietrich, 2006). For example, research survey showed that the most of the

respondents of community report negative attitudes to the people who suffer from a specific



disorder (Crisp et al., 2000}, and tend to avoid and identify as serious those who have been regarded

as a hospitalized previously (Link, Cullen, Frank, & Wozniak, 1987).

Most of the studies on stigma related with psychological illness have focused on pcople
who suffer from schizophrenia or psychological ailment of severe illness. Nonetheless, there are
some suggestions that people who suffer from bipolar disease can also be stigmatize (Faden,

Bebbington, & Kuipers, 1987).

The research results revealed that the care provider stigma upsurges the burden of the
caregiver in the case of Alzheimer's disease. Using this information, psychosocial involvements
have to mark the stigmatic views so that the burden of the caregiver may reduce to some extent.

{Werner, Mittelman, Goldstein, & Heinik, 2011).

People who suffer from psychological ailment are one of the most stigmatized layers of
our society. According to Elliott and his colleagues, the public stigma related with psychological
illnesses makes it psychological ill illegal socially. And it is seen that they are unable of usual
interaction, hazardous and unpredictable, and these observations lead to their segregation from
society (Elliott, Ziegler, Altman, & Scott, 1982). Therefore, they are facing a challenge not only
because of their ailment but also the stigma and stereotypes that are accompanying with them by
society. In Asian countries, and is estimated to constitute neuropsychiatric disorders that are
comprise of 11.9% of the total burden of disease (WHO, 2008). In developing counitries, less than
35% of psychiatric patients receive care (WHO, 2001). In spite of the accessibility of psychological
health care (although minute), individual frequently do not ask the basic treatment because they
fear the stigma of public shame and disgrace. Accordingly, we were stimulated the psychiatrists

who treat the psychologically ill people to address the social framework, the nature of negative



experiences, self-image and attitude of the society about the mental illncss. Recognizing the
adverse attitudes on the way to psychological iliness is the first footstep in the planning of proper
mental health policies and plans for the treatment of mentally ill people (Byrne, 2000). Not to
recognize the public stigma and its consequences can result in the scgregation of psychologically
ill persons from the society (Goffman, 2009). Moreover, persons with psychological ailment who
justify prejudice and accept self-stigma, which can lead to stress and can affect their ability to live
independently (Corrigan, Patrick & Pennsylvania, 1999). Their incrcase in the tension may also
lcad to the mental complications such as depression (Link ct al., 1997), and anxiety (Farina, 1981),

and low self-esteem (Link, 1987).

Recognizing that the burden of carc providers "is a global issue, the World Federation of
Mcntal Health issued a report in the fayour of that care for those people whe have chronic illness
have need of untiring exertions, energy, consideration and incontestably and significantly affects
the daily lives of caregivers of psychiatric patients. More frequently, primary care providers arc
given to be little appreciation for this respectable act, and policies in most of the countries do not
arrange for economic sustenance for care services they afford. The physical and emotienal health
of primary caregivers of psychiatric patients is frequently disregarded when they struggle to
achicve a balance between work and family and caregiving. In relation with the lack of personal,
economical and emotional assets, many caregivers regularly face enormous pressure, depression,
and / or anxiety in the year after the start of provision of caring their patients with psychological

ailment (World Federation for mental Health, 2010).

The negative effects for the care of family members suffering from chrenic psychological
ailment have been studied since the carly 1950s, when psychiatric foundations began settling

patients to the society (Chan, Mackenzie, Ng & Young, 2000; Reine et al., 2003). A hurden on the
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family denotes to the significances for those who are in close contact with someone with a severely
distressed person with psychological health issues. Some authors differentiatec well between the
objective and subjective burden. Objective burden respect to the symptoms of patient, behaviour,
societal and demographic features, and factors such as changes in family routine, family or social
relationships, work, and relaxation, psychological and physical hcalth and subjective burden id
self-distress and distress among family members (Raine et al., 2003). From the 1970s to the 1980s,
the term burden has been used to define the negative effects of mental disorders to primary
caregivets. It has been studied about the burden of care providers to determine the possibility of
discharging the patient in the public to enhance the progress or to improve the concept of
caregiving and its fundamental construction and subjects (Chien, Chan, & Merrissey, 2007). In
recent years, view of the burden of providing care has been expanded to involve the physical.
mental, societal and economic problems of the families caring for a nearby with a chronic or severe
psychological illness. The acceptance of this opinion by the international community (World

Federation for Mental Health, 2010).

Research evidence from various countries on family caregivers of people with
schizophrenia commonly support that there is insufficient assistance and support to primary
caregivers (Chan, et al., 2009). Research has regularly designated that primary caregiver’s
statement a high level of burden on care for their family members living with psychological illness.
Mental health of family caregivers may become seriously weakened (Cuijpers & Stam, 2000).
Many family caregivers reported the lack of knowledge and skills necessary to take care the
responsibilities of providing sustenance to these patients of family having psychological disorder.
Thus, they are not able 1o deal with a large amount of the roles and responsibilities of care (Chan

et al., 2009). Families frequently face the daily pressures of behaviours that are unexpected and



strange of their relatives with schizophrenia, external pressures of stigma and segregation of the
family and emotional obstruction, such as guilt and isolation, and family struggles in the care
procedure. Often, noticeable adverse impacts are stated by the primary care providers, including
depression, anxiety, grief, and physical complaints. Setback client and re-input are very common

of the clients (Chan & Yu, 2004; Martens & Addington, 2001).

The burden that was observed in the family caregivers of people who suffer from
schizophrenia in different regions and cultures. In Europe, Canive et al. (1996) Spanish study
defined various major cffects of caring the patients with psychological ailment, which included
the deprived health of family caregivers, and the disturbance of social and recreational events and
resident practices, and a decline in household earnings. In Italy, Magliano et al. (1999) examincd
the burden and coping strategies of the main relatives of paticnts with schizophrenia and found
that levels of the burden on the primary relations did not differ much from those that on other
relations. They concluded that it is essential to arrange for maintenance strategies to the largest
possible number of relatives. In Switzerland, Lauber et al. (2003) determined that the most
important predictor of the burden is the connection between care providers and patients with
aggravating schizophrenia. There are substantial medifications in the affiliation during the chronic
phase of the illness. Other factors of burden include dangers, harassment, time, social and
recreational accomplishments. Lauder et al. proposcd that the families should be trained to deal
with the burden. They have to learn how to deal with annoying behaviour and conduct and make
necessary modifications in the relationship of caregiver with the patient. Relatives have to be
involved in determining whether a patient have to be taken to hospital or not. In a Swedish study
(Ostman, Hanson, & Anderson, 2000), it has been investigating about the family burden and

involvement in the care of people to both willingly and forcibly admitted patients with mental



illness. It was found that interventions to create a network that is well established, work well in
families where relatives have seen mental health problems are useful. A different Swedish study
of Hjarthag, Helldin, Karilampi, and Norlander (2010) recognized that the increase in the burden
of family may be linked to the increasing severity of the patient's symptoms of illness, and
considered that the decreased functioning was the single greatest influence on burden on the family
members. It was noted that specialized maintenance to control psychiatric symptoms and increase

the daily functioning of the patient can decrease the burden of the family.

It is proposed in a comparative study of the European American and Latinos (Jenkins &
Schumachetr, 1999) that the kinds and stages of burden of family members can be associated to the
circumstantial features including sexual role, race, diagnosis, and living conditions. Mexican
Americans study (Magaiia, RamirezGarcia, Hernandez, & Cortez, 2007) reports that between 12%
and 18% of family care providers come across the deadlinc for being at a danger of having
depression. The younger age care providers, low educational levels of caregivers, and higher levels
of patient symptoms of psychological complaints were prognostic of sophisticated levels of
symptoms of depression. Perceived burden of care providers intermediated the association
between psychological symptoms of patients and depression of care providers. "Was associated
stigma largely seen for caregivers,” Caregivers symptoms of depression. In a US study (Biegel,
Shafran, & Johnson, 2004), it was explained that the pace of customer behavioural symptoms and
decrease the amount of support seen from family members, and developed tbe level of the overall

burden of care provider.

