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ABSTRACT
Background: Caring for a child and especially one with a disability comes with its own
share of challenges. Parents of children with disabilities are usually stressed with caring for
their child and the decision making that accompanies the care. Previous research reported
higher maternal stress, less well-being as well as more psychiatric morbidity, like depression
and anxiety among these caregivers compared to typically developing children.
Objective: To compare dispositional mindfulness, self-compassion and caregiver burden
among caregivers of children with multiple developmental disabilities and typically
developing children.
Method: A total sample of 50 parents of MD children and 50 parents of TD children were
surveyed. The Burden Scale for Family Caregivers — short version, Mindfulness Attention
Awareness Scale and Self-compassion Scale were administered along with a socio-
demographic questionnaire. Data was analysed using parametric methods such as Pearson’s
Correlation, Independent Sample t-test, ANOVA and descriptive analysis.
Results: The results showed that there was significant negative correlation between self-
compassion and caregiver burden. Overall, parents of typically developing children tend to
have higher caregiver burden and higher dispositional mindfulness and lower self-
compassion than parents of children with multiple disabilities.
Implication: The results suggest that self-compassion may act as a strong barrier against
developing caregiver burden. Inculcating self-compassion in parents of typically developing
children may help them combat levels of caregiver burden. Being kind to oneself and
recognizing the nature of shared humanity can help in finding solace and support and
interventions must focus in this field.
Key Words: Self-Compassion, Multiple Disabilities, Caregiver Burden, Dispositional

Mindfulness
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CHAPTER1

INTRODUCTION
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Multiple Disabilities (more than one of the following disabilities), including deaf
blindness which means a condition in which a person may have combination of hearing and
visual impairments causing severe communication, developmental, and educational

problems.

1. Physical Disability
a. Locomotor Disability — Leprosy cured person, Cerebral Palsy, Dwarfism,
Muscular Dystrophy, Acid attack victims
b. Visual Impairment — Blindness, Low vision
c. Hearing Impairment
d. Speech and language disability
2. Intellectual Disability
a. Specific Learning Disability
b. Autism
3. Mental Behaviour
4. Disability caused due to
a. Chronological neurological conditions such as — Multiple Sclerosis,
Parkinson’s Disease

b. Blood Disorder — Haemophilia, Thalassemia, Sickle Cell Disease

Long-term physiological impairments known as developmental disabilities have a
major impact on a child's capacity to carry out activities of daily life, such as independent
eating, communicating, and moving around (World Health Organization and UNICEF 2012).
An estimated 10% of children require significant caregiving, frequently throughout childhood
and into adulthood, and access to the healthcare system for developmental disorders (Raina et

al., 2004). In high income nations, it is believed that 1 to 4% of children have intellectual and
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developmental disabilities, though this number may be as high as 17% in India (Ansari,
2021). Typically, the classification of these disorders encompasses Down syndrome, epilepsy,
vision/hearing loss, and Autism Spectrum Disorders (ASD). If a criterion for disability
severity is applied, estimates may also differ.) (Masefield et al., 2020). Multiple disabilities
include individuals who have been diagnosed with conditions like Autism Spectrum Disorder
along with Intellectual Disability, Cerebral palsy with Intellectual Disability, Intellectual
Disability along with Hearing Impairment, and/or Visual impairment and/or Locomotor
Disability.

Since time immemorial, there have been multiple perspectives to explain the presence
of a disability in an individual. The two opposing perspectives being the medical perspective
which states that the disability is an innate aspect of the individual whereas the social
perspective put forward by sociologists claiming that the disability is in fact a consequence of
the society rather than within the individual. Sociologists have claimed that labelling the
individual as having a disability comes from people around them which makes them disabled
in the lens of the society (Oliver, 2013). One such aspect of the society is the family or the
caregivers of the individual who face both positive and negative consequences of the
individual’s disability. Since they are the ones most impacted by the disability and also may
be the ones who in turn impact the disability in the individual it is important to study the

burden they are withstanding (Bailey et al., 2007).

1.1 Caregiver Burden

A caregiver is usually an individual who provides care for someone who requires help
in taking care of themselves. In this situation, caregiver could refer to parents, aunt, uncle,
grandparents, foster parents, or anyone else closely associated with the child who has been

the primary agent in taking care of all those needs which the child is not able to do
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themselves. This refers to the care they need in performing their daily activities due to the
disability as well as the help they need due to their age. This metaphorical explanation of the
caregiving process is a helpful approach to think about the difficulties that many families
could confront when rearing a kid who has ongoing health or developmental issues. But keep
in mind that there are certain significant ways in which the "caregiver career" is different
from an occupational job. Being an informal caregiver is not normally something one chooses
or plans for; when people look ahead, they rarely picture themselves in a caregiver role. As a
result, training for this position will often begin after it has been obtained (Eicher & Batshaw,

1993; Raina et al., 2004).

Caregiver Burden is defined as the perceptions of the parent or guardian regarding
how they have been negatively affected by the stresses and caregiving responsibilities of
taking care of a child or individual with a diagnosed disability. It looks at how the
responsibility is impacting their own life and the differences it has created in their life when
they were not taking care of an individual with disability versus when they are (Khanna et al.,
2012; Roper et al., 2014). The kind of the stress would vary depending on the family
dynamics, the environment, the behaviour of the child and also the lack or the presence of
support from friends, family and society (Hastings et al., 2005; Mulroy et al., 2008; Roper et
al., 2014). According to research, the severity of the disability is correlated with the stress and
ensuing burden that parents bear. Compared to parents of children with impairments or
typically developing children (TDC), parents of children with ASD report feeling more

stressed (Hastings et al., 2005; Mulroy et al., 2008; Roper et al., 2014).

A caregiver is usually not considered as a valuable profession by members of the
society. It is usually seen as something that comes along as a part of life. Due to this, the

caregiver does not have any other benefits like what is given to individuals working in any
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other profession. The advancement in this line is motivated by the increase or decrease of the
disorder and the level of dependence rather than by motivation or desire. Finally, unlike a
career choice made based on an occupation, one cannot enter or leave the caregiving

profession on their own volition (Eicher & Batshaw, 1993; Raina et al., 2004).

1.1.1 Caregiver Burden in caregivers of children with multiple disabilities

Some family members claim that having a child with a disability has positively
changed their lives, giving them a fresh perspective on what's essential in life and giving
them a sense of meaning and purpose that they might not have otherwise experienced.
(Bailey et al., 2007; Nicholas, 1999; Skinner et al., 1999). However, most studies conducted
have spoken about how family members look at having a child with a disability as a negative
aspect rather than as something positive. They find the news as a burden that they need to put

in extra effort to cope with (Bailey et al., 2007; Esbensen et al., 2012).

Various studies have suggested how caregivers of children with disabilities comes
with its share of difficulties and stress. These difficulties could lead to Caregiver Burden.
The burden encompasses multiple aspects like financial cost, taking physical care of the child
which involves their own strength, capability to be resilient, and a cost of their own personal
freedom and leisure activities (Chadda et al., 2007). Studies show a strong link between the
stress and depressive symptoms experienced by parents of children with developmental
disabilities than the parents of typically developing children (Masefield et al., 2020; Plant &
Sanders, 2007; Singer, 2006).

The challenges of raising children with disabilities may not only result in health issues
for families, but they may also increase their risk taking behaviours like alcoholism, smoking,
taking illicit drugs, driving under influence, or engaging in unprotected sex . Family carers

for children with disabilities may not have enough time or energy to lead healthy lifestyles
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because they spend so much time caring for the kid, which may jeopardise their own physical
and/or mental health. Despite the lack of large-scale surveillance research, there is evidence
to suggest that carers are more susceptible to health risky behaviours than the general

population (Lee, 2013).

1.1.2  Theories of Caregiver Burden

Caregiver health has been studied using the stress-health mechanism, which
postulates that worry causes poorer health outcomes in caregivers compared to parents of
typically developing children (Raina et al., 2004).

Based on the Caregiver Burden model (Raina et al., 2004) , differing child disability
diagnoses and socioeconomic circumstances can alter the direct linkages between caring for a
child with any level of functional impairment and carer psychological and physical ill health.
Caregiving for a child with severe ASD, or behavioural issues, for instance, has been linked
to worse health, while financial advantage has been linked to better health (Garriot et al.,

2014; Masefield et al., 2020; Plant & Sanders, 2007; Roper et al., 2014).
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Figure 1.1 Caregiver Strain — Risk and Resilience Model

The first model proposed in understanding caregiver strain was the risk and resilience
model by Wallander et al in 1989. This model talks about the adaptation of mothers of
children with physical disabilities based on multiple dimensions (King, 1999; Raina et al.,
2004; Wallander et al., 1989). Wallander's model includes risk factors that worsen mothers'
reactions to the stress of raising a child with a disability (disability parameters, functional
care burden, and psychosocial stress) and resistance factors that reduce these reactions
(social-ecological factors like social support, intrapersonal strengths, and coping
mechanisms) (King, 1999; Raina et al., 2004; Wallander et al., 1989).

The model is wholesome in the sense that it looks at demographic factors of the
caregiver, factors of the disability or disease, psychosocial factors in the environment like
major life events and daily hassles. It also includes resistance factors like intrapersonal

factors of the mother, social-ecological factors, stress processing and ways to adapt to the
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situation. All this is equally important in understanding the level of strain that the caregiver is
experiencing and the ways in which they are trying to manage or cope with that burden.

The notion of receiving family-centered care, the existence of protective socio-ecological
factors, the absence of persistent child behaviour issues, and improved satisfaction with care
were all related to better parent well-being. Their findings underline the importance of
offering services within a family-centered framework that cater to the requirements of the
parents and lend credence to the idea that socio-ecological factors have a direct bearing on

parent well-being (King, 1999; Raina et al., 2004).

1.1 Self-Compassion
In its most basic form, Self-Compassion refers to treating oneself with love and care
while they are experiencing pain or stress (Murfield et al., 2020; K. Neff, 2011; Reyes,
2012). By defining Self-Compassion as the dominance of three positive attitudinal
components over their dichotomously paired negative counterparts, the current
definition broadens this concept. Self-Compassion over self-judgment, shared humanity
over isolation, and mindfulness over over-identification (Murfield et al., 2020; K. Neff,
2011).
1.1.1 Self-kindness versus self-judgement
Self-kindness in this sense refers to being compassionate and understanding oneself
whenever we are doing something wrong rather than blaming or critiquing ourself for
doing that. Rather than saying that we should have done it better or differently it
involves accepting oneself unconditionally with the flaws and inadequacies. However,
we are frequently considerably tougher with ourselves, using judgemental and
unpleasant language that we would never use with a friend. Instead of condemning

ourselves harshly, we adopt a loving and supportive attitude when we practise Self-
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Compassion. We accept our inadequacies while still taking care of ourselves. Self-
acceptance of this kind reduces feelings of unworthiness (Murfield et al., 2020; K.
Neft, 2011).

Shared Humanity versus Isolation

The second part which is the sense of shared humanity believes that all humans make
mistakes and nobody is perfect so one person who does something wrong must not be
segregated rather should be accepted as being equally human. We often have an
unreasonable belief that everyone else is doing just fine and we are the only ones who
screwed up when we fail or make mistakes. This is an emotional response rather than
a logical one, which limits our comprehension and distorts reality. But when we have
Self-Compassion, we understand that overcoming obstacles in life is a universal
experience that is a part of being human. Self-Compassion from self-pity can also be
distinguished by the shared humanity (Kabat-Zinn, 2005; Pepping & Duvenage,
2016).

Mindfulness versus overidentification

When practising Self-Compassion, mindfulness entails being mindful of one's painful
experiences in a balanced manner that avoids ignoring or dwelling on unfavourable
facets of oneself or one's circumstances. To be able to show compassion to oneself,
one must be acutely aware of their own pain (Mills & Chapman, 2016; K. D. Neff &
Germer, 2013). Overidentification is a tendency to reify our present-moment
experience, causing us to see passing events as final and permanent. But when we
practise mindfulness, we can lessen our attachment to and identification with negative
ideas and feelings by acknowledging that they are merely thoughts and feelings (K. D.

Neff, 2023).
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Self-Compassion entails treating oneself with the same empathy that one would treat
others. This way, having compassion for oneself does not imply having narcissistic self-
interest.

Additionally, Self-Compassion increases positive emotional states to shield a person from
negative mental states. Although the ability to maintain negative emotions in non-judgmental
consciousness without suppressing or denying the negative aspects of experience is a trait of
Self-Compassion, it is not just a technique for positive thinking (Ghorbani et al., 2012).

According to Neff et al. (2007), Self-Compassion increases emotional tolerance,
which makes people with greater levels of this personality trait less likely to suppress their
thoughts or engage in ruminative behaviour. Compassion is linked to lower levels of anxiety

and despair (MacBeth & Gumley, 2012; K. Neff, 2011).

1.1.4 Theories of Self-compassion

Self-Compassion is a long-standing idea that has its roots in the philosophical and
religious teachings of Buddhism. It just recently began to appear in the psychological
sciences literature (Ghorbani et al., 2012). The western philosophers earlier referred to the
term compassion which always meant feeling care and being moved by the sufferings of
others and helping them build strength and resilience by providing support. However, the
importance of Self-Compassion and having the similar feelings towards oneself was initially

seen only in Buddhist philosophical traditions (NEFF, 2003).

The Dalai Lama in 2013 explains the importance of Self-Compassion as being: “For
someone to develop genuine compassion towards others, first he or she must have a basis
upon which to cultivate compassion, and that basis is the ability to connect to one’s own

feelings and to care for one’s own welfare ... Caring for others requires caring for oneself”.

10
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This shows that for us to have the ability to show compassion and care for others, it is first
very important to show compassion to ourselves. Only when we build that reservoir will we

be able to provide for other people.

Evolving from these prior definitions, today Self-Compassion has evolved into a
concept developed by Neff in 2003 as being a continuum. It comprises of the three major
aspects explained above which are self-kindness versus self-judgement, common humanity
versus isolation and mindfulness versus overidentification. These three form together to
create the framework of Self-Compassion as how it is viewed today. This continuum ranges
from uncompassionate self-responding on one side which includes being critical and
judgement towards oneself and compassionate self-responding on the other end which means
accepting your own flaws and practicing mindfulness. Therefore, it is not just that individuals

are on two opposite ends but they could lie anywhere on the spectrum (NEFF, 2003).