In the Asian regions, so many communities are controlled by Confucian ideclogies, with a
strong focus on the explicit characters and sound relationships between family members, and thus

keep the balance. Occurrence of psychological ailment in a family member commonly results in

10



mental and emotional conflicts for the whole family (Chien & Chan, 2003). A study in Malaysia
(Chang & Horrocks, 2006) described that family care providers have to deal with the impact of
the stigma of psychological illness of their relatives. A research of the Hong Kong Chinese families
described that a large part of the burden was associated to the stigma and a lack of psychological
health services and therapeutic facilities. And included the significances of the care is families
social segregation and economic problems. And social stigma causes petsonal burden as a result
of stressors, anxiety, low self-esteem, hopelessness and dependence occur (Tsang, Tam, Chan, &
Zhang, 2003). In Thailand, people desired to take care of the psychologically ill patients at their
home. The qualitative study described that families however considered caring of their mentally
ill relatives as suffering. "Suffering” denotes to the undesirable that is giving to mentally ill
relatives including Somatic burdens, emotional suffering, financial problems and the stigma about
psychological ailment, and the deficit of information about psychological disorder and its
indications (Sethabouppha & Kane, 2005). In India, Gururaj, Math, Reddy, and Chandrashekar
(2008) study indicated that the burden of the family and economic burden both were considcrably
higher in people suffering from schizophrenia as compared with other psychological disorders,
such as OCD (obsessive-compulsive disorder). And this maximized the burden and that was

caused of disturbance in routine of family activities and entertainment.

So all the evidences showed that the difficulty of the family burden of caring for those
relatives having schizophrenia disorder is a task in both highly advanced and emerging nations. 1t
seems that the main effects of providing care, such as emotional disturbance and depression, and
decrease in the opportunities for social interaction, economic problems, are communal in different
nations. Psychological disorder originates with the supplementary burden of the undesirable tag.

It is most frequently stated that the burden of care crosswise the researches is the stigma associated

11



with psychological ailment. Stigma against psychological ailment is still a worldwide phenomenon
and it is an exact and actual difficulty for those people who have any psychological disorder and
their families. The stigma can cause a threat to the self-image, interaction with others, and
occupation of a person who have schizophrenia disorder. It can also cause similar extortions to
family members of the patient. Predisposition and judgement can cause as a result of stigma. It can
also disappoint the family care providers to ask for help. So it is very necessary to help carc
providers of family and people who suffer from schizophrenia so that they can deal with the stigma.
Minimizing stigma also needs public psychoeducation and the desire of persons to encounter the

stigma related with psychological ailment.

Idstad, Ask, and Tambs (2010) described their study which is related to the burden of living
with someone who is mentally ill, and more explicitly the relationship between psychological
tliness in the individual and symptoms of anxiety and depression and personal well-being in the
significant other. Altering for numerous variables involved, and record of the people who suffer
from considerably less on the personal well-being and considerably higher on the indications of
anxiety and depression, as compare to those people who are without psychological iilness. In spite
of the utmost importance, there was a moderation in the effect sizes, corresponding to a difference
in the standard deviations ranging from 0.34 to 0.51. And it supports the idea that there is an
relationship between psychological disorder in one partner and the burden in the partner, but not
as much as that has been stated in previous studies, as the entire results didn’t specify that a huge
amount of the couples reach the level of symptoms of anxiety and depression, which reveals

psychological illness.

Researchers usually rcach a decision that psychological illness denotes a burden on the

care providers and the family of the person who is suffer from psychological disorder (Ohaeri,

12



2003; Baronet, 1999). Intcrest emerged in the burden of care provider when psychiatric patients
commenced to be deinstitutionalized (Kuipers & Bebbington, 2004). The burden of care provider
states to an excessive contract of stress and complications faced by the family or care provider of
the psycholopgically unwell people, containing a wide array of mental, emotional, communal,

somatic and economic complications (Kaufer, Borson, Kershaw, & Sadik ; Magliano et al., 2005).

Different studies on the burden of care provider has conventionally concentrated on the
relatives of persons who suffer from chronic psychological disorders such as schizophrenia
(Saunders, 2003; Awad & Voruganti, 2008), bipolar disorder (Ogilvy, Morant, & Goodwin, 2005),

dementia (Cuijpers, 2005).

Rose, Maltinson, and Gerson, (2006} studied on the means for psychological health care,
family interferences need to assess those ranges that respond to the needs of families that are
conveyed. Even though the burden of the family has been acknowledged, it does not know much
about the areas of distress that families feel they need to direct support with, to be an active care
provider for those family members who suffer from psychological illness. Telephone intervicws
were arranged with 30 family members of the psychologically unpleasant people. The evaluation
of the burden, and a sense of mastery, and care providing situations was done. Flexible questions
were raised for the additional considerations of care providing apprehensions. The greatest
identifiable burden was "have to worry about the future." The most apprehension was "to deal with

grief and sadness.”" So they were recommended in the study to evaluate the family's concerns.

Earlier studies have revealed that care providers who are familiar to the patients suffering
from psychological disorder in Europe, (Angermeyer, Schulz, & Dietrich, 2003), Australia

(Winefield & Harvey, 1994), Asia (Zahid & Ohaeri, 2013), and Africa {Elmahdi ct al., 20! 1) face

13



the modest to greater levels of care provider burden. On the other hand, the socio-demographic
and clinical features accompanying with the burden of care providing differ through researches.
Factors that incline to be constantly connected with a greater burden levels through the studies
including the psychological illness of the patient and rigorousness of symptoms (Awad &
Voruganti ; Zahid & Ohaeri, 2010), and low academic achievement in the care providers (Caqueo-
Urizar & Gutiérrez-Maldonado, 2006; Zahid & Ohaeri, 2010) and the lack of social support

(Magliano, Faden, & Madianos, 1998; Ohaeri, 2005).

Shah, Wadoo and Latoo (2010) reviewed some studies about the burden of care providers
in psychological disorders. Families face the main duty for this care. Caregiver experience the
psychologically disturb health as a straight results of the role of their care and face greater amount
of psychological ill health then the overall inhabitants. Production burden eon care providers is a
difficult procedure and is linked to sex, age, and fitness, position in the society, indigenous and
cultural association, and lack of social support, managing style, in spite to the pressures of the
same disorder. It seems that caregivers suffer from at least modest levels of mental symptoms of
any psychological disorder. The behavioral difficulties accompanying with psychological
disorders also upsurge the anxiety levels of caregivers. The results of the review of carrying a
widespread understanding of the situation of care provide with its results, and applied implications

in the development of effective policies to support the family care provider.

According to the World Health Organization (WHO), around 450 million people suffer
from mental illness (WHO, 2010). People who suffer from mental illness and their families
frequently suffer from the stigma, social seclusion, poor quality of life and a numerous
psychological, social and socioeconomic complications (Chan, 2011). Widespread figure of

research which is published revealed that the severe mental illness have a disastrous effect on huge

14



numbers of people all over the world, and these situations are forecasting to many social and
psychological effects which is negative for people as well as for their families (Hanzawa et al.,
2010). There are different cases of the negative effects that patients and their care providers were
experience different levels of burdens, stain, discrimination, and poor personal relations (Tan et
al., 2012); low professional performance or loss of social support; (Hanzawa et al., 2010), and the
poor quality of life (Boyer et al., 2013). In fact, the complication of the treatment and the
difficulties which are come across with various mental illness makes it difficult to clearly regulate
the optimum level of quality of life can be achieved among patients who suffer {from these diseases

and their care providers.

Many prolonged diseases subsidize in the overall burden of disorder. Nonetheless,
prolonged mental illness subsidize to 14% of the total overall burden of disorder (WHO, 2010).
Even though there are fruitful and beneficial treatments known for most of the mental illnesses,
still most of the affected population, and up to 75% in many under developed countries, do not
have even avail such treatments (WHO, 2012). It can includes lack of resources and care, and the
lack of trained health care providers and social stigma associated with mental illness that are the

obstacles to successful psychotherapy and psychological treatment (Chan, 2011; Tan et al., 2012).

According to numerous studies, the negative effects of disgrace and discrimination on both
the patients and their families. A research Study conducted in Jordan confirmed that the stipma
related to mental illness is a major concern for family members. Stigma experienced by family
members in their daily livings may inhibit with the better outcome and quality of life of the
caregivers who are ill, as well as for their families (Dalky, 2012). Furthermore, perception of

stigma between family members, as well as for the patients. Subsequent in fear, low self-esteem,
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shame, embarrassment, privacy, (Satorius, 2012} isolation and distrust, anger and an inability to

adapt, and despair, or disability (Dalky, 2012).