1.2 Dispositional Mindfulness

Kabat-Zinn in his book “Wherever you go, there you are: Mindfulness Meditation in
everyday life” initially described the concept of mindfulness as a process in which we
pay attention to everything that is in the present moment without thinking about the past
or the future but in a non-judgemental way (Kabat-Zinn, 2005; Pepping & Duvenage,
2016). Ever since the term was coined, a lot of research has been directed towards this
new concept and the advantages of being in that particular moment and living each
moment. It has been associated with a lot of positive psychological traits and benefits.
The concept has its roots in Buddhist philosophy where meditation focusses a lot on
being in the present and active awareness and cultivation of each moment (Brown &

Ryan, 2003).

11
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Mindfulness can be visualised as being both a state as well as a trait. All individuals
are capable of achieving a state of mindfulness when during some time of the day they
are mindful. A mindful state is distinguished by paying just passing attention to the
current moment and attending solely to experiences that are genuinely noticed as
opposed to reacting in accordance with habitual responses or previous experiences
(Brown & Ryan, 2003; Pepping & Duvenage, 2016). Although it has been suggested
that almost everyone is capable of practising mindfulness, there are individual
differences in Dispositional Mindfulness, and as a result, mindfulness may be thought
of as a trait-like construct (Brown & Ryan, 2003; Kabat-Zinn, 2005; Pepping &
Duvenage, 2016). Therefore, a person's capacity and "tendency to abide in mindful
states over time" are referred to as Dispositional Mindfulness which is a trait rather than
a state (Brown & Ryan, 2003; Pepping & Duvenage, 2016).

Having Dispositional Mindfulness as a trait, has proven to have better life satisfaction
(Brown & Ryan, 2003; Pepping & Duvenage, 2016), good management of emotions
(Baer, 2003; Pepping & Duvenage, 2016), increased positive perspectives, reduced
negative perspectives, and also better satisfaction in relationships (Brown & Ryan,
2003; Pepping & Duvenage, 2016; Shaver et al., 2007). Overall, having a mindfulness
trait or Dispositional Mindfulness helps individuals in having a more positive social and

psychological life compared to those who do not.

1.2.1 Theories of Dispositional Mindfulness (Dispositional Mindfulness)
The origins of the term and the concept lie in the Buddhist philosophy where The
Abhidhamma one of the doctrines outlining the principles of Buddhism spoke about
people who are alert and mindful compared to those who are unmindful. It described

individuals who are mindful as called Upatthitasati and stated that this is a

12
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characteristic that is innate and also constructed over the years due to nature of
upbringing and training(Pathaka & Gaur, Veena, 2000).

In the early years of the 1900s the Transcendentalist movement was important in
bringing the teaching of Eastern and Buddhist philosophy to the Western part of the
world. Jon Kabat-Zinn was one of the first people to introduce the practice of
mindfulness to the rest of the world by opening a clinic in 1979 called the Stress
Reduction Clinic in Massachusetts, USA which popularised the Mindfulness- based
stress reduction technique (Kabat-Zinn, 2005; Rau & Williams, 2016).

According to the theories of mindfulness, Dispositional Mindfulness consists of these
major characteristics:

Clarity of Awareness - Clear awareness of one's inner and exterior worlds, including
thoughts, feelings, sensations, actions, and surroundings as they exist at any given
time(Brown et al., 2007).

Nonconceptual, Non-discriminatory Awareness - By allowing inputs to enter awareness
through the simple act of perceiving what is happening, mindfulness focuses on a non-
interference with experience. It's possible that thought can be used more effectively and
precisely as a result of this detachment of consciousness from cognitive content(Brown
et al., 2007).

Flexibility of Awareness and Attention - The flexibility of mindfulness is another
essential quality. It can zoom in on specific details (focused attention) or step back from
particular states of mind to acquire a wider perspective on what is happening (clear
awareness), according to preference or situation (Brown et al., 2007; Cullen, 2006;
Welwood, n.d.)

Empirical Stance towards Reality - The traits that have been mentioned thus far suggest

that being mindful is essentially empirical, since it aims to have the "full facts" in a way

13
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that is akin to an objective scientist seeking accurate information of a phenomenon.
This viewpoint encourages withholding judgement until after a thorough investigation
of the facts (Brown et al., 2007; Thera, 2014).

Present-oriented Consciousness - The traits mentioned here also emphasise the idea of
presence. The mind is skilled at "time-traveling" into memories of the past, dreams
about the future, and generally, away from the immediateness of experience in the
present. It is simple to forget that we only have direct experience of the present moment
and have no direct access to either the past or the future. This time travel serves the
significant regulatory purpose of protecting, maintaining, and enhancing the self in, for
example, the pursuit of goals (Brown et al., 2007; Sheldon & Vansteenkiste, 2005).
Stability or Continuity of Attention and Awareness - Consistency of consciousness and
concentration reduces the likelihood that concepts, ideas, and related emotions may be
hastily or automatically added to basic facts. This steadiness also makes it easier to
recognise when one is mired in conceptual ideas or feelings that are based on the past or
the future and to bring oneself back to the present. Observing what is present, including
the fact that one is no longer present, is mindfulness (Brown et al., 2007; Kabat-Zinn,

2005).

1.3 Self-compassion and Caregiver Burden

Having higher levels of Self-Compassion can help alleviate the level of Caregiver
Burden that is faced by parents of children with disabilities. Compassion, deeply rooted in
Buddhist teachings, holds significant importance as a fundamental element within the care
sector. It possesses the inherent capacity to alleviate the suffering experienced by individuals,

especially such parents and their burden (Hlabangana & Hearn, 2020; Murfield et al., 2020)
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Self-care and Self-Compassion are crucial for both the general population and those in
caregiving roles, as they provide essential benefits and help prevent burnout and enhance
overall well-being (Hlabangana & Hearn, 2020; Murfield et al., 2020).

Individuals with higher levels of Self-Compassion demonstrate a faster recovery and
resilience in the face of stressors, in contrast to those with lower Self-Compassion. This is
specially noticed in terms of resilience from factors like Caregiver Burden (Figley, 2002;
Hlabangana & Hearn, 2020; Leary et al., 2007). These findings emphasize the significance of
implementing Self-Compassion interventions for high-risk individuals, such as caregivers, to
enhance their resilience and ability to cope with the challenges associated with caregiving

(Hlabangana & Hearn, 2020; Murfield et al., 2020).

1.5 Self-compassion and Dispositional Mindfulness with Caregiver Burden

In Neff’s well-known theory on Self-Compassion, mindfulness has been termed as
one of its facets. Studies have spoken about how parents who are able to build a mindful
parenting approach for their children are able to provide parental support which has more
positive outcomes for the child. This in turn has a better effect on the mental health of both
the parent and the child (Duncan et al., 2015; Gouveia et al., 2016). One of the aspects of
building this mindful parenting approach involves Self-Compassion along with many other
aspects like kindness, warmth, forgiveness and self-awareness. Only when the parent is aware
of the approach they are using and the way that they are bringing up their child will they be
able to involve the Self-Compassion as a part of this mindful practice of parenting (Gouveia
et al., 2016; Pakdaman, 2014).

Although there has been limited investigation into the role of Self-Compassion in
parent-child relationships, it is widely recognized as a crucial factor for effective parenting by

assisting parents in managing negative emotions and specifically addressing the challenges
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and frustrations that arise in the parenting journey (Gouveia et al., 2016; Moreira et al., 2015;
K. Neff, 2011; K. D. Neff & Faso, 2015). In a recent study, Moreira et al. (2015a, b)
discovered a positive correlation between Self-Compassion and mindful parenting. These
findings provide evidence that the manner in which parents treat themselves is closely linked
to their adoption of specific parenting practices and attitudes, as well as their interactions
with their children (Gouveia et al., 2016; Moreira et al., 2015).

Individuals who exhibit higher levels of Self-Compassion tend to possess greater self-
kindness, displaying care and support towards themselves, their failures, and their suffering.
As aresult, they are less self-critical when it comes to their parenting behaviors and feel more
confident in their ability to care for their children, which aligns with the principles of mindful
parenting. Their enhanced sense of common humanity, allows Self-Compassionate
individuals to accept their limitations as parents and the imperfections of their children
without judgment, which is another crucial aspect of mindful parenting.

Another noteworthy characteristic of Self-compassionate individuals is their capacity
to mindfully observe and acknowledge painful emotions and thoughts, rather than denying or
ruminating on them. This ability enables Self-compassionate parents to maintain a state of
decentering, avoiding excessive identification with negative thoughts about their children and
their role as parents. Consequently, this heightened mindfulness capacity enhances emotional
awareness of both their own and their children's emotional states, facilitating greater self-
regulation within the parent-child relationship. Such self-regulation allows parents to be less
reactive, diminishes their dependence on their children's emotions, and enables them to align
their parenting practices with their desired goals, all of which are fundamental aspects of
mindful parenting.

Higher scores on Dispositional Mindfulness and higher levels of Self-Compassion

have always been associated with lower levels of Caregiver Burden (Chen et al., 2020; Liu et
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al., 2021; Murfield et al., 2020). Cultivating mindfulness and Self-Compassion may have
beneficial effects in reducing stress among parents and educators. Prior studies have indicated
links between mindful parenting and factors such as parents' Dispositional Mindfulness and
Self-Compassion, as well as reduced parenting stress and positive parenting outcomes
(Gouveia et al., 2016).

Lastly, the concept of mindful parenting itself emphasizes the significance of
compassion towards oneself as a parent and towards the child as a fundamental component of
parent-child interactions. (Gouveia et al., 2016; Moreira et al., 2015; K. Neff, 2011; K. D.

Neff & Faso, 2015).

Stress (Caregiver burden),
(illness characteristics-
diagnosis, severity, duration,
dysfunction)
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Problem
focused

Emotion
Iliness variables focused
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Caregivers’ demographics
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Social support

Cultural variables

Physical

Outcome
(distress/well-being)

Psychological

Figure 1.2 Caregiving and coping model
The current chapter talks about the variables used in the study along with previous
theories that have tried to explain all of them. It also looks at the connections between Self-

Compassion, Dispositional Mindfulness and Caregiver Burden as concepts. The following
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chapter would delve into the previous research that has been done using these concepts
especially in the population that this research is talking about. This will help to understand
the research gap and establish the significance of this study.

The described model offers a theoretical framework to understand how individuals
cope with stress in different situations, including caregivers supporting individuals with
physical and/or psychological difficulties. Caregiving for someone with disabilities can be
particularly stressful for the caregiver, as they face various stressors related to the person's
health, diagnosis, severity, duration, dysfunction, disability, and overall burden. Central to
caregiving is the appraisal of these stressors and caregiving demands. Appraisal is
categorized into primary and secondary. Primary appraisal involves caregivers' judgments
regarding the challenges associated with caregiving, while secondary appraisal includes
assessing the stressful situation and available coping resources. By understanding and
appraising these factors, caregivers can employ coping strategies such as seeking support,
self-care, problem-solving, and professional assistance. It's important to acknowledge that
caregiving experiences are complex and diverse, and individual factors may influence how
caregivers appraise and cope with stress. Caregivers utilize different coping skills to manage
the stress of caregiving. They employ either "problem-focused coping" to actively address
difficult situations or "emotion-focused coping" to handle the emotional distress associated
with caregiving. However, mediating factors such as illness variables (diagnosis, severity,
duration) and caregiver profile (education, gender, relationship) can influence the burden,
appraisal, and coping of caregivers. The interaction between stressors, burden, appraisal, and
coping determines the caregiver's outcome in terms of distress or well-being. Effective
coping leads to well-being, while ineffective coping results in distress. Recognizing these
factors is crucial in developing appropriate support systems and interventions to enhance

caregivers' coping skills and overall well-being. By addressing the unique challenges
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caregivers face and providing targeted assistance, we can improve their ability to manage

stress while caring for others.
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CHAPTER II

REVIEW OF LITERATURE
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2.1 Self — Compassion and Caregiver Burden

Zoe Biddle, Frances V. O’Callaghan, Amy L. Finlay-Jones & Natasha E. Reid (2020)
studied caregivers of children and adolescents with Fetal Alcohol Spectrum Disorder (FASD)
and how Self-Compassion could be a tool for intervention for these caregivers. Since FASD
is a lifelong neurological condition the caregivers have their own set of challenges to deal
with. The study looked at 175 caregivers and assessed the levels of shame, guilt, pride, Self-
Compassion associated with caregiver psychological distress. They also assessed if there was
a difference between biological and non-biological caregivers. The level of Self-Compassion
was positively associated with pride and negatively associated with psychological distress,
shame and guilt. Shame, pride, guilt, and Self-Compassion accounted for 68.1% of the
variance in caregiver psychological distress, according to a hierarchical multiple regression
analysis that controlled for key caregiver demographics. Comparing biological caregivers to
non-biological caregivers, biological caregivers reported feeling more guilty. The current
research found that Self-Compassion, pride, blame, and shame were linked to caregiver
psychological distress. Shame and Self-Compassion were found to be particular sources of

caregiver psychological distress.

Bella Siu man Chan, Ju Deng, Yan Li, Tianbi Li, Yanmei Shen, Yuyin Wang & Li Yi
(2020) in their correlational study assessed the role of Self-Compassion in the relationship
between the post-traumatic growth and psychological distress in caregivers of children with
ASD. It has been established that caregivers of children with ASD have various negative
symptoms but this study aimed to understand exactly which dimensions of post-traumatic
growth and psychological distress which included depression, anxiety and stress levels could
have an impact along with Self-Compassion acting as a relating variable. 121 participants

were assessed in the study who were taken from special schools and online chat platforms.
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The results concluded that there was no correlation between post-traumatic growth and
psychological distress but this relationship was evident through Self-Compassion. Therefore,
with the help of Self-Compassion, post-traumatic growth can help protect the mental health

of these caregivers.

Moslem Asli Azad, Soheila Shariat, Tahere Farhadi & Lale Shahidi (2018) assessed
the psychological well-being of caregivers of people with physical, mental and multiple
disabilities by looking at Self-Compassion and self-esteem (SE) of the participants. The study
hypothesised that Self-Compassion and SE can help counteract the negative feelings arising
from being a caregiver and therefore, lead to improved psychological well-being. Data was
collected from 54 individuals in Iran both men and women in the age range of 20 to 55 years.
The data analysis proved that SE and Self-Compassion can predict the psychological well-
being of the caregivers of individuals with disabilities. Therefore, enhancing these aspects

could improve well-being of caregivers.