Further, perceived caregiver burden has been associated with premature institutionalization
and patient reports of unmet needs (Bastawrous, 2012). All over the world, family care providers
are considered to be responsible for long lasting care to those patients who are chronically ill. It
has been renowned as an activity to provide care with the benefits and burdens (Bastawrous, 2012).
Many research studies have been stated the presence of different types of burden as seen by family
caregivers. The burden of providing care has different definitions that depends on the views of
cultural and family look of a group of the population which is under observation. In this research,
it has been activated as the sum of points on the caregivers’ index scale in Arabic version by Kamel
et al. (2012). And consequently, care providers may be susceptible to several physical,
psychological and social problems including depression, sadness, fatigue, changes in social
relations (Bastawrous, 2012; Bauer et al., 2012; Chan, 2011). Moreover, the perceived burden of
care was related with institutionalization and the patient's previous records of unmet desires

(Bastawrous, 2012).

Some research studies have used the term quality of life (QOL), well-being and functioning
interchangeably with life satisfaction (Post, Witte, & Schrijvers, 1999). Life satisfaction is
frequently denoted as the global quality of life (QOL) (Veenhoven, 2000 ; Elawsky, et al., 2005).
In the main emphasis of treatment for prolonged illnesses, the present health care system has
perceived significant modifications. The main purpose of handling prolonged illnesses has
modified from improving symptoms to increasing and preserving the quality of life of patient and
several social events (Sidlova et al., 2011). Therefore, the notion of quality of life has become one

of the main indicators for the evaluation of treatment efficiency for all kinds of illnesses. In the
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field of clinical psychiatry, the level of QOL has been evaluated as an sign of the treatment cfficacy
of or schizophrenic reintegration and other psychological illnesses. Indeed, considering quality of
life of both primary caregivers’ and patients” will enhance and offer required facts for clinicians,
for the development of different interventional plans that can improve the health outcome of

patient and caregiver,

In recent times, the quality of life concept has gained more consideration from clinicians
and health care givers. It is important to assess or determine the general health of patients who
suffer from chronic mental illnesses, as well as their care providers (Barnes et al., 2012). Many
aspects, such as stigma and burden are described to have an effect on the perception of the quality
of life for carer and patients who suffer from mental illness (Bauer et al., 2012). This makes it
strong that why it is very essential to examine these aspects and determine which oncs are rclated

with the quality of life for each of the families and patients who suffer from mental illness.

Psychiatric patients’ de-institutionalization has great focus on management of the family
in society, and those family members are frequently overwhelmed by the overloads of the patient
having schizophrenia. Most studies of the burden of the family has taken in schizophrenia in
developed countries. The study of family burden and related in a loeal area of South American
countries with medium-income which includes sixty-five relatives of schizophrenia patients who
were attending a ceremony of public mental health out-patient services in the Arica province,
Chile, were assessed on burden of Zarit caregiver and Health Survey SF-36. The results showed
the level of caregiver burden was very high, mainly for mothers and care providers who werc less
educated and caregivers of younger and care providers of those patients who suffer from more
hospitals in the three previous years. In statistical analysis, relationship and a number of most
recent hospital reserved contrast predictive variance. On SF-36 subscales, the burden was stronger
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predictor. It was revealed that family members of patients suffering from schizophrenia in the local
areas of Chile reported high levels of the burden of functional and related to heath issues. The
study shed light on the support needs of caregivers in the backgrounds of high poverty and limited
health resources and community levels (Gutiérrez-Maldonado, Caqueo-Urizar, & Kavanagh,

2005).

Mental health care that focuses on the community has put increased responsibility on
families to care the patients with mentally ailment. This was caused by a large and increasing
number of people suffering from mental illnesses. According to the World Health Organization
(1990), psychological conditions were the five out of the 10 main causes of incapacity that was
measured all over the world in the years lived with a disability: dcpression, schizophrenia, mood
disorders, alcoholism and obsessive-compulsive disorder (Murray & Lopez, 1996). It is predicted
that by 2020, major depressive disorder will be flew to second place which has already at the fourth
out of the ten (Brundtland, 2001). More than 450 million people in the world suffering from
psychological disorders. This involves 121 million people suffer from depression, 24 million from

schizophrenia, and 37 million suffer from dementia (WHO, 2001).

In reaction to the huge and increasing number of those people who are suffering from
psychological disorders and their effect on family members, and began to include their families in
research who suffer from mental disability. A number of reviews from previous researches have
revealed that psychological illness results tn a substantial burden and worry in the family (Faden,
Bebbington & Kuipers, 1987; Maurin & Boyd, 1990). Vaddadi, Soosai, Gilleard and Adlard
(1997) reported that 79% of care providers of people with mental illnesses shows a great deal of

emotional distress / psychological disorder.

18



Barrowclough and Barley (1997) proposed that 57% of caregivers with high levels of
psychological distress when admitting the patient to the hospital, in 30% of care providers, this
psychological stress has remained with the same intensity when the patient came back to the house.
In a literature view by Cummins (2001) on care providers of those people who suffer severe
disabilities, he said all of these research studies analyzed higher than normal levels of distress
among care providers. The main theme in these research studies the level of anxiety and depression

was higher than normal.

Life Satisfaction is well-defined as a sensible, intellectual, universal sentence of one’s own
life. It is not a valuation that is based on superficially imposed objective values, but quite
depending upon evaluation of ane’s life situations to one’s own internal values (Pavot & Diener,
1993). Life satisfaction with respect to wellbeing by Deiner, Biswas, and Diener (2002), proposcd
that wellbeing or happiness has both an intellectual (judgment) and emotional (emotive) aspect.
The emotional aspect comprises of low often an individual explain his positive and negative

experiences. Satisfaction with life is mcasured to be the intellectual aspect of this wider concept.

Life satisfaction with respect to life domain differentiate between the satisfaction of lifc
domain with explicit zones of life of an individual like employment, marital status, and
socioeconomic, whereas global judgments. Life satisfaction is much wider containing of wide-

ranging judgment of life of an individual (Sousa & Lyubomirsky, 2001).

Personal strength for life satisfaction is described as awarcness of individuals’ own
distinctive strength, of how to take benefit of them, to bring happincss to the individual, and
fulfilling life. An individual purpose goal to distinct capacities and strength to take advantage by

expending them each and every day. (Sosusa & Lyubomirsky, 2001).
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The Life Satisfaction Index A (LSI-A), is a multi-dimensional tool designed to indicate
previous and present experiences of a person and the impact of these tests on the complete life
satisfaction of the person (LS) as a successful aging measure (Neugarten, Havighurst, & Tobin,
1961). Al Windi (2005) revealed that the Life satisfaction, was a strong predictor of professed
health beside with depression and a number of symptoms. Other factors seen from the Enkvist et
al. (2012) to be associated to life satisfaction of those people whose age range from 78-98
contained within marital status, education, and functional capacity. Research studies on the life
satisfaction of caregivers using the LSI-A are very few. Broe et al. (1999) showed that providing
personal care by the caregivers reported less life satisfaction caused primarily caused by a stressful

relationship with the person who cared for.

Bailey and Snyder (2007) conducted a research on life satisfaction and research finding
revealed that satisfaction with life was significantly positively associated to optimism, self-
efficacy, locus of control, self-esteem and looking for social support. Optimism, self-efficacy,

locus of control, self-esteem, and looking for social support are protecting features of resilience.

Fredrickson et al. (2003) conducted a research on the relationship and life satisfaction in
faction and resilience which the relationship of life satisfaction was consistent and revealed that
there was positive correlation between rcsilience and life satisfaction and satisfaction with life was
also suggestively associated to the resilience. Level of satisfaction with [ife of those student who
were resilient, significantly high scorer than those of students who had low resilience. King (2000)
concluded that resilience was not only positively correlated to satisfaction with life among

individuals, but also resilience significantly predicted satisfaction with life.
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It is taken a significant amount of time for the role of carer, which limits the time available
for the chase of social and recreational activities and job opportunities. Also, care providers should
deal with the recession and transforming nature of mental iliness and challenging behaviour of
mentally ill recipient. Discontinuous features of a psychological illness are described highly
unpredictable of that is the most difficult to live with somcone in such circumstance
(Sveinbjarnardottir & Dierckx de Casterle, 1997), as a care provider is essential continuously
readapt the caring response to this irregularity (Collings & Seminuik, 1998). In general, it can be
viewed that role of caregivers could jeopardize mental health of care providers, but thesc are not
uniform among individuals. Remarkably, even under accurately parallel circumstances, some
people are capable to adjust in a better way to the role of caregivers while others easily hecome
emotionally destroyed. One of the most important aspect that could make a big difference in the
mental health of people in unfavorable conditions, but that is frequently disregarded, is the
personality of the individual. It refers to permanent personal style, distinctive ideas, emotions and

behaviors that describe the way of an individual adjust to the world (Santrock, 2003).

In spite of the problems related with providing care to the psychologically ill patients and
a huge number of persons concerned, and experimental research on the issue meager to some extent
in Nigeria (Abikoye, 2007 ; Kabir, lliyasu, Abubakar, & Aliyu, 2004; Omonzejele, 2004). Therc
is emerging concern that the ranks of people who need or are expcriencing treatment for
psychological problems and swelling at an unparalleled rate in Nigeria, hut not so much has been
done in the light of understanding the psychological and social issues that are involved. This
signifies a great risk not only to care providers but to the community as a whole because of the
consequences of ignoring this group of at-risk populations can be distressing. This study examined

the effect of the core self-evaluations and demographic variables on the mental health of family

21



caregivers of people with psychological illness in southwestern Nigeria. It was hypothesized that
care providers of persons suffering from mental illness will be suggestively poorer on the mental
health of people in the control group, and that would be the essence of core self-assessment and
some demographic variables operations (age, sex, marital status, employment status, education)
play important roles in mental health among of caregivers of people suffering from mental

illnesses.

1.1. Rationale

Various studies have been conducted to examine the etiology, epidemiology and
management patterns of psychological disorders and mostly focused on the patients., Less
importance is given to the problems of the care providers who take care of the patients and the
clinicians hardly give any consideration to their issues. As compared to the West, there are very
few studies about the effects of a mentally ill member on the rest of the family in Pakistani settings.
The goals of the study is to determine the psychological and emotional stress associated with the
role of the carer, and the role of perceived stigma and burden of psychological ill patient on the

resilience and life satisfaction of caregivers.

In Pakistan, a study was conducted on the level of depression and anxiety among eighty
caregivers of Schizophrenia, substance abuse and depression. This research study was a
comparative study with the aim of measuring the level of depression and anxiety among the
caregivers of patients having different psychiatric illnesses. The research findings indicated that
caregivers of the patients having schizophrenia, depression and substance abuse, have substantial
high level of depression and anxiety and there were significant gender differences (Basheer, Niazi,

Minhas & Najam, 2005).
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Another study was conducted on Burden of care in caregivers of patients with
Schizophrenia and Epilepsy. Result revealed that more than half of the primary caregivers showed
high level of burden of care and the most of them had mental health problems. (Anjum, Chaudhry

& Irfan, 2010).

This study can be effective to reduce the burden accompanied with the care of patients who
suffer from mental illness. By the help of this research, the focus can be put down on anticipation,
early diagnosis and immediate treatment for psychological illness. Societies can be educated about
the nature of psychological illness in an effort to reduce the burdens, stigma and pressures on the
development of resilience and life satisfaction through various interferences for caregivers of
patients with psychological illness. Doctors can also pay attention to the needs of the care providers
of patients who suffer from psychological illness. The implications of this study is to work on a
therapeutic program that will emphasis on improving the psychological characteristics of the care
providers that will ultimately sustain satisfaction with life, which in turn improve their resilience

as well.

Keeping in view the significance of this research, it is recommended that the doctors,
psychiatrists, psychologists, therapists and other health personnel will not only offer support to the
patients with psychological illness but also give appropriate consideration te the caregivers of the
patients. Therefore, this research is scheduled to learn about the burden of carer, and how much
dramatically affect the resilience and life satisfaction of the care providers of patients with
psychological illness and mental health problems associated with caregivers of patients who suffer
from psychological ailment. This could be a useful way to generate statistics that can monitor the

management plans about the mental health of caregivers in future.
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2.1.

Chapter 11

METHOD

Objectives

Following are the objectives of the study:

2.2

To find out the relationship between resilience, burden, perceived public stigma and
life satisfaction.

To study the moderating effect of resilience on burden and public stigma among
primary caregivers of psychiatric patients.

To examine the effect of demographic variables (gender, socio economic status) on

perceived stigmatization, burden, resilience and life satisfaction.

Hypotheses

A positive relationship exists between resilience and life satisfaction among primary
caregivers of psychiatric patients.

A negative relationship exists between burden and resilience among primary caregivers
of psychiatric patients.

A negative relationship exists between burden and life satisfaction among primary
caregivers of psychiatric patients.

Perceived stigmatization negatively correlates with life satisfaction among primary
caregivers of psychiatric patients.

More resilience leads to less perceived stigmatization among primary caregivers of
psychiatric patients.

Perceived public stigma has positive effect on burden among primary caregivers of

psychiatric patients.
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7. Resilience has negative moderating effect on relationship between burden and public
stigma among primary caregivets of psychiatric patients.

8. Female caregivers are more burdened then male caregivers.

9. Male caregivers have more life satisfaction then female caregivers.

10.  There are sociceconomic differences in burden among primary caregivers of

psychiatric patients.

2.3. Operational Definitions

2.3.1. Primary caregiver:
It is defined as giving concrete care, support and mutual sustenance to those family members
who are experiencing any type of psychological complications and they are not even capable
to accomplish certain responsibilities at their own. In these circumstances, Care providing is
the addition of astonishing care that goes away from of normal care (Arunima & Ranjee, 2013).
In this research, these will be the person among the family members who is mostly taking care

of patient.

2.3.2. Psychiatric patient:
It is defined as a person who’s having mental disorder, a syndrome considered by clinicalty
significant disturbance in cognition, emotion regulation, or behavior of an individual that
reveals a dysfunction in the psychological, biological, or developmental courses underlying
psychological functioning. Psychiatric disorders are usually related with substantial
disturbance in social, occupational, or other significant accomplishments. Psychiatric patient

will be a diagnosed person by a psychiatrist working at a psychiatric/mental health setting,

25



2.3.3. Perceived Public Stigma:
It is the person’s negative estimate. It is a smudge or flaw that is a result of an individual,
mental or physical characteristic that is noticed as publically intolerable (Blaine, 2000). In the
present study, individuals’ high scores on scale of perceived public stigma will show rate of

perceived public stigma in primary caregivers.

2.3.4. Caregiver Burden:
It can be defined as the existence of difficulties, complications, resulting distress or adversative
effects which affect the lives of caregivers of psychiatric patient e.g. members of family (Platt,
1985). In the present study, individuals’ high scores on scale of Caregiver burden will show

the level of burden in primary caregivers.

2.3.5. Resilience:
It is defined as the process of handling with difficulty, transformation, or opportunity in such
a way that the outcomes in the identification, strengthening, and improvement of qualities of
resilient or shielding aspects and dealing or coping with the problems with different strategies
(Richardson, 2002). In the present study, individuals’ high scores on scale of resilience will

show rate of resilience in primary caregivers.

2.3.6. Life Satisfaction:
It is weli-defined as a sensible, intellectual, universal sentence of one’s own life. It is not a
valuation that is based on superficially imposed objective values, but quite depending upon
evaluation of one’s life situations to one’s own internal values (Pavot & Diener, 1993). It shows
that one has a settled life with contentment. In the present study, individuals® high scores on

scale of life satisfaction will show rate of satisfaction with life in primary caregivers.
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2.4. Instruments

2.4.1. Perceived Devaluation-Discrimination Scale:
This scale was developed to measure the Perceived public stigma. It consists of 12 items (Link
et al., 1987}, reporting scale in a Likert-type fashion from 1 (strongly agree) to 6 (strongly
disagree). Representation of higher scores is greater perceived stigma. It has internal
consistency range from .76 to .88 among clinical and community samples (Link et al., 2001).
For this study, the Urdu translated version of Perceived Public Stigma Scale by Yaqoob and

Kausar (2014) was used.