2.2 Caregiver Burden for Caregivers of Children with Multiple Disabilities (Caregivers of

MD Children)

Sarah C. Masefield, Stephanie L. Prady, Trevor A. Sheldon, Neil Small, Stuart Jarvis
& Kate. E. Pickett (2020) in their meta-analysis study tried to understand the health effects
that caregivers face as a result of caring for their young children with developmental
disabilities and the impact of various disability diagnoses as well as socioeconomic position.
Studies which looked at any one symptom for mother of children with and without
developmental disabilities in the age group 0-5 years were looked at across Medline,
EMBASE, PsycINFO, and CINAHL databases. In the meta-analysis, there were 23 estimates
of associations for the outcomes of stress (n = 11), depressive symptoms (n =9), general

health (n = 2), and fatigue (n = 1) from 14 retrospective investigations. Being a caregiver for
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a child with a developmental disability was linked to worse health. Down syndrome had the
smallest association, while mixed developmental disabilities had the largest. The health of
mothers of young children with developmental problems may be worse than that of mothers

of children who are typically developing.

G. Cetinbakis, G. Bastug & E.T. Ozel-Kizil (2018) investigated the various factors
that could be leading to Caregiver Burden among mothers of children with ASD in Turkey.
The factors they chose to assess were expressed emotion, social support, life satisfaction,
dyadic adjustment, post-traumatic growth, and socio-demographic characteristics. 62 mothers
of children with ASD and 60 mothers of typically developing children were employed as
participants in the study. The main three factors which led to higher caregiving burden in the
mothers was disability percentage, ASD-related behaviours and poor dyadic adjustment.
These in turn led to higher expressed emotions and therefore lower life satisfaction. Mothers
who had higher life satisfaction had low caregiving burden, high sociol support and dyadic
adjustment and low expressed emotions. These women require expert advice and

psychosocial help while they raise their children.

An Indian study conducted by Prerna Singh, Subharati Ghosh and Subhrangshu Nandi
in (2017) examined mothers of children with ASD in India, assessing subjective burden,
depression, and social support. 50% of mothers reported clinically significant depression.
Subjective burden predicted higher depression. Medium/high family support directly
impacted depression and moderated the burden's effect. Implications highlight the need to
address depression and subjective burden in mothers of children with ASD, emphasizing the
positive impact of family support. Policy and practice should focus on interventions

promoting family support to improve maternal well-being and mental health outcomes.
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However, the study's limitations, like the small sample and specific context, warrant further

research for broader generalizability.

Meenhye Lee, Chang Park, Alicia K. Matthews & Kelly Hsieh (2017) aimed to
compare the prevalence of chronic conditions and health risk behaviors of family caregivers
of children with and without disabilities and to examine associations between disability status
of children and family caregivers' chronic conditions and health risk behaviors. The study
used data from the 2015 National Health Interview Survey and compared chronic conditions
and health risk behaviors across family caregivers of children with a disability (FCG-D) and
family caregivers of children without a disability (FCG). Health risk behaviors were defined
as heavy drinking, current smoking, physical inactivity, and unhealthy sleep. The study found
that FCG-D had significantly greater likelihoods of chronic conditions such as asthma, back
pain, chronic bronchitis, heart conditions, migraine, and obesity, than FCG. Additionally,
FCG-D exhibited significantly more smoking and unhealthy sleep than FCG. These findings
suggest that family caregivers of children with disabilities may be at higher risk for chronic
conditions and health risk behaviors, highlighting the need for targeted interventions and

health policies to address the health disparities experienced by this population.

Christina N. Marsack and Preethy S. Samuel (2017) aimed to explore the relationship
between caregiver burden and quality of life (QOL) in parents aged 50 or older, who have
adult children with autism spectrum disorder (ASD). A total of 320 parents participated in the
research. The findings revealed that caregiver burden had a negative impact on the parents'
QOL. The study also examined the mediating effect of formal and informal social support on
this relationship. Informal social support was found to partially mediate the connection
between caregiver burden and QOL, suggesting that having strong informal social support

networks could help improve the QOL of these parents. However, formal social support did
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not show any mediating effect on this relationship. The results emphasize the significance of
enhancing informal social support for aging parents of adult children with ASD to better

support their well-being and QOL.

Susanne Olsen Roper, Diane W. Allred, Barbara Mandleco, Donna Freeborn & Tina
Dyches (2014) aimed to explore the relationships between type of disability, Caregiver
Burden, and sibling relationships in families raising children with disabilities, using family
systems theory as a theoretical framework. The sample consisted of 172 families with
typically developing children or a child with a disability who were recruited through
meetings and workshops for families of children with disabilities and snowball sampling.
Results showed that mothers reported higher levels of Caregiver Burden than fathers, and
parents of children with Self-Compassion experienced higher levels of Caregiver Burden
compared to parents of typically developing children. Mothers of children with Down
syndrome and multiple disabilities reported more positive sibling relationships than mothers
of typically developing children. Caregiver Burden was negatively related to parents'
perceptions of the sibling relationship, and it mediated the relationship between having a
child with Self-Compassion and positive sibling relationships. The findings highlight the
importance of considering the family system when examining families raising children with
disabilities, and the need for interventions to reduce Caregiver Burden and promote positive

sibling relationships.

Kristin D. Neff & Daniel J. Faso (2014) conducted a study among parents of children
diagnosed with ASD to understand the level of difficulty they face in terms of depressive
symptoms and parenting stress. The severity level of ASD of the child was also assessed
along with variables like hope, goal reengagement, life satisfaction and Self-Compassion to

look at whether any of these could be barriers to the negative emotions felt by the parents.
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This study used self-report measures to evaluate the relationship between Self-Compassion
and wellbeing in 51 parents of children with ASD. Self-Compassion was adversely connected
with depression and parental stress and positively associated with life satisfaction, hope, and
goal reengagement. Self-Compassion consistently predicted parental well-being over and
above the effects of child symptom severity, despite the fact that child symptom intensity is
frequently the largest predictor of negative adjustment for parents. The findings imply that

Self-Compassion may be crucial to the wellbeing of parents of children with ASD.

Asley C. Woodman, Helena P. Mawdsley & Penny Hauser-Cram (2014) conducted a
study to examine the transactional relationship between parenting stress and child behavior
problems in families of children with developmental disabilities. The study involved 149
families of children diagnosed with developmental disabilities, and data was collected at
three different time points, with a 5-year gap between each assessment. The study found that
there was a significant positive correlation between parenting stress and child behavior
problems, which remained stable over the 15-year period. Moreover, the relationship between
parenting stress and child behavior problems was found to be bidirectional, indicating that
parenting stress was both a cause and a consequence of child behavior problems. Overall, the
study highlights the importance of identifying and addressing parenting stress in families of
children with developmental disabilities. By promoting effective parenting strategies and
addressing parenting stress, healthcare providers and clinicians may be able to improve the

well-being of both the child and the family.

D. Norlin & M. Broberg (2012) compared the couple relationship and individual well-
being of parents of children with and without intellectual disability (ID). The sample
consisted of 80 couples, 40 of whom had a child with ID and 40 of whom had typically

developing children. Participants completed a self-reported questionnaire on their couple
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relationship and individual well-being. The results showed that parents of children with ID
reported lower levels of couple relationship quality and individual well-being compared to
parents of typically developing children. The level of severity of the child's ID was negatively
correlated with the couple relationship quality and individual well-being of parents.
Moreover, parents of children with ID reported higher levels of stress and lower levels of
social support compared to parents of typically developing children. These findings suggest
that parents of children with ID are at greater risk for poor couple relationship quality and
individual well-being, highlighting the need for support and intervention programs for these

families.

Emilie Cappe, Marion Wolff, Rene Bobet & Jean-Louis Adrien (2011) tried to
establish quality of life as a variable to create an effective intervention plan for parents of
children diagnosed with ASD, PDD-NOS and Asperger’s Syndrome. They intended to
identify the cognitive and behavioural profiles of these parents and how it affects their
adjustment so that they can suggest an effective intervention plan. The main finding was that
coping techniques that emphasise emotions appear to be less successful. The majority of their
lives were more stressful and disrupted for parents who used emotion-focused techniques.
Additionally, they reported feeling more guilty and having more misconceptions regarding

PDD.

Charles D. Hoffman, Dwight P. Sweeney, Danelle Hodge, Muriel C. Lopez-Wagner
& Lisa Looney (2009) aimed to explore parental perspectives on social communication
interventions for children with ASD. The study examined the levels of stress experienced by
mothers of 342 children diagnosed with Self-Compassion, compared to mothers of typically
developing children. The results showed that mothers of children with Self-Compassion

reported significantly higher levels of stress than the control group, across 13 of the 14
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subscales of the Parenting Stress Index. The only subscale that did not differ between the two
groups was the Attachment subscale, indicating a lack of emotional closeness and cold
patterns of parent-child interaction. The mothers of children with Self-Compassion also had
very high scores on the Child Domain subscale. Despite the stress, the study found that
mothers of children with Self-Compassion reported close relationships with their children.
The study highlights the need for interventions to help reduce stress levels in mothers of

children with Self-Compassion.

K.M. Plant & M.R. Sanders (2006) aimed to identify the predictors, mediators, and
moderators of parent stress in families of preschool-aged children with developmental
disabilities. A total of 105 mothers of preschool-aged children with developmental disabilities
completed assessment measures addressing the key variables. The analyses showed that
parents' difficulty in completing specific caregiving tasks, behavior problems during these
caregiving tasks, and the level of child disability were significant predictors of parent stress.
Furthermore, parents' cognitive appraisal of caregiving responsibilities had a mediating effect
on the relationship between the child's level of disability and parent stress. Mothers' level of
social support had a moderating effect on the relationship between the key independent
variables and parent stress. These findings suggest that difficulty in caregiving tasks, difficult
child behavior during caregiving tasks, and the level of child disability are the primary factors

that contribute to parent stress.

George H. S. Singer (2006) aimed to investigate the prevalence of depression in
mothers of children with developmental disabilities compared to mothers of typically
developing children. The study involved a meta-analysis of 18 studies that met the inclusion
criteria. The study found that mothers of children with developmental disabilities were at a

higher risk of experiencing depression compared to mothers of typically developing children.
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The effect size was found to be moderate, indicating a significant difference in depression
rates between the two groups. Furthermore, the study found that the effect size was larger for
mothers of children with severe developmental disabilities compared to mothers of children
with mild to moderate developmental disabilities. This highlights the need for increased
support and resources for families with children with severe developmental disabilities.
Overall, the study emphasizes the importance of screening and providing support for
maternal mental health in families of children with developmental disabilities. By identifying
and addressing depression in mothers of children with developmental disabilities, healthcare
providers and clinicians may be able to improve the well-being of both the mother and the

family as a whole.

2.3 Self-compassion and Dispositional Mindfulness

M.J. Gouveia, C. Carona, M.C. Cannavarro & H. Moreira (2016) in their article spoke
about mindful parenting, a relatively recent concept in parenting research, focusing on
enhancing present-moment awareness within the parent-child relationship through specific
practices or skills. Prior studies have indicated links between mindful parenting and factors
such as parents' Dispositional Mindfulness and Self-Compassion, as well as reduced
parenting stress and positive parenting outcomes. However, there has been a lack of
integrated models incorporating these variables. This study aimed to investigate the
associations between parents' Dispositional Mindfulness, Self-Compassion, parenting stress,
and parenting styles through the lens of mindful parenting. The study included a sample of
333 parents (87 fathers, 246 mothers) aged between 27 and 63 years. The findings revealed
that higher levels of Dispositional Mindfulness and Self-Compassion were positively
correlated with greater levels of mindful parenting. In turn, mindful parenting was associated

with lower levels of parenting stress, higher levels of authoritative parenting style, and lower
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levels of authoritarian and permissive parenting styles. This study contributes valuable and
innovative insights to the field of mindful parenting research by elucidating some of the
modifiable variables that can facilitate the adoption of mindful parenting practices, adaptive
parenting styles, and a reduction in parenting stress. The findings hold significant clinical
implications, particularly in identifying vulnerable parent groups who could benefit the most

from interventions promoting mindful parenting.

Need and Significance of present study

Studies on caregiver health are frequently performed without the addition of a
typically developing comparison group which is the main focus of this study. Previous studies
have spoke more about the burden in caregivers of children with cerebral palsy, Self-
Compassion, or mixed disability groups (composed primarily of children with these
disabilities and Down syndrome) (Bailey et al., 2007; Masefield et al., 2020). Very few
research studies have spoken about what could be the factors that may be able to help
caregivers to combat the stress associated with the burden that is attached with caregiving.
More researches have only focussed on the negative factors like depression, anxiety, life
stress, daily hassles and less overall well-being that has come as a part of the caregiving
burden. However, research needs to look into whether positive psychology intervention
focussed on Self-Compassion, mindfulness, kindness, gratitude, etc. can help reduce the
effects of Caregiver Burden in parents of children with disabilities. Research also needs to
look into the level of acceptance that parents of children with disabilities tend to develop after
many years of the child being diagnosed with that disability. Also, regularly coming for
therapy or treatment might help them build resilience against the effects of this burden as
they begin to understand how their child is a little different from typically developing

children which is why they need to be given that extra love and support to develop.
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CHAPTER III
METHODOLOGY
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3.1 Aim:

To compare dispositional mindfulness, self-compassion and caregiver burden among

caregivers of children with multiple disabilities and typically developing children.

3.2 Objectives

1.

To compare dispositional mindfulness among caregivers of children with multiple
disabilities and typically developing children.

To compare self-compassion among caregivers of children with multiple disabilities
and typically developing children.

To compare caregiver burden among caregivers of children with multiple disabilities
and typically developing children.

To examine the relationship between dispositional mindfulness and self-compassion
among caregivers of children with multiple disabilities.

To examine the relationship between self-compassion and caregiver burden among
caregivers of children with multiple disabilities.

To examine the relationship between dispositional mindfulness and caregiver burden

among caregivers of children with multiple disabilities.

3.3 Hypotheses

1.

Dispositional mindfulness will be significantly lower among caregivers of children
with multiple disabilities as compared to caregivers of typically developing children.
Self-compassion will be significantly lower among caregivers of children with
multiple disabilities as compared to caregivers of typically developing children.
Caregiver burden will be significantly higher among caregivers of children with

multiple disabilities as compared to caregivers of typically developing children.
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4. Dispositional mindfulness and self-compassion will have a significant positive
relationship among caregivers of children with multiple disabilities.

5. Self-compassion and caregiver burden will have a significant negative relationship
among caregivers of children with multiple disabilities.

6. Dispositional mindfulness and caregiver burden will have a significant negative
relationship among caregivers of children with multiple disabilities.

7. Dispositional mindfulness and self-compassion will have a significant positive
relationship among caregivers of typically developing children.

8. Self-compassion and caregiver burden will have a significant negative relationship
among caregivers of typically developing children.

9. Dispositional mindfulness and caregiver burden will have a significant negative
relationship among caregivers of typically developing children.

10. There will be a significant difference in caregiver burden based on sex of the child.

11. There will be a significant difference in caregiver burden, dispositional mindfulness
and self-compassion based on occupational status of the caregiver.

12. There will be a significant difference in caregiver burden, dispositional mindfulness
and self-compassion based on educational status of the caregiver.

13. There will be a significant difference in caregiver burden, dispositional mindfulness

and self-compassion based on age of child and caregiver.

3.4 Sample

The methods followed in determining and recruiting the samples of the study are explained in

the following subsections.

3.4.1 Sample Estimation Protocol
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The priori analysis in G*Power 3.0 was done to estimate the sample size for the present

study. The configuration was setup for t-test with an effect size 0.5.

3.4.2 Sample Size — Based on the sample estimation protocol, the following sample size has
been proposed N Tota = 100 (Nmp = 50; Ntp = 50). The data was collected from a total of 100

participants.

3.4.3 Sampling Method — For the present study, purposive sampling was used.
3.4.4 Sampling Criteria

The following were the sampling criteria which were adopted in the present study.

Inclusion criteria for the caregivers of children with Multiple Disabilities:
1. Caregivers of children who have been diagnosed with one of the following multiple
disabilities: ASD with ID, ID with CP, ID with Visual or Hearing Impairment
2. Children must be in the age of 6-16 years

3. Caregivers must be biologically related to the child

Exclusion criteria for the caregivers of children with Multiple Disabilities:
1. Caregivers who are in distress due to any physical health condition affecting them and
are availing treatment for the same.
2. Caregivers who are diagnosed with any psychiatric or mental health condition due to

which they are facing distress or availing treatment.

Inclusion criteria for the caregivers of typically developing children:

1. Caregivers of typically developing children in the age group of 6 to 16 years.
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Exclusion criteria for the caregivers of typically developing children:

1.

2.

Caregivers of children who have any major learning difficulty.
Caregivers of children who have major emotional disturbances.
Caregivers of children who have behavioural problems.

Caregivers of children who have any major addictions.

3.5 Research Design

The present research follows correlational design.

3.6 Variables

The following are the variables considered in the study:-

Independent Variables — Self-compassion, Dispositional Mindfulness

Dependent Variables — Caregiver Burden

3.7 Tools of Assessment

In the following subsections, the description of the tools of assessment were discussed in

detail along with their psychometric properties:

Socio-Demographic Questionnaire

The socio-demographic variables such as age and sex of child and caregiver,

nature of disability, marital status, place of residence, family type, educational status,

employment status, socio-economic status, and level of family support were collected

using a self-constructed questionnaire.
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2. Mindfulness Attention Awareness Scale (Brown & Ryan, 2003)

The MAAS is a 15-item instrument that measures people’s tendency to be
mindful of moment-to-moment experience. Thus, the instrument focuses on the
presence or absence of attention and awareness of what occurs in the present. This
scale has been shown to relate to various aspects of well-being and to how effectively
people deal with stressful life events. The 15 items are scored on a 6 point Likert scale
with 1 being almost always, 2 being very frequently, 3 being somewhat frequently. It
has strong internal reliability for women and men. The MAAS demonstrates
convergent and discriminant correlations in the expected direction with other
measures such as the NEO-PI, NEO-FFI, the Mindfulness / Mindlessness scale
(MMS), Beck’s Depression Inventory (BDI), Rosenberg’s Self- esteem Scale, and the
State-trait Anxiety Inventory (STAI). It is a validated scale used to assess
Dispositional Mindfulness and there are no gender differences in terms of validity.
The scoring pattern involves a mean score of all the items with 11 and above
indicating high, 6-10 indicating moderate and below 6 indicating low levels of
Dispositional Mindfulness. The MAAS was found to have good internal consistency,

with alphas ranging of .82 and .87 in student and adult samples (respectively).

3. Burden Scale for Family Caregivers — Short Version (Graessel et al., 2014)

It is a 10 item scale to assess the level of subjective burden of family
caregivers of the individual. It follows a 3 point Likert scale with 0 being strongly
disagree, 1 being disagree, 2 being agree, and 3 being strongly agree. The statements
help understand various facets of the life of the caregiver which may have been
impacted due to caregiving for the child or family member with a disability or illness.

It has strong internal reliability Cronbach Alpha =0.92 and all items showed high
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discriminatory power. It also has strong predictive and construct validity. Higher

scores represent higher levels of Dispositional Mindfulness.

4. Self-Compassion Scale (NEFF, 2003)

The Self-compassion scale is used to assess the three major components of
Self-Compassion which include self-kindness versus self-judgement, common
humanity versus isolation and mindfulness versus overidentification. The scale is
appropriate for any individuals above 14 years of age and should be self-administered.
On the whole, the scale seeks to assess how the individuals act towards themselves in
difficult times through answering 26 items. The items are to be marked on a 5 point
Likert scale from 1 being “Almost never” to 5 being “Almost always” and 2,3,4 have
not been specified in particular but fall in the spectrum. In the 26 item coding key:
Self-kindness items: 5, 12, 19, 23, 26, Self-judgment items: 1, §, 11, 16, 21, Common
humanity items: 3, 7, 10, 15, Isolation items: 4, 13, 18, 25, Mindfulness items: 9, 14,
17, 22, Over-identified items: 2, 6, 20, 24. Subscale scores can also be computed

individually and for the total scale higher scores represent higher Self-Compassion.

3.8 Procedure

The participants who matched the criteria were identified and approached for the
study. Informed consent form was provided to all caregivers who matched the criteria and
who were willing to participate in the study. An online consent form was attached along with
the Google form for the TD group. The participants were briefed about confidentiality and
debriefing was given if any distress was faced by the caregivers. The children should have
been diagnosed by a qualified psychiatrist/ clinical psychologist. The questionnaires were

administered in person to each caregiver of the MD population and an online google form
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was circulated to the caregivers of the TD population. Screening questions were asked in the
socio-demographic data form to identify whether the caregiver would belong to the
experimental group or the control group and would be eligible for the study.

The three questionnaires (MAAS, BFSC — SV and SCS) were provided to the caregiver who

responded to all the questions given.

Sample size was
determined to be, N =
101 (MD group = 51
and TD groups = 51)

Total number of typically
developing participants
were assessed and
screened for eligibility

Total participants were
identified who fit the
multiple disability criterial

Participants were Participants were
allocated to the study allocated to the study

Participants were
mmd Measured using the tools
mentioned

Participants were
mmmdmeasured using the tools
mentioned

Data were collected and Data were collected and

analysed analysed

Figure 3.1 Schema profile of current study

Ethical Considerations:
Informed consent was taken from all participants.
Participation in the study was voluntary.
Debriefing was given whenever required.
Anonymity of the participants and the confidentiality of the data was maintained.

The participants were not subjected to any physical or psychological harm.
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Tools used in the study were all either open source made publicly available for

research under creative commons license.

Data Analysis

The data collected was analyzed in SPSS 25.0. The descriptive statistics were
obtained for all the possible study measures and reported in the subsequent chapters. For
inferential statistics, the data were tested for any outliers and normality analysis was done
using Shapiro-Wilk statistic to meet the requirements of parametric statistics. The results
showed that all the variables entered in the analysis was not significant indicating that the
normality of the data was present. Consequently, Pearson correlation was performed to find
the relationship among the variables of the study. Additionally, the homogeneity of variances
was tested using Levene’s test for equality of variances, in order to perform the independent
sample t-test. T-test was then computed to compare the differences between the groups. For
the variables having more than two groups, One-way ANOVA was performed to check the
significance of differences between the groups.

Tukey’s HSD was performed as the post-hoc analysis to understand which particular

pairs of groups are showing significant differences between each other.
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CHAPTER 1V
RESULTS
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As proposed in the previous chapters the main aim of this research is to find out the
relationship between Self-compassion, Dispositional Mindfulness (Dispositional
Mindfulness) and Caregiver Burden (Caregiver Burden) among Caregivers of Children with
Multiple Disabilities (Caregivers of MD Children) and Caregivers of Typically Developing
Children (Caregivers of TD Children). The research tries to understand if caregivers may
have a reduction in their levels of Caregiver Burden when they have higher levels of
Dispositional Mindfulness as well as Self-Compassion which could act to help reduce the
Caregiver Burden that they face. It also aims to compare both groups of caregivers, in their
levels of Caregiver Burden, Self-Compassion and Dispositional Mindfulness to understand
the comparison in order to aid further research and intervention in this area. The previous
chapter laid out the methodology employed for the current study. The present chapter looks

into the analysis for the results obtained.

The results are presented in the following sections:
Section I: Shows the participants characteristics and descriptive statistics for the variables.
Section II: Shows the descriptive and inferential statistics of the data collected from the

participants.

4.1 Section I

Table 1 has the demographic details of the 50 participants who are the caregivers of
the children identified with multiple disabilities whereas Table 2 has the demographic details
of the caregivers of TD children.

As it is given in Table 1, there were 50 participants in the clinical group which had
caregivers of MD children. Of the 50 participants, the minimum age was 28 whereas the

maximum age was 46. 90% of the participants were females and mothers whereas 10% of
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them were males or fathers. The majority of the population of the child was male (72%) and
Autism Spectrum Disorder with Intellectual Disability - ID+ASD (86%). A large number of
the caregivers were educated up to graduate level (56%) and were homemakers (80%) and
were married (92%). Most of them belong to middle socio-economic status (86%), residing in
urban areas (70%) belong to nuclear family (64%). There was almost an equal division of
people who believed that they receive poor (30%), satisfactory (36%), and good support from

their family(34%).
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Table 1: Participant Characteristics and Descriptive Statistics of Variables in MD

Population
Variable Group N % Mean SD Min  Max
Age of 50 37.24 28 46
Caregiver
Sex of 1. Male 5 10%
Caregiver ii. Female 45 90%
Relationship 1. Mother 45 90%
with Child ii. Father 5 10%
iii. Aunt 0
Age of Child 50 10 6 16
Sex of Child i Male 36 72%
il. Female 14 28%
Nature of 1. ID + ASD 43 86%
| Disability ii. ID +CP 7 14%
Educational 1. Uneducated 4 8%
Qualification ii. 10" Pass 6 12%
iii. 12" Pass 6 12%
iv. Graduate 28 56%
V. Post-graduate 6  12%
Employment 1. Homemaker 40 80%
Status il. Part-time 0 0%
iii. Full-time 8 16%
iv. Unemployed 2 4%
Marital Status 1. Married 46 92%
il. Unmarried 0 0%
iil. Divorced 0 0%
iv. Separated 2 4%
V. Single Parent 2 4%
due to other
reasons
Socio-economic 1. Low 4 8%
Status ii. Middle 43 86%
iii. High 3 6%
Place of 1. Rural 15 30%
Residence il. Urban 35 70%
Level of Family 1. Poor 15 30%
Support ii. Satisfactory 18 36%
iii. Good 17 34%
Family Type 1. Nuclear 32 64%
il. Extended 11 22%
1ii. Joint 7 14%

As given in Table 2, there were 50 participants in the healthy control group which had

caregivers of TD children. Of the 50 participants, the minimum age was 32 years and the
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maximum age was 68 years. The majority of the population was female (88%) and mothers
(84%). This group had two aunts as caregivers along with mothers and fathers. There was
almost an equal number of male (48%) and female (52%) children. This population had four
adopted children (8%), all caregivers were either graduate (40%) or post-graduate (60%) and
none were homemakers compared to the other group which had opposite characteristics.
Majority of the caregivers were unemployed (40%), full-time employed (32%) or part-time
(28%). A large number of the caregivers were married (96%), with middle socio-economic

status (76%), all residing in urban areas (100%).

Sex of Caregiver Sex of Child

m Sex of Caregiver
Male

m Sex of Caregiver
Female

Sex of Child Male Sex of Child Female

Figure 4.1 Graph depicting sex of caregiver Figure 4.2 Graph depicting sex of child
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Table 2: Participant Characteristics and Descriptive statistics of variables in TD

Caregiver Group

Variable Group N % Mean SD Min Max
Age of Caregiver 50 43.52 32 68
Sex of Caregiver 1. Male 5 12%
11. Female 45 88%
Relationship with 1. Mother 42 84%
Child 11. Father 6 12%
iii. Aunt 2 4%
Age of Child 50 13 6 16
Sex of Child 1. Male 36 48%
11. Female 14 52%
Educational 1. Uneducated 0
Qualification ii. 10" Pass 0
iii. 12 Pass 0
v. Graduate 20 40%
V. Post-graduate 30  60%
Employment 1. Homemaker 0
Status 11. Part-time 14 28%
iii. Full-time 16  32%
iv. Unemployed 20  40%
Marital Status V1. Married 48 96%
Vil. Unmarried 0 0%
viii.  Divorced 0 0%
iX. Separated 0 0%
X. Single Parent 2 4%
due to other
reasons
Socio-economic v. Low 0
Status V. Middle 38 76%
vi. High 12 24%
Place of Residence 1ii. Rural
v. Urban 50 100%

Table 3 shows the descriptive statistics for all the measures of the study. The mean

Dispositional Mindfulness was 64.33 + 14.894, Caregiver Burden 26.74 + 72.215, Self-

Compassion 66.12 = 19.105.
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Educational Qualification
60%
50% 48%
40% 36%
30%
20%
10% 4% 6% 6%
0% memmn BN BN

1

B Educational Qualification Uneducated m Educational Qualification 10th Pass
m Educational Qualification 12th Pass Educational Qualification Graduate

m Educational Qualification Post-graduate

Figure 4.3 Graph depicting Educational Qualification of caregiver

Employment Status

22%
24%
40%
0% 5% 10% 15% 20% 25% 30% 35% 40% 45%

Employment Status Unemployed m Employment Status Full-time

m Employment Status Part-time ~ m Employment Status Homemaker

Figure 4.4 Graph depicting Employment status of caregiver

Table 3: Descriptive Statistics for all Measures of the study

Measures N Minimu Maximum Mean Std. Std. Variance
m Statistic Statistic Error Deviation Statistic
Statistic Statistic

DM Total 100 23 90 64.33 1.489 14.894 221.839

CB Total 100 0 39 26.74 850  8.498 72.215

SC Total 100 40 113 66.12 1.911 19.105 365.016
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4.2 Section 11

4.2.1 Descriptive statistics and Independent sample t-test

The level of Dispositional Mindfulness, Caregiver Burden and Self-Compassion along

with its domains were calculated for the two different groups in the current studyj, i.e.

caregivers of MD children and caregivers of TD children. The below table (Table 4) shows

the average of all measures along with the standard deviation.