2.4.2. Zarith Burden Interview (ZBI):
This scale was developed to assess caregiver burden in relatives of patients with chronic mental
illnesses. It is a 22-item reporting scale in a Likert-type. This measure includes those features
which were most frequently stated by the caregivers as problematic zones while caring for
mentally ill patients. The features contain the health of caregiver, socioeconomic,
psychological wellbeing, societal life, and relationship between caregiver and recipient
(patient). The instrument has a scoring range of 0 to 88, depending on the responses of
caregiver. Zarit (1986) originally suggested 61 to 88 score range as severe burden, 41 to 60 as
moderate to severe, 21 to 40 mild to moderate burden, and at less than 21 little or no burden.
Depending upon the level of distress, responses are rated from 0 to 4,. The validity of the ZBI
is assessed at .74 and .66 (Bedard et al., 2001) and internal consistency; Cronbach’s alpha =
0.83 and 0.89 (Zarith, 1980). For this study, Urdu translated version of Burden Interview (Butt

& Bashir, 2014) was used to assess caregiver burden.
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2.4.3. Connor-Davidson Resilience Scale (CD-RISC):
This measure was developed by Connor and Davidson (2003), to measure resilience. It is a 25
itemns scale, in a Likert-type fashion and self-reporting scale and each item was rated from "not
true at all” (1 point) to "true nearly all the time” (5 points). Internal consistency of the Connor-
Davidson Resilience Scale is (Cronbach’s Alpha = 0.94). Urdu translated version of Resilience

scale (Naz, 2011) has used to assess resilience for this study.

2.4.4. Satisfaction with Life Scale (SWLS)
This measure of life satisfaction was developed by Ed Diener and colleagues (Diener,
Emmons, Larsen & Griffin, 1985). It is in a Likert-type and self-reporting scale, consisting of
5 items. Each item was rated from "strongly disagree” (1 point) to "strongly agree” (5 points).
Scoring range of 31 to 35 for continuous extremely satisfied, 26 to 30 for satisfied, 21 to 25
for slightly satisfied, 20 for neutral, 15 to 19 for slightly dissatisfied, 10 to 14 for dissatisfied
and extremely dissatisfied from 35 to 9. Internal consistency of satisfaction with life scale is
{Cronbach’s Alpha = 0.87). Urdu translated version of Satisfaction with Life Scale (Diener,

Emmons, Larsen, & Griffin, 1985) was used to assess life satisfaction for this study.

2.4.5. Demographic Profile
A demographic datasheet was created to collect the data from the caregivers.it consists of those
variables which are related to the characteristic of the sample population as used in the rescarch
study. This datasheet included information about age (patient and caregiver), gender (patient
and caregiver), education, disorder of patient, Duration of illness, relationship with patient,
socio-economic status, time spend with the patient, any medical illness (Patient and caregiver),

Number of caregivers,
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2.5. Participants

In the present research, the sample consisted of 250 (males=125 and females=125) primary
caregivers (parents, spouses, children and siblings) of diagnosed psychiatric patients with the age
range from 20 years to 60 years. The sample of the study was selected by using purposive
convenient sampling method. The sample included mentally ill patients from outpatient
department and inpatient department of different private and government hospitals (Benazir Bhutto
Hospital, Rawalpindi, Capital Hospital, Islamabad, Al-Shifa Hospital, Islamabad, Bilal Hospital
Rawalpindi, PIMS hospital Islamabad, Holy family hospital, Poly clinic Hospital Islamabad) in

the vicinity of Rawalpindi and Islamabad.

2.5.1. Inclusion Criteria
primary caregivers (parents, spouses, children and siblings) of already diagnosed and referred
case by the psychiatrists and psychologists were taken with the age range from 20 years to 60
years and with those patients who were with stable medical condition were included in the

sample. Caregivers who were active and accompanied patients were the part of this study.

2.5.2. Exclusion Criteria
Primary caregivers of those patients who were in alarming condition, were not included. Those
caregivers who were not willing to participate nor active and were in hurry, were not the part

of this study. Care givers who were beyond the age range were not included.
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2.6. Procedure

This research study was carried out in twin cities i.e. Islamabad and Rawalpindi. First of all,
permissions were taken from the authors of the translated versions of scales for this study.
Afterwards, permission was taken from the consultants of the hospitals. After taking permission,
the study was conducted by approaching the caregivers of mentally ill patients in different
government and private hospitals. The caregivers were briefed about the objectives of study and
assured about the maintenance of confidentiality of their responses that would be used only for
research purpose. By taking informed consent from the respondents. After that, they were
requested to fill the questionnaires by giving response to each item of every questionnaire. All
their queries were addressed at that time and they were encouraged to provide as accurate
information as they can. Finally, questionnaires were collected and they were thanked for their

cooperation, At the end scoring and analysis was done.
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Hospital

Relation with patient

Time with patient

OoCD

Benazir Hospital
Capital Hospital
Holy Family Hospital
Al-Shifa Hospital
PIMS

Poly Clinic Hospital
Others

Parents

Spouse

Sibling

Children

Full time (24 hrs.)
Most of the time(12>)

Less time(12<}

14(5.6)
80(32)
55(22)
15(6)
10(4)
40(16)
30(12)
20(8)
80(32.0)
36(14.4)
85(34.0)
49(19.6)
68(27.2)
128(51.2)

54(21.6)
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Table 1 shows the frequency distribution of all the variables involved i.e., age, gender, marital
status, social economic status, disorder, hospital, relation with patient and time with patient. There
are 50% male and 50% female amongst the total of 250 respondents. Above mentioned table shows
that the majority of respondents which is 44.8% lies in the age group of “21-30” whereas 30.0%
of whole sample lies in the age group of “31-40”, 20.4% of respondents lies in the age group of
“41-50” and only 4.8% lies in the age group of “51-60". Furthermore majority of respondents i.¢.,

68.4% is married whereas 31.6% of respondents are unmarried.

According to the above tabulated frequencies there are 20.8% of respondents belongs to lower
class families, and the large number of respondents which is 79.2% belengs to middle class
families whereas 31.2% respondents suffered from depression, 21.4% suffered from anxiety,
11.2% from schizophrenia, 15.2 from bipolar disorder, 8.4% from conversion disorder, 6.8% from
PTSD, and 5.6% from obsessive compulsive disorder (OCD). Respondents from Benazir hospital
was 32%, while 22% from capital hospital, 16% from PIMS, 12% from poly clinic, 6% from holy

family hospital, 4% from Al-shifa, and 8% from others.

The above provided table exhibits that the 32.0% of parents, 14.4% of spouse, 34% of siblings
whereas 19.6% of respondents are in relation with patient. In addition to these facts there are 27.2%
of respondents spent full time, 51.2% of them spent most of the time whereas only 21.6% of

respondents spent less time with the patient.
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Table 2

Psychometric properties of Resilience scale, Perceived public stigma scale, Life satisfaction and

Burden interview (N=250)

Score Range
Scales M SD  Potential Actual Skewness Kurtosis
Resilience scale 476 224 8-96 0-100 30 -.96
Perceived Public Stigma 42.0 8.1 26-57 12-72 .00 -1.22
Life Satisfaction 17.1 74 5-35 5-35 .59 -.65
Burden Interview 51.5 18.1 10-77 0-88 -.16 -1.02

Table 2 shows the psychometric properties of Resilience scale, Perceived public stigma
scale, Life satisfaction and Burden interview which shows that all the scales show the skewness
of Resilience Scale, Perceived public stigma scale and Life satisfaction is within range of +1 to -1

which indicates that the data of all variables is normally distributed.
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Table 3.

Reliability statistics of Resilience scale, Perceived public stigma scale, Life satisfaction and

Burden interview (N=250)

Scales No. of items Cronbach's o
Burden interview 22 0.93
Life Satisfaction 05 0.84
Perceived public Stigma 12 0.78
Resilience Scale 25 0.93

Table 3 exhibits the chronbach alpha reliability of scales Burden interview, Perceived
Public Stigma, Resilience scale. The overall alpha reliabilities of all scales are satisfactory and

appropriate to use on the sample of this study.
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Table: 4

Pearson’s correlation coefficient of Resilience scale, Perceived public stigma scale, Life

satisfaction and Burden interview (N=250)

Variables 1 2 3 4

1. Burden Interview - -0.65™ 0.38" -0.60""
2. Life Satisfaction - -0.43* 0.59™
3. Perceived Public Stigma - -0.43"

4. Resilience Scale -

*‘p < .0!