Table 4: Descriptive statistics for the measures based on the grouping variable — MD

and TD caregivers

Measures Group N Mean Std. Deviation
Dispositional Caregivers of 50 56.90 2.024
Mindfulness MD Children
Caregivers of 50 71.76 1.616
TD Children
Caregiver Burden Caregivers of 50 20.96 1.044
MD Children
Caregivers of 50 32.52 .682
TD Children
Self-Compassion  Caregivers of 50 75.72 18.167
MD Children
Caregivers of 50 56.52 14.811
TD Children
Mean
80 75.72 71.76
70
60 56.9 56.52
50
40 32.52
30 20.96
20
10 . I
0
52 5 g 5= B g
5 3 5 3
MD MD MD i) D )

Figure 4.5 : Graph of Mean of study variables across the two groups
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Table 5: Independent sample t-test statistic for study variables based on two groups —
MD and TD

Variables t df p value Mean
Difference

Dispositional ~ Equal variances -5.736 93.423 .000* -14.860
Mindfulness not assumed

Caregiver Equal variances -9.272 84.420 .000* -11.560
Burden not assumed

Self- Equal variances 5.792 94.177 .000* 19.200
Compassion not assumed

*p value significant at the level <0.05

As the independent samples t-test assumption, i.e. homogeneity of variances was
violated in some instances but maintained in other instances as seen on Levene’s test for
equality of variances, the equal variances assumed and equal variances not assumed statistic
have both been considered based on the instance of each.

The independent sample t test analysis showed that there were significant differences
on Dispositional Mindfulness, Caregiver Burden and Self-Compassion between the
caregivers of MD children and the caregivers of typically developing children. The
differences were also seen on two domains of Self-Compassion i.e., self judgement and
isolation. The table depicts that there were significant differences between the two groups on
Dispositional Mindfulness t (93.423) =-5.736, p < 0.01. From the descriptive statistic (Table
4) it was observed that the caregivers of TD children had higher levels of Dispositional
Mindfulness (71.76 £ 1.616) than the caregivers of MD population (56.90 + 2.024). It was
found that there were significant differences in Caregiver Burden between the two groups t
(84.420) =-9.272, p <0.01. From the descriptive statistic (Table 4) it was observed that the
caregivers of TD children had higher levels of Caregiver Burden (32.52 + .682) than the
caregivers of MD population (20.96 + 1.044). There were significant differences between the
two groups based on Self-Compassion t (94.117) = 5.792, p <0.01. From the descriptive

statistic (Table 5), it was observed that the caregivers of MD children had higher levels of
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Self-Compassion (75.72 + 18.167) compared to the caregivers of TD children (56.52 +

14.811).

Table 6: Descriptive statistics for the measures based on the grouping variable —

caregivers of male and female children

Variables Sex of N Mean Std. Std. Error
the Deviation Mean
child

Dispositional Mindfulness Female 40 64.93 16.549 2.617
Male 60 63.93 13.813 1.783

Caregiver Burden Female 40 30.45 5.931 938
Male 60 24.27 9.076 1.172

Self-Compassion Female 40 65.10 18.383 2.907
Male 60 66.80 19.696 2.543

*p value significant at the level <0.05
Table 7: Independent Sample t-test based on sex of the child

Variables t df Sig. (2-  Mean

tailed) Difference

Dispositional Equal variances assumed 325 98 746 992

Mindfulness

Caregiver Burden Equal variances not assumed .000 98 .000* 3.205

Self-Compassion  Equal variances assumed -434 98 .665 -1.700

*p value significant at the level <0.05

As the independent samples t-test assumption, i.e. homogeneity of variances was violated in

some instances but maintained in other instances as seen on Levene’s test for equality of

variances, the equal variances assumed and equal variances not assumed statistic have both

been considered based on the instance of each.

The independent sample t-test showed that there are significant differences on Caregiver

Burden based on sex of the child, i.e., male and female children. The table depicts that there

are significant differences between the two groups based on Caregiver Burden, t (98) = .000,

p<0.01. From the descriptive statistics table (Table 6) it was observed that the caregivers of

female children had higher levels of Caregiver Burden (30.95 + 5.931) than caregivers of

male children (24.27 + 9.076).
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4.2.2 Pearson’s Correlation
The following section shows inferential statistics results of the samples taken for the study.

Table 8: Pearson Correlation statistic for the study variables.

Age of Age of DM CB SC
Caregiver Child

Age of Caregiver -

Age of Child 744%*

Dispositional Mindfulness 222% 193 -

Caregiver Burden 224* .208* 126 -
Self-Compassion 254* 312%* -.099 -.520%*

*Significant at 0.05 level, **Significant at 0.01 level

The above table (Table 6) show the correlation for the study variables. The findings of the
analysis are discussed here. The analysis revealed that the age of the caregiver had a
significant positive correlation with Dispositional Mindfulness (r =.222, p<0.05), with
Caregiver Burden (r =.224, p<0.05), with Self-Compassion (r =.254, p<0.05). The age of the
child had a significant positive correlation with Caregiver Burden (r = .208, p <0.05), with
Self-Compassion (r =.312, p <0.01). Caregiver Burden had a significant negative correlation

with Self-Compassion (r = -.520, p< 0.01).
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4.2.3 ANOVA analysis
Table 9: ANOVA for Employment Status

Variables Sum of df Meanof F Sig.
Squares Square
Dispositional Between Groups 4724.201 3 1574.734 8.770 .000*
Mindfulness Within Groups 17237909 96 179.562
Total 21962.110 99
Caregiver Burden Between Groups 1490.275 3 496.758  8.427 .000*
Within Groups ~ 5658.965 96 58.948
Total 7149.240 99
Self Compassion Between Groups 4868.873 3 1622.958 4.983 .003*
Within Groups ~ 31267.687 96 325.705
Total 36136.560 99

*p value significant at the level <0.05

The ANOVA analysis was performed for employment status between the four groups namely,
homemaker, part-time employed, full-time employed and unemployed. The analysis showed
that there are significant differences between the employment status and Dispositional
Mindfulness (F = 8.770, p < 0.01). The analysis also showed that there are significant
differences between the employment status and Caregiver Burden (F = 8.427, p <0.01). The
analysis showed that there are significant differences the Self-Compassion and employment
status F =4.983, p <0.01).. Tukey HSD showed that on Dispositional Mindfulness,
unemployed caregivers (15.359), part-time employed caregivers (-14.664) and full-time
employed caregivers (-11.867) had higher scores than homemakers. It also showed that on
Caregiver Burden, unemployed caregivers (-7.175), part-time employed caregivers (-10.389)
and full-time employed caregivers (-5.758) had higher scores than homemakers. It showed
that on Self-Compassion, homemakers (-18.330) and full-time caregivers (-10.205) had

higher scores than unemployed caregivers.
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Table 10: ANOVA for Educational Status

Variables Sum of Squares  df Mean of F Sig.
Square

Dispositional ~ Between Groups 1508.492 4 377.123 1.752  .145
Mindfulness ~ Within Groups 20453.618 95 215.301

Total 21962.110 99
Caregiver Between Groups 950.789 4 237.697 3.643 .008*
Burden Within Groups 6198.451 95 65.247

Total 7149.240 99
Self Between Groups 4522.525 4 1130.631  3.398 .012*
Compassion ~ Within Groups 31614.035 95 332.779

Total 36136.560 99

*p value significant at the level <0.05

The ANOVA analysis was performed for the Educational Status between the five groups
namely, uneducated, 10" Pass, 12% pass, graduate and post-graduate. The ANOVA analysis
revealed that there was significant difference between the five groups and level of Caregiver
Burden (F = 3.643, p <0.08). There was also significant difference between the five groups
and level of Self-Compassion (F= 3.398, p <0.05). Tukey HSD showed Caregiver Burden
was significantly higher in individuals who were post-graduate than individuals who were
than 10" pass (-11.194). Self-Compassion was significantly higher in individuals who were
10" pass than individuals who were post-graduate (23.472).

Discussion

The study was primarily aimed at understanding the differences that exist in the levels of
Caregiver Burden, Dispositional Mindfulness and Self-Compassion between the two groups
of the study namely caregivers of MD children and caregivers of TD children. The study also
wanted to understand the relationship that exists between Dispositional Mindfulness, Self-
Compassion and Caregiver Burden. The study tried to analyse if increase in levels of Self-
Compassion and Dispositional Mindfulness would act to reduce the level of Caregiver

Burden faced by the parent or family member taking care of the child.
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The major hypothesis of the study which mentioned that higher levels of Self-Compassion
would correlate with lower levels of Caregiver Burden was retained across both groups. It
was found that caregivers who had higher rates of Self-Compassion and were depicting a
form of self-love also significantly had lower levels of Caregiver Burden. This is very much
consistent with the findings in previous literature as well. For example in a study conducted
by Kristin D. Neff & Daniel J. Faso in 2014, it was found that for children diagnosed with
Autism Self-Compassion emerged as a barrier against negative emotions felt by the parents.
A similar study conducted by Moslem Asli Azad et al, in 2018 also proved that the negative
feelings that arose from being a caregiver were repressed by boosting the self-esteem and
Self-Compassion levels in both men and women(Asli Azad et al., 2018). Other similar studies
also point towards the buffering effect of Self-Compassion (Biddle et al., 2020; Chan et al.,
2020; K. D. Neff & Faso, 2015). Being kind to oneself, without judgement especially in the
hard times is what is important. Through the course of the study, many caregivers reported
that their understanding about others life problems helped to normalize their own problem as
a challenge in everyone’s life and could coped better. Instead those who questioned
themselves as “why god has done this to me? Or why am I being punished?” is when they
experienced greater burden. Hence, increasing the levels of Self-Compassion and
mindfulness in caregivers could help to reduce levels of Caregiver Burden.

The study also hypothesised that Dispositional Mindfulness will be negatively
correlated with Caregiver Burden and positively correlated with Self-Compassion in
accordance with past research among both the groups (Alberto Voci et al., 2016; Chen et al.,
2020; Hwang et al., 2019; Liu et al., 2021). However, these findings were not significant. The
major reason could be that, Dispositional Mindfulness is a trait it needs to be present by birth
and unlike mindfulness as a state which can be cultivated. (Brown & Ryan, 2003; Kabat-

Zinn, 2005; Pepping & Duvenage, 2016). The study did not assess the state of mindfulness
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rather the trait which might not have been present in all caregivers hence not leading to the
expected results.

The study expected that caregivers of children with disabilities would have higher
levels of Caregiver Burden than caregivers of TD children since these children have more
level of dependence and required more time and effort to take care of. However, this finding
was not supported. Previous literature proved that, such parents would have greater physical,
social, financial and psychological impact typically leading to higher levels of depressive
symptoms and in turn also Caregiver Burden. However, all the children of caregivers who
participated in the study have been seeking therapy at an institution for a significant duration,
which could be the reason for their better acceptance of their children’s diagnosis helping
them to overcome the initial stage of denial or frustration. The parents also have a significant
support group comprising of other caregivers who are seeking therapy for their children at the
same institution. This could help in building a good support group for them to share their
problems, ventilate and discuss similar solutions with each other. Since the study also proved
that this group had higher levels of Self-Compassion, this could be another reason why they
are able to combat the levels of burden. Also, the parents of MD children have already
approached and seeked for help which shows that they have overcome the level of stigma
from society. However, the parents of TD children are not yet ready to accept that sometimes
they may need to help to deal with their child’s difficulties since they believe that their
children is completely alright. Appraisal also is one aspect of the impact of burden. Parents
who have positively appraised the caregiving situation may have greater ability to deal with
the situation like beliefs of self-efficacy and existential views like Faith in God and the
Universe (Hooda, 2018; Lazarus & Folkman, 1984). The parents of TD children were asked
certain open-ended questions to understand the difficulties they face in dealing with their

children. They mentioned that sometimes it is difficult to handle the anger outburst and
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temper tantrums depicted by the children. This might be one of the reasons why they report
higher levels of burden and lower levels of Self-Compassion.

The study hypothesised that with increase in the age of caregiver and child, there
would be increase in the level of Self-compassion, Caregiver Burden and Dispositional
Mindfulness. This hypothesis was proven. As there is an increase in the age the caregiver
would have other demands like their own health requirements and physical weakness that
may contribute to increased burden. However, having become older and wiser, and also
having had more time to accept their child’s condition and spent time with oneself, they may
have cultivated more Self-compassion and Dispositional Mindfulness (Bozkurt et al., 2019;
Patel et al., 2022).

The study expected that the caregivers of the TD population would have higher levels
of Dispositional Mindfulness than the MD population, and this hypothesis was proved. One
study focussed on how improving the levels of Dispositional Mindfulness helped in
promoting positive parenting strategies. Authoritarian and authoritative parenting styles,
which are predominantly practiced by parents of typically developing children are shown to
have correlation with Dispositional Mindfulness . This has been correlated with a mindful
parenting approach which in turn helps to reduce the levels of Caregiver Burden. The
adoption of mindful parenting practices, adaptive parenting styles, and a reduction in
parenting stress (Gouveia et al., 2016).

The research hypothesis that there would be a significant difference in Dispositional
Mindfulness, Caregiver Burden and Self-Compassion based on the occupational status of the
caregiver was supported. Homemakers had the least caregiver burden and the reason for this
could be since they do not have work pressure from elsewhere, they may be better at handling
the issues of the child. This may also be true because they spend more time with their

children so they may be able to accept the child’s condition in a better way leading to less
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burden. This is in alignment with two previous studies, one in an Indian setting who have
shown similar results (Kaur et al., 2021; Mahmoud Mohammed & Abdel Hady Ghaith,
2018). The other facet that can add to this explanation is the results which depicted that
caregivers who have a post-graduation degree have higher caregiver burden than caregivers
who are 10" pass. The caregivers who have a post-graduation degree have higher chances to
be employed rather than the caregivers who have completed 10" grade. Therefore, the
occupational status findings correlate with the educational status one. In spite of being
educated only till 10™ grade, these caregivers have higher levels of self-compassion than the
other groups. Therefore, more than just the educational and occupational level there are
various other factors that could contribute. One reason for this could be that such caregivers
were found in the MD population group and they mentioned the importance of having a
social support system in helping them deal with the daily life hassles. A strong social support
system also helps increase the levels of Self compassion, both contributing to better quality of
life (Golmakani et al., 2020). When they spoke to other caregivers who faced similar
problems, it gave them more strength. Two studies done in India have spoken about how in
parents of children with ASD, social support moderated the relationship between caregiver
burden and quality of life. A strong social support helped improve the quality of life in these
caregivers with high burden (Marsack & Samuel, 2017; Singh et al., 2017).