Table 4 noted that BI is negatively correlated to LS with its correlation coefficient i.e., -0.65 a
significant value with reference to the level 0.01. But BI is positively correlated to PPS with
correlation coefficient at 0.38 which is also significant at the level 0.01. Here exists another
negative correlation between BI and RS which is significant at level 0.01 with its coefficient of
correlation at -0.60. In the case of LS, there exists negative correlation (-0.43) as well as positive
correlation (0.59) with the variables PPS and RS respectively. Moreover PPS variable has a

significant negative correlation with the variable RS,
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Table 5.

Multiple regression analysis to test the effect of resilience on perceived public stigma among

primary caregivers of psychiatric patient. (N=250)

Perceived public stigma
Model 1
Variables B 95 % CI
Constant 49.40%*» [47.25, 51.55]
Resilience = ] 5%uw [-.19, -.11]
R? Bk Lbhy
F 56.11%%*

Note. CI = confidence interval,

erep < 001

In Table 5, multiple regression analysis is used to find out the effect of resilience on perceived
public stigma. As shown, resilience (§ = -.430, p< .001) negatively predict perceived public stigma.
The value of R? indicated that resilience explained a total of 18% variance in perceived public

stigma. The above stated prediction is significant as F (56.11) at p< .001.
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Table 6.

Multiple regression analysis to test the effect of perceived public stigma on Bburden among

primary caregivers of psychiatric patient. (N=250)

Burden
Model 1
Variables B 95 % CI
Constant 9.36 [-12.43,32.16]
Perceived Public Stigma B6%** [.82, 1.79]
R? 4%k
F 42 73%**

Note. CI = confidence interval.

wxp < 001, p> .05

In Table 6, multiple regression analysis is used to find out the effect of perceived public stigma on
burden. As shown, perceived public stigma (£ =.383, p<.001) positively predict burden. The value
of R? indicated that perceived public stigma explained a total of 14% variance in burden. The above

stated prediction is significant as F (42.73) at p<.001.
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Table 7.

Moderation of Resilience among Burden and perceived public stigma among primary caregivers

of psychiatric patient. (N=250)

BI
Model3

Variables Model 18 Model 2B B 95 % Cl
Constant 9.36 51.72%%% v36 [12433..6]
PPS ov*x* 34 1.30%** [.82, 1.79]
RS - 43%*e 496" [.06, .87}
PPS*RS ~022%%+ [-.03, -.01]
R? J4ukx JBuex N VAL
F 42.73%%+ 75.71%%* 60.89%**

Note: BI= Burden interview, L8= Life Satisfaction, PPS= Perceived Public Stigma, RS= Resilience scale, Cf =

confidence interval.
*rrp < (001, ¥*p < .01, *p<.05

Multiple regression analysis is used to find out the moderating effect of resilience on burden and
perceived public stigma. Results showed that resilience act as a moderator in the relationship
between perceived stigma and burden. As presented in Table 7, resilience (f = -1.028, p<.001)
indicated to moderate the effect of resilience on public stigma and burden. The value of R2
explained 42% of variance in the model. The above stated prediction is significant as F (60.89)

and p< .001.
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Table 8.

Mean, Standard Deviations, and t-values of Resilience scale, Perceived public stigma scale, Life

satisfaction and Burden interview (N=250)

Males Females

(n=150) (n=150) 95% CI

M SD M §D  t(248) Cohen’sd LL UL

Resilience Scale 52,57 22.72 4267 21.11 3.56*** 4 443 1536
Perceived public stigma 39.37 7.05 44.62 829 5.38%** .68 -7.16  -3.32
Life satisfaction 18.61 6.73 1576 17.78 3.09** 39 1.03  4.66

Burden interview 41.86 1741 4920 18.39 3.24** 40 -11.80 -2.88

#s4p < 001, **p< .0l

Above table 8 shows the gender difference in Resilience, Perceived Public stigma, Burden
and Life satisfaction. Table shows that there are significant gender differences in Resilience,
Perceived Public stigma, Burden and Life satisfaction. Scores revealed that males (M=18.61,
SD=6.73) have more life satisfaction than females (M=6.73, SD=7.78). Females (M=49.20,

SD=18.39) are more burdened than males (M=41.86, SD=17.20).
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Table 9.

Mean, Standard Deviations, and t-values of Resilience scale, Perceived public stigma scale, Life

satisfaction and Burden interview (N=250)

Lower Class Middle Class
{n=52) (n=198) 95% CI
M SD M SD  t(248) Cohen’sd LL UL
Resilience Scale 5143 2161 4622 2233 149 23 -1.66 12.06
Perceived public stigma 40.78 690 4236 841 1.23 20 409 .93
Life satisfaction 17.19 778 17.05 722 A2 01 -2.12 241
Burden interview 43.50 20.17 4624 1773 95 14 -8.38 290

P> .05

Above table 9 shows the socioeconomic differences in Resilience, Perceived Public stigma,

and Burden. Table shows that there are nonsignificant socioeconomic differences in Resilience,

Perceived Public stigma, and Burden.
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Chapter IV

DISCUSSION

The main purpose of this study was to investigate the relationship between resilience,
burden, perceived stigma and life satisfaction among primary caregivers of psychiatric patients
(Table | & Table 2). Results of this study were significant with the hypothesized relationships.
There were equal numbers of male and female respondents. Majority of the respondents lied in the
first age group and most of them were married and belongs to middle class. whereas most of the
respondents suffered from depression and anxiety, while other disorders were schizophrenia,
bipolar disorder, conversion disorder, PTSD, and obsessive compulsive disorder (OCD) from
different hospitals in the vicinity of Rawalpindi and Islamabad. Most of the caregivers were parents
and siblings while others were spouses and children. In which most of them were taking care for

full time of their patients.

The first hypothesis states the correlation of resilience and life satisfaction was supported
by the results (Table 4). In this way, there was positive correlation between resilience and life
satisfaction. Individual who have high level of resilience, cope with the life hardships and have a
higher level of satisfaction with life. There was a positive correlation between resilience and life
satisfaction. People who have resilience have higher level of life satisfaction then those of who are

not resilient (Fredrickson, Tugade, Waugh, & Larkin, 2003).

Another study showed with the purpose of to find out among the students of failure and
success. There were 120 students in research sample who were selected through simple random
sampling method among the students of failure and success. For collection of data, three scales
were used, perceived stress scale, resilience scale and satisfaction with life scale, The research

findings revealed that they feel better as a results of increase in resilience and lowering of stress
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leads to more satisfaction with life and as a result they developed different means for living batter

(Abolghasemia & Varaniyaba, 2010).

Another similar study indicated that the association between stress and life satisfaction was
found to be partially mediated by resilience. People had lower resilience whose scores were high
on perceived stress, as a result they had lower levels of satisfaction with their lives, whereas those
who had low scores on perceived stress had higher scores on resilience, as a result they contributed
to higher levels of satisfaction with their lives (Shi, Wang, Bian, & Wang, 2015). The relationships
between resilience and positive emotions have been established by previous research (Tugade &
Fredrickson, 2004). Psychological health is protected by these positive emotions by destruction
or protecting the adverse sound effects of stress (Rutter et al., 2013). Furthermore, a host of
psychological resources Including optimism and confidence, low neuroticism and high openness

were found to be possessed by resilient people.

In any problem they have to face, are more likely to find positive meaning (Fredrickson,
Tugade, Waugh, & Larkin, 2003}. Developing resilience are of great value not only to ease the
confrontation maladaptive stress, but also enhance the coping mechanisms (Wu et al., 2013), as a
result in increasing levels of satisfaction with life. Another study showed that people are more
flexible over a period of 12 weeks by participating in the resilience of self-directed training

program (Sharma et al., 2014).

The second hypothesis relating to the correlation of resilience and burden was supported
by the findings (Table 4). In this way, there was a negative relationship between resilience and
burden. These results are consistent with the results of other research conducted on the burden of

caregivers for individuals who suffer from various disorders. Similar to our findings, in a study by
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Chou, LaMontagne, and Hepworth (1999), caregiving contribution and coping which was focused
on emotions had directly positive impact on the burden of care of relatives with dementia. Another
study (Zauszniewski, Bekhet, & Suresky, 2002) that the two resilience indicators (resourcefulness
and sense of coherence) were considerably related with the burden of care in family members of
individuals who suffer from serious mental illness. Moreover, Nunley (2002) proposed that in a
sample of 44 caregivers who were elderly spouses, they were providing care to their partners

diagnosed with Alzheimer's and dementia related illness, resilience predicted the burden of care.

Another study was found by Jain & Singh (2014), demonstrated that there is a positive
relationship between resilience and quality of life among caregivers. Both the quality of lifc and
resilience are multifaceted concepts that are affected by multiple dimensions in the care providers,
including their burden, the level of stress, personal characteristics, family environment, social
adjustment, and the accessibility of financial resources as concise by the subsequent studies on the
two variables. The results of the study accompanied by Urizar, Maldonado, & Castillo (2009)
revealed that QOL (quality of life) of care provider has been adversely affected as a result of
psychological, physical and economic hardships as a result of a number of unsatisfied necessities,
such as the lack of free time, re-functioning of the patient’s family and social roles among other
dynamics. The lack of QOL may be related with the burden on care providers, lack of social
support, and duration of the disorder and problems in family relationships. As well as Scott (2010),
w in his study, recognized that if there is increase in resilience then there will be decrease in burden

of caregivers.

The third hypothesis regarding to the relationship between burden and life satisfaction was
sustained by the results (Table 4). In this way, there was a negative relationship between the

burdens and life satisfaction. These results are related to the findings of other researchers
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conducted on individuals who suffer from various disorders caregivers. The research conducted
by Osa and Didiana (2013} is to expand our present understanding of the effects of the burden of
care on life satisfaction by examining whether or not there are ethnic differences of how to manage
caregiving by using different coping strategies. Several particular hypothesis on the relationship
between the burden of care, managing caregiving with coping strategies, and life satisfaction were
tested. The results indicate that certain coping strategies can affect the levels of satisfaction with
life and burdens challenged of caregiving by caregivers. Results of this study highlighted on the
organizing a different interventions on psychoeducation that must be effective, and facilitate
adjustment to adapt and cope with difficulty, and to reduce the burden, and improve life

satisfaction for caregivers of older adults.

In the literature, the terminology, burden, stress and strain are quite frequently used
interchangeably (Thornton & Travis, 2003). Accordingly this study showed in order to determine
the relationship between resilience, perceived stress and life satisfaction in the students. The results
showed that increased resilience, decrease of perceived stress became more comfortable lead to
more satisfaction with life resulted they feel better and batter resources developed to live well.

{Abolghasemia & Varaniyaba, 2010).

Another study revealed that there is a negative relationship between perceived stress and
life satisfaction. People who scored highest on the perceived stress as a result they have lower
resilience, leading to lower levels of satisfaction with life, while those who scored low in burden
were observed having higher resilience, contributing to the higher level satisfaction with life. (Shi,
Wang, Bian, & Wang, 2015). The stress has not only a direct impact on the satisfaction with
satisfaction, but also an indirect effect on it through resiliency. It has been found that resilience is

mediated the relationship between stress and life satisfaction. The medical students with scores of
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higher level of stress, had lower resilience, resulting in lower levels of satisfaction with life, while
those who scored low in burden was seen with higher resilience, contributing to higher of

satisfaction with life.

A similar study proposed by higher levels of resilience is associated with lower depression
rates and greater physical health. Lower burden, stress, neuroticism and perceived control were
the main psychological factors associated with resilience. Social support was a moderating factor
of resilience, and different types of support seemed to relieve the physical and mental overload

caused by excess (Dias et al., 2015).

The forth hypothesis relating to the relationship between stigma and life satisfaction was
supported by the research findings (Table 4). In this way, there was a positive relationship between
stigma and life satisfaction. These research findings are related to the results in other research
studies conducted on care providers of those individuals with different disorders. A study was
conducted in a sample of HIV-infected American men of African deserts in urban areas, in the
favour of this study to find out a link between the dominions of perceived stigma and life
satisfaction. An indirect relationship was found between life satisfaction and domains of perceived
stigmatization like personal stigma, negative self-image, and fears of disclosure, public attitudes.
Multiple regression analysis pointed out that the areas of the personal stigma and public attitudes
working through the negative image of self to impact on the life satisfaction. The results of this
study proposed that the stigma associated with HIV is a multifaceted phenomenon experienced in
the areas of personal and social development. Stigma can be reduced through targeted
interventions may help individuals with HIV / AIDS to join the best treatment regimens and

improve the satisfaction of their lives virus (Buseh, Kelber, Hewitt, Stevens, & Park, 2006).
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Some research studies have used the term quality of life (QOL), well-being and {unctioning
interchangeably with life satisfaction (Post, Witte, & Schrijvers, 1999). Life satisfaction is
frequently denoted as the global quality of life (QOL) (Veenhoven, 2000 & Elawsky, et al., 2005).
A study similar to this study aimed to define the level of quality of life among the care providers
of those patients who suffer from mental illness and to find out the relationship of social stigma
and perceptions of care burden with the quality of life of caregivers. The results indicated that
patients had low to moderate quality of life (QOL), and they suffered moderate to high perccived
public stigma and their family care providers also experienced low to moderate level on quality of
life (QOL). There was a negative correlation between the gquality of life (WHOQOL-BREY) and
perceived stigma of patients and family caregivers as well as burden of family care providers was
negatively associated with all areas of quality of life (WHOQOL-BREF), and total QOL-100,

public health and self-reported (Dalky, Qandil, Natour, & Janet, 2016).

The fifth hypothesis relating to the rclationship between resilience and perceived stigma
was approved by the results (Table 3). In this way, there was a negative correlation between
resilience and public stigma. A study revealed that low levels of resilience correlales to higher
levels of public stigma in primary caregivers that resulted in greater psychological stress. The
research also shed ligbt that the intervention which are uscd to enhance the resilience, particularly
in caregivers who have higher levels of public stigma, it may be helpful to lessen the psychological
distress (Chen et ai., 2016). Min, et al. (2013) suggested that there is a negative linkage between
resilience and psychological distress among cancer patients, youth who arc homeless (Perron,
Cleverley, & Kidd, 2014), patients with chronic spinal injury (Sbhin et al., 2012} and professionals
of health care for children (McGarry et al., 2013). According to these research findings, this study

proved that family caregivers of schizophrenic patients who have less resilience would be higher
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on psychological stress. It is stated by American Psychological Association (APA) that resilience
means "echo” of the difficult experiences (APA, 2011). It was found that the individuals with
greater resilience to retain a set of psychological resources, including optimism and confidence,
low neuroticism and high openness (Shi Wang, Bian, & Wang, 2015), which may encourage better

adapt to the role of care provider and contribute to psychological distress at lesser rate.

A qualitative research examined the link between the perceived stigma, resilience, and seek
help in the focus group design. The results specified two major themes related to the stigma and
resilience which includes resilience helps to decrease stigma, and stigma reduces resilience. Three
main axes related to the stigma, resilience, and help seeking were stigma leads to a reduction in
seeking of assistance that caused low resilience, help seeking leads to lowering the stigma and
reduced resilience, and help seeking leads to increased resilience and lower stigma (Crowe,

Averett, & Glass, 2016).

A research was carried out on the care providers of children diagnosed with HIV.
Resilience and perceived stigmatization were studied in that study. Results revealed that this
research in such a way, that there is a negative relationship between resilience and perceived

stigmatization, as high resilience leads to less perceived public stigma (Chi et al., 2015).

The sixth hypothesis relating to the relationship between the burden and perceived public
stigma was proved by the results (Table 6). In this way, there was a positive relationship between
the burden and stigma of public stigma. These results were linked to the results of other researches
piloted on caregivers of those who suffer from various disorders caregivers. A research by Magafia,
Ramirez, Herndndez, and Cortez (2007) revealed that the burden with high scores due to higher

stigma among caregivers of Latin families, caring of a relative with schizophrenia proposed that
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interferences should include the recovery of patient’s mental health as well as consideration to
psychological health and recovery of family care providers. Latino caregivers who were younger
and have low levels of education are mostly having the possibility of depression. A similar research
suggested that the perceived stigma was related the mental stress positively. The relationship
gained in strength between stigma and psychological distress, while the retationship with the felt
stigma was reduced (but still significant); peer support, family support, and pride in identity and
all were related negatively with psychological stress, indorsing that these resources are defensive

features (Bockting, Miner, Swinburne Romine, Hamilton, & Coleman, 2013).