Similarly, the results have shown that caregiver burden is higher for caregiver of
female children than male children. This could be because raising a female child with
disabilities requires educating them about menstrual issues, dressing, as well as thinking
about their safety. Especially in a country like India, the caregivers also need to think about
their future, marriage and the stigma they will face from society. These findings were also
similar to an Indian study which found differences in burden level depending on gender of

the child (Suresh et al., 2014). Another study also mentioned that caregiver burden is higher
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for parents of female children with ASD than male children with ASD (Bozkurt et al., 2019)
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CHAPTER V

SUMMARY AND CONCLUSION
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Summary

The present study had a well-defined research question which looked at understanding how
certain positive psychological concepts, which if inculcated in the individual could lead to
reduction in their levels of caregiver burden. The existing literature talks a lot about the
reasons for this burden in caregivers of children with various disabilities however, not much
has been studied about which facets can help improve this.

There were a total of 100 caregivers used in the study which included 50 caregivers of MD
children and 50 caregivers of TD children. The sample was collected from NIEPMD for the
MD population and the Google Form was circulated online for the TD population.

The tools used in the study were:

e Socio-Demographic Questionnaire

e Mindfulness Attention Awareness Scale (Brown & Ryan, 2003)

e Burden Scale for Family Caregivers — Short Version (Graessel et al., 2014)
e Self-Compassion Scale (NEFF, 2003)

This study aimed to understand how Self-Compassion and Dispositional Mindfulness could
help reduce the level of caregiver burden among caregivers of MD children as well as TD
children. This was assessed using correlation. The study also wanted to understand whether
there would be a significant difference in the levels of Caregiver Burden, Dispositional
Mindfulness and Self-Compassion among the two groups — namely caregivers of MD
children and caregivers of TD children as well as the two groups of male and female children.
Independent sample t-test was employed to understand this difference. For trying to
understand whether there are differences in the level of Dispositional Mindfulness,Self-
Compassion and Caregiver Burden among the caregivers based on occupational and
educational status of the caregiver, ANOVA and post-hoc analysis was used.

The significant findings of the study were:
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Dispositional Mindfulness was higher among caregivers of TD children than
caregivers of MD children.

Self-compassion was higher among caregivers of MD children than caregivers of TD
children.

Caregiver Burden was higher among caregivers of MD children than caregivers of TD
children.

Self-compassion and Caregiver Burden had a significant negative relationship among
caregivers of MD children and caregivers of TD children.

Age of child and caregiver had a significant positive relationship with Self-
compassion and Caregiver Burden.

Caregiver Burden is higher for caregivers of female children than male children.
Homemakers have lowest Dispositional Mindfulness and Caregiver Burden

10™ pass caregivers have lowest levels of Caregiver Burden and highest levels of Self-
compassion

Postgraduate caregivers have higher levels of Caregiver Burden.

Conclusion

Self-compassion helps to decrease the level of caregiver burden among caregivers of
children with multiple disabilities.

Caregiver burden is higher for caregivers of typically-developing children
Caregivers mentioned that the burden that caregivers of TD children face is mobile
phone usage, anger management issues, and lack of attention in academic areas.
Caregivers of MD children mentioned that good social support especially from other
parents having children with disabilities makes them feel understood, motivated and
get better directions to face the life challenge leading to less burden.

Caregivers of female children face higher burden than those of male children.
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e Caregivers who are homemakers have lower levels of Caregiver Burden and
Dispositional Mindfulness.

e There is a need for implementing positive psychology intervention programs to help
reduce level of caregiver burden.

e Being associated with a multidisciplinary therapy centre for their child could have
been one reason for the reduced levels of burden among the caregivers of MD
children.

Implications

e The present study confirmed that Self-Compassion would act as a helpful measure to
reduce the levels of Caregiver Burden of caregivers of TD and MD children.

e The findings imply that all caregivers would face a certain level of burden as a result
of upbringing and this needs to be accepted and actively reduced to help balance their
mental health.

e The Government to implement programs that can help in promoting awareness,
especially with regards to educating the caregivers about how they can train their
children whether it be sexual awareness, vocational guidance, knowledge about
disability certification and various other aspects involved in bringing up children with
disabilities.

e School and University mental health programs need to be implemented to raise
awareness about the need for inclusion and reduction of stigma in the society.

e Mental health awareness among parents of Typically developing children also needs
to be looked into to help them seek help whenever required and to identify when and
how they can seek help.

e In light of the present findings, it is important to know that there are positive

psychological variables that would help reduce the level of burden and enhancing
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these through interventions can produce a significant positive outcome.

Limitations

Dispositional mindfulness as a state needs to assessed, while this study focussed on it
being a trait which is present from an early stage in lie whereas a state can be
cultivated.

The sample was primarily from Chennai and was inclusive of 100 caregivers, 50 from
each group.

The responses of the caregiver might also be biased as many parents have an attached
stigma while talking about their child’s disability in public.

For parents of typically developing children in such a study they would not want
others to assume that their child has some disability or difficulty.

The length of the time that passed since the disability of their child would have been

diagnosed would vary for each caregiver

Future directions

All caregivers used in the study were seeking therapy for their child at an institution
so in future it might be beneficial to use caregivers of clients who have not yet seeked
therapy for their child’s condition.

In further studies, the size can be increased for better generalisation.

Future studies can focus on testing intervention programs which use concepts like
Self-Compassion and Dispositional Mindfulness since they provide an effective way
to reduce their level of burden and improve overall quality of life.

Social support groups can also be a constructive way for the caregivers to find others
who are facing a similar situation and teach each other effective ways to cope.

The impact of the treatment based on the duration of treatment for each caregiver can

be assessed. Whether there is a difference in the levels of the variables based on how
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long they have been taking therapy should also be measured.

e Other disabilities can be used as control groups to see how caregivers of individuals
vary in their demand and level of understanding.
Studies need to be conducted to focus on enhancing the caregivers welfare and quality
of life through building intervention programs like Self-Compassion and

Dispositional Mindfulness.

63



SELF-COMPASSION, DISPOSITIONAL MINDFULNESS & CAREGIVER BURDEN

REFERENCES
Adelman, R. D., Tmanova, L. L., Delgado, D., Dion, S., & Lachs, M. S. (2014). Caregiver

Burden: A Clinical Review. JAMA, 311(10), 1052. https://doi.org/10.1001/jama.2014.304

Alberto Voci, Chiara A. Veneziani, & Silvia Bernardi. (2016). Dispositional mindfulness and self-
compassion as predictors of work-related well-being. Psicologia sociale, 1, 69—88.

https://doi.org/10.1482/82881

Ansari, H. (2021). Population prevalence of congenital disabilities among children aged 0-2 years
resident in urban slums of Pune, India. Medical Journal of the Islamic Republic of Iran, 35,

118. https://doi.org/10.47176/mjiri.35.118

Asli Azad, M., Shariat, S., Farhadi, T., & Shahidi, L. (2018). The Prediction of Psychological
Well-Being Based on Self-Compassion and Self-Esteem in Caregivers of People with
Physical, Mental, and Multiple Disabilities in the Welfare Organization. Social Behaviour
Research and Health, 2(1), 164—173.

Baer, R. A. (2003). Mindfulness training as a clinical intervention: A conceptual and empirical
review. Clinical Psychology: Science and Practice, 10(2), 125-143.

https://doi.org/10.1093/clipsy.bpg015

Bailey, D. B., Golden, R. N., Roberts, J., & Ford, A. (2007). Maternal depression and
developmental disability: Research critique. Mental Retardation and Developmental

Disabilities Research Reviews, 13(4), 321-329. https://doi.org/10.1002/mrdd.20172

Balducci, L., & Extermann, M. (2000). Management of Cancer in the Older Person: A Practical

Approach. The Oncologist, 5(3), 224-237. https://doi.org/10.1634/theoncologist.5-3-224

Beshai, S., Salimuddin, S., Refaie, N., & Maierhoffer, J. (2022a). Dispositional Mindfulness and
Self-Compassion Buffer the Effects of COVID-19 Stress on Depression and Anxiety

Symptoms. Mindfulness, 13(12), 3028-3042. https://doi.org/10.1007/s12671-022-02008-0

64


https://doi.org/10.1001/jama.2014.304
https://doi.org/10.1482/82881
https://doi.org/10.47176/mjiri.35.118
https://doi.org/10.1093/clipsy.bpg015
https://doi.org/10.1002/mrdd.20172
https://doi.org/10.1634/theoncologist.5-3-224
https://doi.org/10.1007/s12671-022-02008-0

SELF-COMPASSION, DISPOSITIONAL MINDFULNESS & CAREGIVER BURDEN

Beshai, S., Salimuddin, S., Refaie, N., & Maierhoffer, J. (2022b). Dispositional Mindfulness and
Self-Compassion Buffer the Effects of COVID-19 Stress on Depression and Anxiety

Symptoms. Mindfulness, 13(12), 3028-3042. https://doi.org/10.1007/s12671-022-02008-0

Biddle, Z., O’Callaghan, F. V., Finlay-Jones, A. L., & Reid, N. E. (2020). Caregivers of Children
with Fetal Alcohol Spectrum Disorder: Psychosocial Factors and Evidence for Self-
compassion as a Potential Intervention Target. Mindfulness, 11(9), 2189-2198.

https://doi.org/10.1007/s12671-020-01443-1

Blacher, J., & Mclntyre, L. L. (2006). Syndrome specificity and behavioural disorders in young
adults with intellectual disability: Cultural differences in family impact. Journal of

Intellectual Disability Research, 50(3), 184—198. https://doi.org/10.1111/1.1365-

2788.2005.00768.x

Bozkurt, G., Uysal, G., & Diizkaya, D. S. (2019). Examination of Care Burden and Stress Coping
Styles of Parents of Children with Autism Spectrum Disorder. Journal of Pediatric Nursing,

47, 142—-147. https://doi.org/10.1016/.pedn.2019.05.005

Brown, K. W., & Ryan, R. M. (2003). The benefits of being present: Mindfulness and its role in
psychological well-being. Journal of Personality and Social Psychology, 84(4), 822—848.

https://doi.org/10.1037/0022-3514.84.4.822

Brown, K. W., Ryan, R. M., & Creswell, J. D. (2007). Mindfulness: Theoretical Foundations and
Evidence for its Salutary Effects. Psychological Inquiry, 18(4), 211-237.

https://doi.org/10.1080/10478400701598298

Buehler, C., & Gerard, J. M. (2002). Marital Conflict, Ineffective Parenting, and Children’s and
Adolescents’ Maladjustment. Journal of Marriage and Family, 64(1), 78-92.

https://doi.org/10.1111/5.1741-3737.2002.00078.x

Cappe, E., Wolff, M., Bobet, R., & Adrien, J.-L. (2011). Quality of life: A key variable to consider

in the evaluation of adjustment in parents of children with autism spectrum disorders and in

65


https://doi.org/10.1007/s12671-022-02008-0
https://doi.org/10.1007/s12671-020-01443-1
https://doi.org/10.1111/j.1365-2788.2005.00768.x
https://doi.org/10.1111/j.1365-2788.2005.00768.x
https://doi.org/10.1016/j.pedn.2019.05.005
https://doi.org/10.1037/0022-3514.84.4.822
https://doi.org/10.1080/10478400701598298
https://doi.org/10.1111/j.1741-3737.2002.00078.x

SELF-COMPASSION, DISPOSITIONAL MINDFULNESS & CAREGIVER BURDEN

the development of relevant support and assistance programmes. Quality of Life Research: An
International Journal of Quality of Life Aspects of Treatment, Care and Rehabilitation, 20(8),

1279-1294. https://doi.org/10.1007/s11136-011-9861-3

Chadda, R. K., Singh, T. B., & Ganguly, K. K. (2007). Caregiver burden and coping: A
prospective study of relationship between burden and coping in caregivers of patients with
schizophrenia and bipolar affective disorder. Social Psychiatry and Psychiatric

Epidemiology, 42(11), 923-930. https://doi.org/10.1007/s00127-007-0242-8

Chan, B. S. M., Deng, J., Li, Y., Li, T., Shen, Y., Wang, Y., & Yi, L. (2020). The Role of Self-
Compassion in the Relationship between Post-Traumatic Growth and Psychological Distress
in Caregivers of Children with Autism. Journal of Child and Family Studies, 29(6), 1692—

1700. https://doi.org/10.1007/s10826-019-01694-0

Chase, B. (2022). The Unexpected Comfort of Feeling It All: A Support Group for Mothers of
Autistic Adolescents Using the Lens of Ambiguous Loss. Clinical Social Work Journal,

50(4), 436-444. https://doi.org/10.1007/s10615-022-00834-2

Chen, G., He, J., Cai, Z., & Fan, X. (2020). Perceived parenting styles and body appreciation
among Chinese adolescents: Exploring the mediating roles of dispositional mindfulness and
self-compassion. Children and Youth Services Review, 119, 105698.

https://doi.org/10.1016/j.childyouth.2020.105698

Cullen, M. (2006). Mindfulness: The Heart of Buddhist Meditation? (Vol. 2).
Cummings, E. M., & Davies, P. T. (2002). Effects of marital conflict on children: Recent advances
and emerging themes in process-oriented research. Journal of Child Psychology and

Psychiatry, 43(1), 31-63. https://doi.org/10.1111/1469-7610.00003

Delaney, M. C. (2018). Caring for the caregivers: Evaluation of the effect of an eight-week pilot
mindful self-compassion (MSC) training program on nurses’ compassion fatigue and

resilience. PLOS ONE, 13(11), €0207261. https://doi.org/10.1371/journal.pone.0207261

66


https://doi.org/10.1007/s11136-011-9861-3
https://doi.org/10.1007/s00127-007-0242-8
https://doi.org/10.1007/s10826-019-01694-0
https://doi.org/10.1007/s10615-022-00834-2
https://doi.org/10.1016/j.childyouth.2020.105698
https://doi.org/10.1111/1469-7610.00003
https://doi.org/10.1371/journal.pone.0207261

SELF-COMPASSION, DISPOSITIONAL MINDFULNESS & CAREGIVER BURDEN

Duncan, L. G., Coatsworth, J. D., Gayles, J. G., Geier, M. H., & Greenberg, M. T. (2015). Can
mindful parenting be observed? Relations between observational ratings of mother—youth
interactions and mothers’ self-report of mindful parenting. Journal of Family Psychology,

29(2), 276-282. https://doi.org/10.1037/a0038857

Dyson, L. L. (1991). Families of young children with handicaps: Parental stress and family
functioning. American Journal of Mental Retardation: AJMR, 95(6), 623—629.
Eicher, P. S., & Batshaw, M. L. (1993). Cerebral Palsy. Pediatric Clinics of North America, 40(3),