A research proposed that study that the communal rejection from perceived public stigma
was directly proportional to the mental stress/strain of caregivers. Similar results (Magafia,
Ramirez Garcia, Herndndez, & Cortez, 2007) have been found on the stigma that are connected to

a large extent the symptoms of caregiver’s depression.

Another research conducted by Mubarak, Baba, Heng Chin, and Soon Hoe (2003) that the
stigma adjacent to schizophrenic patients also cause rejection from society and blame is unfair.
The caregivers believes that most people will overlook it, and avoid to have friendship relations
with them, or might be hesitant to have in contact with their families, that can prevent them from
seeking some kind of help and social support when they needed the most (Corrigan, 2005). It has
been reported that this caused negative outcomes in terms of relationship with community, work,
and health status of the person who is stigmatized (Hanafiah & Van Bortel, 2015). In addition,
there is a need to be able to deal with difficult issues and arrange for a quality care with the stigma

which is perceived, can lead to more pressure on caregivers (Struening et al., 2001).
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A research conducted on the caregivers of veterans with traumatic brain injury revealed
that caregiver’s personal care stress, depression, anxiety, and social seclusion were connccted with
the perceptions of being socially victimized against and stigma related with the caregiving. Stigma
connected with care providing was also related with low self-estecm of caregiver. And there had
been link between cover-up or need to explain the status of the recipient of care and greater
depression and anxiety. In addition to that, it was linked to the perception of care providers about
their recipient’s experiencing discrimination with the personal strain, anxiety and social isolation
(Phelan et al., 2011). Thc association between perccptions of discrimination of caregivers
concerning themselves and the negative results indicatc that it may be an important stressor or
psychological distress for caregivers of individuals with traumatic brain injury. It is consistent with
the study that reveals that the families of those people who are experiencing stigmatization, they
feel stress and strain which is related to stigmatized by association (Treasure, ct al., 2001 & Green,
2003). A diffcrent stress response presents by the caregivers towards their recipients associated
with discrimination. In these cases, caregivers suffering from stress because of the need to protect
by caring them the beneficiaries from damage or injury. This is consistent with former study by
Green (2007), which found that care providers who are parents of children with disabilities,
experienced a great deal of distress associated to fear that the carc recipicnt might receive
discrimination and unfair handling of treatment. It is proposed that the emotional and social
consequences in these models are the result of injuries for care recipients, associated with the nced
to hide injuries or explain how it happened. It was not related to perceived requisite to hide /
explain the case of the recipients of their care with social isolation, which is rational due to the
caregivers who take these actions do so because they are likely in that social circumstances with

their patients whose they are caregivers.
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The seventh hypothesis relating to the relationship between burden and perceived stigma
moderating by resilience was supported by the research findings (Table 7). These results are
associated to the previous research findings conducted on caregivers of individuals with different
psychological disorders. A research study suggested that the moderating influence of resilience in
relationship between stigma and psychological distress about patients with schizophrenia among
family caregivers was confirmed. It has been verified not only a direct relationship between
resilicnce and psychological distress, but the moderating impact of resilience in the relationship
between stigma and psychological distress was firstly established in our study. Negative impact of
stigma on psychological stress was destabilized by the resilience. Be specific, and the worsening
of the relationship between stigma and psychological distress when there was low resilience, and
strengthened when the high resiliency. People showed greater ability to overcome adversity when
they have high resilience (Ong, Bergeman, Bisconti, & Wallace, 2006), and to lcssen the negative
impact of a perceived public on mental health, so in traumatic circumstances, they expcrience less

mental fatigue than those who have less resilience (Chen, et al., 2016).

Further hypotheses on demographic variables {gender and socioeconomic status) relating
to life satisfaction and burden were supported by the research findings (Table 8 & Table 9). These
research findings are related to the findings in previous research studies conducted on caregivers

of individuals having different disorders.

The eight hypothesis relating to the male caregivers are more satisfied with their lives then
female caregivers was supported by the research findings (Table 8). A study proposed the similar
findings to this study that male caregivers have more life satisfaction then female caregivers. Therc
is a significant gender difference on life satisfaction among caregivers (Isaac, Lawer, Stella, &
Ocloo, 2016).
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Another study supported with the findings of this study by indicating that female caregivers
are more burdened then male caregivers (Table 8). There are significant gender differences among
caregivers of psychiatric patients. (Chen, et al, 2016). Another study on burden experienced by
primary caregivers of patients with mental illness proposed that females score higher on burden

then males (Navidian & Bahari, 2008).

The tenth hypothesis relating to the socioeconomic status differences with burden was
supported by the research findings (Table 9). There are nonsignificant results of socioeconomic
status with burden among primary caregivers of psychiatric patients. A study revealed that there
are nonsignificant socioeconomic differences in burden among primary caregivers of psychiatric
patients. So these findings are supported by this study. (Chen, et al, 2016). As data was collected
from government hospitals, this may cause the nonsignificant differences on socioeconomic status

with burden among caregivers.
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4.1. Conclusion

The present study reveals that resilience plays an important role for the mental health of
primary caregivers of psychiatric patients. Resilience, burden, social stigma and life satisfaction
were found to be associated in many ways. Stigma associated with psychiatric illness can reduce
resilience and life satisfaction and having resilience can lower burden and stigma. Resilience also
effects negatively the relationship between stigma and life burden among caregivers. Burden and
social stigma hinder the resilience and satisfaction with life among primary caregivers in many
ways which includes health of caregiver, psychological wellbeing, social life, and relationship
between caregiver and patient when they negatively correlate with each other, Primary caregivers
require interventions plans that enhance the function in all areas of life by increasing resilience

and satisfaction with life and decreasing burden and stigma.
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4.2. Limitations

1. The cross-sectional study method narrows the understanding of casual description.
2. The data was collected only from Islamabad and Rawalpindi due to limited resources.
3. Another limitation of this study is that data was collected only from caregivers on life

satisfaction, resilience and stigma. Patient’s views regarding all variables was not
obtained due to the limitation of time and resources. There is a possibility of variations

in results, if data is collected from the patients along with caregivers.
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4.3.

Suggestions

The sample size can be increased and data can be collected from different cities across
Pakistan so that the results can be generalized.

Data can be collected from both caregivers and patients regarding all variable to get
more accurate information.

Results suggest that there is a need of longitudinal study of how all these variable
demographic, burden, stigma, resilience and life satisfaction interact with each other.
Information about the specific coping strategies which are related to betterment of
psychological health outcomes can shape and plan different psychosocial interventions
with the aim of providing training and facilitation to use these coping strategies to
reduce stigma and burden and improving life satisfaction and resilience among the
caregivers.

Psychoeducational interventions can focus on the importance of improving the

resilience for batter outcome.
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4.4. Implications

1. The finding of this study about the positive effect of resilience and life satisfaction on

reducing the burden and public stigma can be useful in clinical settings.

2. It gives a new direction to clinicians, psychologists, psychiatrists and all those who are
involved in the management of caregiver’s betterment about to plan 2 psychoeducational

interventions.

3. Assessing the public stigma and burden among clinical workers can early detect who have
low level of higher level of burden and stigma so that resilience could be restructured, enhanced
and give a new insight to reduce the level of burden and stigma among primary caregivers of

psychiatric patients.

4. This study focus upon the importance of caregivers while giving appropriate care, support
as useful resource, mental health clinicians who are interested in the care of psychiatric ill

patients.

5. The similarities and differences between the main results of this study and previous
researches do provide a clinical understanding to the practitioners in clinical setting and general

population to adopt a careful attitude towards the betterment of caregivers.
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Dear Farah Saleem

Thank you for contacting me. My student Ms. Ayesha Yagoob (emall copied) has used this scale
with permission from the authors. Her translated version can be given to you, but you will have to fill
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that contact original authors for permission purpose.
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her with understanding how to score and interpret.

Uzma please help Farah understand and fill up the form which we use for students contacting from
outside {within this week)

| wish you very best for your research!!
Sajida
With Regards,
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Department of Behavioural Sciences
Fatima Jinnah Women University
The Mall, Rawalpindi
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Happiness is always attained by giving it away without expectation. Those who help others are

eventually helped. You have two hands, one to help yourself and the other to help those around

you. If you can lie down at night knowing in your heart that you made someone's day just a little
brighter, you have something to smile about.

[QQuoted text hidden]
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Perceived Devaluation-Discrimination (PDD) Scale
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Satisfaction With Life Scale
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Zarit Burden Interview ,
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