537-551. https://doi.org/10.1016/S0031-3955(16)38549-2

Eisenhower, A. S., Baker, B. L., & Blacher, J. (2005). Preschool children with intellectual
disability: Syndrome specificity, behaviour problems, and maternal well-being. Journal of

Intellectual Disability Research, 49(9), 657—671. https://doi.org/10.1111/1.1365-

2788.2005.00699.x

Esbensen, A. J., Mailick, M. R., & Krauss, M. W. (2012). Life Course Perspectives in Intellectual
Disability Research: The Case of Family Caregiving. In J. A. Burack, R. M. Hodapp, G.
larocci, & E. Zigler (Eds.), The Oxford Handbook of Intellectual Disability and Development
(1st ed., pp. 380-392). Oxford University Press.

https://doi.org/10.1093/0xfordhb/9780195305012.013.0024

Figley, C. R. (2002). Compassion fatigue: Psychotherapists’ chronic lack of self care. Journal of

Clinical Psychology, 58(11), 1433—-1441. https://doi.org/10.1002/jclp.10090

Garriot, C. C., Villes, V., Bartolini, A. M., & Poinso, F. (2014a). Self-Perceived Health of Parents
of Children with Autism Spectrum Disorders: Relation with the Severity Level. Psychology,

05(19), 2189-2199. https://doi.org/10.4236/psych.2014.519221

Garriot, C. C., Villes, V., Bartolini, A. M., & Poinso, F. (2014b). Self-Perceived Health of Parents
of Children with Autism Spectrum Disorders: Relation with the Severity Level. Psychology,

05(19), 2189-2199. https://doi.org/10.4236/psych.2014.519221

67


https://doi.org/10.1037/a0038857
https://doi.org/10.1016/S0031-3955(16)38549-2
https://doi.org/10.1111/j.1365-2788.2005.00699.x
https://doi.org/10.1111/j.1365-2788.2005.00699.x
https://doi.org/10.1093/oxfordhb/9780195305012.013.0024
https://doi.org/10.1002/jclp.10090
https://doi.org/10.4236/psych.2014.519221
https://doi.org/10.4236/psych.2014.519221

SELF-COMPASSION, DISPOSITIONAL MINDFULNESS & CAREGIVER BURDEN

Gaugler, J. E., Roth, D. L., Haley, W. E., & Mittelman, M. S. (2011). Modeling Trajectories and
Transitions: Results From the New York University Caregiver Intervention. Nursing

Research, 60(Supplement), S28—S37. https://doi.org/10.1097/NNR.0b013e318216007d

Ghorbani, N., Watson, P. J., Chen, Z., & Norballa, F. (2012). Self-Compassion in Iranian Muslims:
Relationships With Integrative Self-Knowledge, Mental Health, and Religious Orientation.
International Journal for the Psychology of Religion, 22(2), 106—118.

https://doi.org/10.1080/10508619.2011.638601

Glenn, S., Cunningham, C., Poole, H., Reeves, D., & Weindling, M. (2009). Maternal parenting
stress and its correlates in families with a young child with cerebral palsy. Child: Care,

Health and Development, 35(1), 71-78. https://doi.org/10.1111/1.1365-2214.2008.00891 .x

Golmakani, N., Rahmati, R., Shaghaghi, F., Safinejad, H., Kamali, Z., & Mohebbi-Dehnavi, Z.
(2020). Investigating the relationship between social support and self-compassion by
improving the adequacy of prenatal care. Journal of Education and Health Promotion, 9(1),

340. https://doi.org/10.4103/jehp.jehp 308 20

Gouveia, M. J., Carona, C., Canavarro, M. C., & Moreira, H. (2016). Self-Compassion and
Dispositional Mindfulness Are Associated with Parenting Styles and Parenting Stress: The
Mediating Role of Mindful Parenting. Mindfulness, 7(3), 700-712.

https://doi.org/10.1007/s12671-016-0507-y

Graessel, E., Berth, H., Lichte, T., & Grau, H. (2014). Subjective caregiver burden: Validity of the
10-item short version of the Burden Scale for Family Caregivers BSFC-s. BMC Geriatrics,

14(1), 23. https://doi.org/10.1186/1471-2318-14-23

Gray, D. E. (1993). Perceptions of stigma: The parents of autistic children. Sociology of Health

and Illness, 15(1), 102—120. https://doi.org/10.1111/1467-9566.ep11343802

Haresabadi, M., Bibak, B., Hosein zadeh, E., Bayati, M., Arki, M., & Akbari, H. (2012). Assessing

burden of family caregivers of patients with schizophrenia Admitted in IMAM REZA

68


https://doi.org/10.1097/NNR.0b013e318216007d
https://doi.org/10.1080/10508619.2011.638601
https://doi.org/10.1111/j.1365-2214.2008.00891.x
https://doi.org/10.4103/jehp.jehp_308_20
https://doi.org/10.1007/s12671-016-0507-y
https://doi.org/10.1186/1471-2318-14-23
https://doi.org/10.1111/1467-9566.ep11343802

SELF-COMPASSION, DISPOSITIONAL MINDFULNESS & CAREGIVER BURDEN

hospital- Bojnurd 2010. Journal of North Khorasan University of Medical Sciences, 4(2),

165—171. https://doi.org/10.29252/ijnkums.4.2.165

Hastings, R. P., Kovshoff, H., Ward, N. J., Espinosa, F. degli, Brown, T., & Remington, B. (2005).
Systems Analysis of Stress and Positive Perceptions in Mothers and Fathers of Pre-School
Children with Autism. Journal of Autism and Developmental Disorders, 35(5), 635-644.

https://doi.org/10.1007/s10803-005-0007-8

Hayes, S. A., & Watson, S. L. (2013). The Impact of Parenting Stress: A Meta-analysis of Studies
Comparing the Experience of Parenting Stress in Parents of Children With and Without
Autism Spectrum Disorder. Journal of Autism and Developmental Disorders, 43(3), 629—-642.

https://doi.org/10.1007/s10803-012-1604-y

Hlabangana, V., & Hearn, J. H. (2020). Depression in partner caregivers of people with
neurological conditions; associations with self-compassion and quality of life. Journal of

Mental Health, 29(2), 176—181. https://doi.org/10.1080/09638237.2019.1630724

Hoffman, C. D., Sweeney, D. P., Hodge, D., Lopez-Wagner, M. C., & Looney, L. (2009).
Parenting Stress and Closeness: Mothers of Typically Developing Children and Mothers of
Children With Autism. Focus on Autism and Other Developmental Disabilities, 24(3), 178—

187. https://doi.org/10.1177/1088357609338715

Hooda, S. (2018). Stress and coping strategies in Primary caregivers of children With intellectual
disability.

Hoyle, J., Laditka, J. N., & Laditka, S. B. (2019). CARING FOR CHILDREN WITH
DEVELOPMENTAL DISABILITIES: WHAT ARE THE OUTCOMES FOR HEALTH IN
AGING? Innovation in Aging, 3(Supplement_ 1), S486—-S486.

https://doi.org/10.1093/geroni/igz038.1805

69


https://doi.org/10.29252/jnkums.4.2.165
https://doi.org/10.1007/s10803-005-0007-8
https://doi.org/10.1007/s10803-012-1604-y
https://doi.org/10.1080/09638237.2019.1630724
https://doi.org/10.1177/1088357609338715
https://doi.org/10.1093/geroni/igz038.1805

SELF-COMPASSION, DISPOSITIONAL MINDFULNESS & CAREGIVER BURDEN

Hwang, Y.-S., Medvedev, O. N., Krégeloh, C., Hand, K., Noh, J.-E., & Singh, N. N. (2019). The
Role of Dispositional Mindfulness and Self-compassion in Educator Stress. Mindfulness,

10(8), 1692—-1702. https://doi.org/10.1007/s12671-019-01183-x

Johnson, N., Frenn, M., Feetham, S., & Simpson, P. (2011). Autism spectrum disorder: Parenting
stress, family functioning and health-related quality of life. Families, Systems & Health: The
Journal of Collaborative Family Healthcare, 29(3), 232-252.

https://doi.org/10.1037/a0025341

Kabat-Zinn, J. (2005). Wherever you go, there you are: Mindfulness meditation in everyday life.
Hyperion.
Karl, J. A., & Fischer, R. (2022). The State of Dispositional Mindfulness Research. Mindfulness,

13(6), 1357-1372. https://doi.org/10.1007/s12671-022-01853-3

Kaur, N., Puria, A., Kumar, A., Chaudhury, S., Goyal, E., & Singh, V. (2021). Caregiver burden
among working women and homemakers taking care of psychiatric patients. /ndustrial

Psychiatry Journal, 30(3), 166. https://doi.org/10.4103/0972-6748.328809

Kazemi, A., Azimian, J., Mafi, M., Allen, K.-A., & Motalebi, S. A. (2021). Caregiver burden and
coping strategies in caregivers of older patients with stroke. BMC Psychology, 9(1), 51.

https://doi.org/10.1186/s40359-021-00556-z

Khanna, R., Madhavan, S. S., Smith, M. J., Tworek, C., Patrick, J. H., & Becker-Cottrill, B.
(2012). Psychometric properties of the Caregiver Strain Questionnaire (CGSQ) among
caregivers of children with autism. Autism, 16(2), 179—-199.

https://doi.org/10.1177/1362361311406143

King, G. (1999). Family-centered caregiving and well-being of parents of children with
disabilities:linking process with outcome. Journal of Pediatric Psychology, 24(1), 41-53.

https://doi.org/10.1093/ipepsy/24.1.41

70


https://doi.org/10.1007/s12671-019-01183-x
https://doi.org/10.1037/a0025341
https://doi.org/10.1007/s12671-022-01853-3
https://doi.org/10.4103/0972-6748.328809
https://doi.org/10.1186/s40359-021-00556-z
https://doi.org/10.1177/1362361311406143
https://doi.org/10.1093/jpepsy/24.1.41

SELF-COMPASSION, DISPOSITIONAL MINDFULNESS & CAREGIVER BURDEN

Kirby, J. N., & Gilbert, P. (2017). The emergence of the compassion focused therapies. In P.
Gilbert (Ed.), Compassion (1st ed., pp. 258-285). Routledge.

https://doi.org/10.4324/9781315564296-15

Kouros, C. D., Papp, L. M., & Cummings, E. M. (2008). Interrelations and moderators of
longitudinal links between marital satisfaction and depressive symptoms among couples in
established relationships. Journal of Family Psychology, 22(5), 667-677.

https://doi.org/10.1037/0893-3200.22.5.667

Lai, W. W., Goh, T. J., Oei, T. P. S., & Sung, M. (2015). Coping and Well-Being in Parents of
Children with Autism Spectrum Disorders (ASD). Journal of Autism and Developmental

Disorders, 45(8), 2582-2593. https://doi.org/10.1007/s10803-015-2430-9

Lazarus, R. S., & Folkman, S. (1984). Stress, appraisal, and coping. Springer.
Leary, M. R., Tate, E. B., Adams, C. E., Batts Allen, A., & Hancock, J. (2007). Self-compassion
and reactions to unpleasant self-relevant events: The implications of treating oneself kindly.

Journal of Personality and Social Psychology, 92(5), 887-904. https://doi.org/10.1037/0022-

3514.92.5.887
Lee, F. K. S., & Zelman, D. C. (2019). Boredom proneness as a predictor of depression, anxiety
and stress: The moderating effects of dispositional mindfulness. Personality and Individual

Differences, 146, 68—75. https://doi.org/10.1016/].paid.2019.04.001

Lee, J. (2013). Maternal stress, well-being, and impaired sleep in mothers of children with
developmental disabilities: A literature review. Research in Developmental Disabilities,

34(11), 4255-4273. https://doi.org/10.1016/j.ridd.2013.09.008

Lee, M. H., Park, C., Matthews, A. K., & Hsieh, K. (2017). Differences in physical health, and
health behaviors between family caregivers of children with and without disabilities.

Disability and Health Journal, 10(4), 565-570. https://doi.org/10.1016/j.dhjo.2017.03.007

71


https://doi.org/10.4324/9781315564296-15
https://doi.org/10.1037/0893-3200.22.5.667
https://doi.org/10.1007/s10803-015-2430-9
https://doi.org/10.1037/0022-3514.92.5.887
https://doi.org/10.1037/0022-3514.92.5.887
https://doi.org/10.1016/j.paid.2019.04.001
https://doi.org/10.1016/j.ridd.2013.09.008
https://doi.org/10.1016/j.dhjo.2017.03.007

SELF-COMPASSION, DISPOSITIONAL MINDFULNESS & CAREGIVER BURDEN

Liu, X, Li, J., Zhang, Q., Zhao, Y., & Xu, W. (2021). Being beneficial to self and caregiver: The
role of dispositional mindfulness among breast cancer patients. Supportive Care in Cancer,

29(1), 239-246. https://doi.org/10.1007/s00520-020-05435-8

MacBeth, A., & Gumley, A. (2012). Exploring compassion: A meta-analysis of the association

between self-compassion and psychopathology. Clinical Psychology Review, 32(6), 545-552.

https://doi.org/10.1016/j.cpr.2012.06.003

Mahmoud Mohammed, S., & Abdel Hady Ghaith, R. (2018). Relationship between burden,
psychological well-being, and social support among caregivers of mentally ill patients.

Egyptian Nursing Journal, 15(3), 268. https://doi.org/10.4103/ENJ.ENJ 17 18

Mak, W. W. S., & Kwok, Y. T. Y. (2010). Internalization of stigma for parents of children with
autism spectrum disorder in Hong Kong. Social Science & Medicine (1982), 70(12), 2045—

2051. https://doi.org/10.1016/j.socscimed.2010.02.023

Marsack, C. N., & Samuel, P. S. (2017). Mediating Effects of Social Support on Quality of Life
for Parents of Adults with Autism. Journal of Autism and Developmental Disorders, 47(8),

2378-2389. https://doi.org/10.1007/s10803-017-3157-6

Masefield, S. C., Prady, S. L., Sheldon, T. A., Small, N., Jarvis, S., & Pickett, K. E. (2020). The
Caregiver Health Effects of Caring for Young Children with Developmental Disabilities: A
Meta-analysis. Maternal and Child Health Journal, 24(5), 561-574.

https://doi.org/10.1007/s10995-020-02896-5

Mills, J., & Chapman, M. (2016). COMPASSION AND SELF-COMPASSION IN MEDICINE.

Australasian Medical Journal, 09(05). https://doi.org/10.4066/AMJ.2016.2583

Moreira, H., Gouveia, M. J., Carona, C., Silva, N., & Canavarro, M. C. (2015). Maternal
Attachment and Children’s Quality of Life: The Mediating Role of Self-compassion and
Parenting Stress. Journal of Child and Family Studies, 24(8), 2332-2344.

https://doi.org/10.1007/s10826-014-0036-z

72


https://doi.org/10.1007/s00520-020-05435-8
https://doi.org/10.1016/j.cpr.2012.06.003
https://doi.org/10.4103/ENJ.ENJ_17_18
https://doi.org/10.1016/j.socscimed.2010.02.023
https://doi.org/10.1007/s10803-017-3157-6
https://doi.org/10.1007/s10995-020-02896-5
https://doi.org/10.4066/AMJ.2016.2583
https://doi.org/10.1007/s10826-014-0036-z

SELF-COMPASSION, DISPOSITIONAL MINDFULNESS & CAREGIVER BURDEN

Mulroy, S., Robertson, L., Aiberti, K., Leonard, H., & Bower, C. (2008). The impact of having a

sibling with an intellectual disability: Parental perspectives in two disorders. Journal of

Intellectual Disability Research, 52(3), 216-229. https://doi.org/10.1111/1.1365-

2788.2007.01005.x

Murfield, J., Moyle, W., Jones, C., & O’Donovan, A. (2020). Self-Compassion, Health Outcomes,
and Family Carers of Older Adults: An Integrative Review. Clinical Gerontologist, 43(5),

485—498. https://doi.org/10.1080/07317115.2018.1560383

Murfield, J., Moyle, W., O’Donovan, A., & Ware, R. S. (2020). The Role of Self-Compassion,
Dispositional Mindfulness, and Emotion Regulation in the Psychological Health of Family
Carers of Older Adults. Clinical Gerontologist, 1—13.

https://doi.org/10.1080/07317115.2020.1846650

Neece, C. L., Green, S. A., & Baker, B. L. (2012). Parenting stress and child behavior problems: A
transactional relationship across time. American Journal on Intellectual and Developmental

Disabilities, 117(1), 48—66. https://doi.org/10.1352/1944-7558-117.1.48

Neft, K. (2011). Self-compassion: Stop beating yourself up and leave insecurity behind (1st ed).
William Morrow.
NEFF, K. D. (2003). The Development and Validation of a Scale to Measure Self-Compassion.

Self and Identity, 2(3), 223-250. https://doi.org/10.1080/15298860309027

Neff, K. D. (2023). Self-Compassion: Theory, Method, Research, and Intervention. Annual Review

of Psychology, 74(1), 193-218. https://doi.org/10.1146/annurev-psych-032420-031047

Neff, K. D., & Faso, D. J. (2015). Self-Compassion and Well-Being in Parents of Children with

Autism. Mindfulness, 6(4), 938-947. https://doi.org/10.1007/s12671-014-0359-2

Neff, K. D., & Germer, C. K. (2013). A Pilot Study and Randomized Controlled Trial of the
Mindful Self-Compassion Program: A Pilot and Randomized Trial of MSC Program. Journal

of Clinical Psychology, 69(1), 28—44. https://doi.org/10.1002/jclp.21923

73


https://doi.org/10.1111/j.1365-2788.2007.01005.x
https://doi.org/10.1111/j.1365-2788.2007.01005.x
https://doi.org/10.1080/07317115.2018.1560383
https://doi.org/10.1080/07317115.2020.1846650
https://doi.org/10.1352/1944-7558-117.1.48
https://doi.org/10.1080/15298860309027
https://doi.org/10.1146/annurev-psych-032420-031047
https://doi.org/10.1007/s12671-014-0359-2
https://doi.org/10.1002/jclp.21923

SELF-COMPASSION, DISPOSITIONAL MINDFULNESS & CAREGIVER BURDEN

Nicholas, D. B. (1999). Meanings of Maternal Caregiving: Children with End Stage Renal
Disease. Qualitative Health Research, 9(4), 468—478.

https://doi.org/10.1177/104973299129122009

Norlin, D., & Broberg, M. (2013). Parents of children with and without intellectual disability:
Couple relationship and individual well-being: Couple relationship and individual well-
being. Journal of Intellectual Disability Research, 57(6), 552—-566.

https://doi.org/10.1111/1.1365-2788.2012.01564.x

Oliver, M. (2013). The social model of disability: Thirty years on. Disability & Society, 28(7),

1024-1026. https://doi.org/10.1080/09687599.2013.818773

Pakdaman, S. N. (2014). Susan Bogels and Kathleen Restifo: Mindful Parenting: A Guide for

Mental Health Practitioners. Springer, New York, 2014, 328 pp. Mindfulness, 5(4), 467—470.

https://doi.org/10.1007/s12671-013-0256-0

Patel, A. D., Arya, A., Agarwal, V., Gupta, P. K., & Agarwal, M. (2022). Burden of care and

quality of life in caregivers of children and adolescents with autism spectrum disorder. Asian

Journal of Psychiatry, 70, 103030. https://doi.org/10.1016/1.ajp.2022.103030

Pathaka, O. P., & Gaur, Veena (Eds.). (2000). Abhidhammapitake Puggalapaniiattipali: With
English translation (1st ed). Eastern Book Linkers.

Pepping, C. A., & Duvenage, M. (2016). The origins of individual differences in dispositional
mindfulness. Personality and Individual Differences, 93, 130—136.

https://doi.org/10.1016/j.paid.2015.05.027

Plant, K. M., & Sanders, M. R. (2007). Predictors of care-giver stress in families of preschool-
aged children with developmental disabilities. Journal of Intellectual Disability Research,

51(2), 109-124. https://doi.org/10.1111/].1365-2788.2006.00829.x

74


https://doi.org/10.1177/104973299129122009
https://doi.org/10.1111/j.1365-2788.2012.01564.x
https://doi.org/10.1080/09687599.2013.818773
https://doi.org/10.1007/s12671-013-0256-0
https://doi.org/10.1016/j.ajp.2022.103030
https://doi.org/10.1016/j.paid.2015.05.027
https://doi.org/10.1111/j.1365-2788.2006.00829.x

SELF-COMPASSION, DISPOSITIONAL MINDFULNESS & CAREGIVER BURDEN

Raab, K. (2014). Mindfulness, Self-Compassion, and Empathy Among Health Care Professionals:
A Review of the Literature. Journal of Health Care Chaplaincy, 20(3), 95-108.

https://doi.org/10.1080/08854726.2014.913876

Raina, P., O’Donnell, M., Schwellnus, H., Rosenbaum, P., King, G., Brehaut, J., Russell, D.,
Swinton, M., King, S., Wong, M., Walter, S. D., & Wood, E. (2004a). Caregiving process and
caregiver burden: Conceptual models to guide research and practice. BMC Pediatrics, 4(1), 1.

https://doi.org/10.1186/1471-2431-4-1

Raina, P., O’Donnell, M., Schwellnus, H., Rosenbaum, P., King, G., Brehaut, J., Russell, D.,
Swinton, M., King, S., Wong, M., Walter, S. D., & Wood, E. (2004b). Caregiving process and
caregiver burden: Conceptual models to guide research and practice. BMC Pediatrics, 4(1), 1.

https://doi.org/10.1186/1471-2431-4-1

Rau, H. K., & Williams, P. G. (2016). Dispositional mindfulness: A critical review of construct
validation research. Personality and Individual Differences, 93, 32—43.

https://doi.org/10.1016/j.paid.2015.09.035

Reeves, M., Vogt, F., & Marks, E. (2021). Dispositional Mindfulness, Gratitude and Self-
Compassion: Factors Affecting Tinnitus Distress. Mindfulness, 12(4), 1002—1008.

https://doi.org/10.1007/s12671-020-01569-2

Reyes, D. (2012). Self-Compassion: A Concept Analysis. Journal of Holistic Nursing, 30(2), 81—

89. https://doi.org/10.1177/0898010111423421

Rohani, H., Eslami, A. A., Jafari-Koshki, T., Raei, M., Abrishamkarzadeh, H., Mirshahi, R., &
Ghaderi, A. (2015). N b a0 5l siae laialls oo )y (o) jo L) e Jb 0 Sise Jalse
OIS e, Journal of Kermanshah University of Medical Sciences (J Kermanshah Univ Med

Sci), 18(12). https://doi.org/10.22110/jkums.v18i12.2096

75


https://doi.org/10.1080/08854726.2014.913876
https://doi.org/10.1186/1471-2431-4-1
https://doi.org/10.1186/1471-2431-4-1
https://doi.org/10.1016/j.paid.2015.09.035
https://doi.org/10.1007/s12671-020-01569-2
https://doi.org/10.1177/0898010111423421
https://doi.org/10.22110/jkums.v18i12.2096

SELF-COMPASSION, DISPOSITIONAL MINDFULNESS & CAREGIVER BURDEN

Roper, S. O., Allred, D. W., Mandleco, B., Freeborn, D., & Dyches, T. (2014a). Caregiver burden
and sibling relationships in families raising children with disabilities and typically developing

children. Families, Systems, & Health, 32(2), 241-246. https://doi.org/10.1037/fsh0000047

Roper, S. O., Allred, D. W., Mandleco, B., Freeborn, D., & Dyches, T. (2014b). Caregiver burden
and sibling relationships in families raising children with disabilities and typically developing

children. Families, Systems, & Health, 32(2), 241-246. https://doi.org/10.1037/fsh0000047

Shaver, P. R., Lavy, S., Saron, C. D., & Mikulincer, M. (2007). Social Foundations of the Capacity
for Mindfulness: An Attachment Perspective. Psychological Inquiry, 18(4), 264-271.

https://doi.org/10.1080/10478400701598389

Sheldon, K. M., & Vansteenkiste, M. (2005). Personal goals and time-travel: How are future
places visited, and is it worth it?

Singer, G. H. S. (2006). Meta-Analysis of Comparative Studies of Depression in Mothers of
Children With and Without Developmental Disabilities. American Journal on Mental

Retardation, 111(3), 155. https://doi.org/10.1352/0895-

8017(2006)111[155:MOCSOD]2.0.CO:2

Singh, P., Ghosh, S., & Nandi, S. (2017). Subjective Burden and Depression in Mothers of
Children with Autism Spectrum Disorder in India: Moderating Effect of Social Support.
Journal of Autism and Developmental Disorders, 47(10), 3097-3111.

https://doi.org/10.1007/s10803-017-3233-y

Skinner, D., Bailey, D. B., Correa, V., & Rodriguez, P. (1999). Narrating Self and Disability:
Latino Mothers’ Construction of Identities vis-a-vis Their Child with Special Needs.

Exceptional Children, 65(4), 481-495. https://doi.org/10.1177/001440299906500404

Suresh, A. P. C., Benjamin, T. E., Crasta, J. E., Alwinesh, M. T. J., Kanniappan, G., Padankatti, S.
M., Nair, M. K. C., & Russell, P. S. S. (2014). Comparison of Burden Among Primary Care-

givers of Children with Autism and Intellectual Disability Against Children with Intellectual

76


https://doi.org/10.1037/fsh0000047
https://doi.org/10.1037/fsh0000047
https://doi.org/10.1080/10478400701598389
https://doi.org/10.1352/0895-8017(2006)111%5b155:MOCSOD%5d2.0.CO;2
https://doi.org/10.1352/0895-8017(2006)111%5b155:MOCSOD%5d2.0.CO;2
https://doi.org/10.1007/s10803-017-3233-y
https://doi.org/10.1177/001440299906500404

SELF-COMPASSION, DISPOSITIONAL MINDFULNESS & CAREGIVER BURDEN

Disability Only in a Hospital Population in India. The Indian Journal of Pediatrics, 81(S2),

179-182. https://doi.org/10.1007/s12098-014-1626-x

Thera, N. (2014). The heart of Buddhist meditation: The Buddha s way of mindfulness. Weiser
Books.

Tomlinson, E. R., Yousaf, O., Vittersg, A. D., & Jones, L. (2018). Dispositional Mindfulness and
Psychological Health: A Systematic Review. Mindfulness, 9(1), 23—43.

https://doi.org/10.1007/s12671-017-0762-6

Wallander, J. L., Varni, J. W., Babani, L., DeHaan, C. B., Wilcox, K. T., & Banis, H. T. (1989). The
Social Environment and the Adaptation of Mothers of Physically Handicapped Children.

Journal of Pediatric Psychology, 14(3), 371-387. https://doi.org/10.1093/jpepsy/14.3.371

Welwood, J. (n.d.). Love and Awakening: Discovering the Sacred Path of Intimate Relationships.
Williams, K. L., & Wahler, R. G. (2010). Are Mindful Parents More Authoritative and Less
Authoritarian? An Analysis of Clinic-Referred Mothers. Journal of Child and Family Studies,

19(2), 230-235. https://doi.org/10.1007/s10826-009-9309-3

Woodman, A. C., Mawdsley, H. P., & Hauser-Cram, P. (2015). Parenting stress and child behavior
problems within families of children with developmental disabilities: Transactional relations
across 15 years. Research in Developmental Disabilities, 36, 264-276.

https://doi.org/10.1016/j.ridd.2014.10.011

Xie, Q., Manova, V., & Khoury, B. (2022). How do dispositional mindfulness and self-compassion
alleviate loneliness? The mediating role of rejection sensitivity. Current Psychology.

https://doi.org/10.1007/s12144-022-03549-2

77


https://doi.org/10.1007/s12098-014-1626-x
https://doi.org/10.1007/s12671-017-0762-6
https://doi.org/10.1093/jpepsy/14.3.371
https://doi.org/10.1007/s10826-009-9309-3
https://doi.org/10.1016/j.ridd.2014.10.011
https://doi.org/10.1007/s12144-022-03549-2

SELF-COMPASSION, DISPOSITIONAL MINDFULNESS & CAREGIVER BURDEN

APPENDICES
APPENDIX 1
INFORMED CONSENT FORM - ENGLISH

National Institute for Empowerment of Persons with Multiple Disability (NIEPMD)
Ministry of Social Justice and Empowerment, Govt. of. India
Muttukadu, ECR Road, Chennai — 603 112
Ph: 9940215210, NIEPMD PHONE NO. 044-27472113, 27472046; E-mail:
anandhakaliappan@gmail.com

Dispositional Mindfulness, Self-compassion And Caregiver Burden Among Caregivers
of Children With Multiple Disabilities And Typically Developing Children

STUDY INFORMATION SHEET

Caregivers are not given much importance when it comes to their mental health and well-
being. Researches have spoken about the negative symptoms and negative impact of
caregiving for children with disabilities. However, not much has been spoken about the
positive protective factors that need to be promoted to help caregivers cope with the issues.

This study looks into these protective factors like self-compassion and dispositional
mindfulness which may help reduce caregiver burden. This would help in introducing new
therapy models and techniques to help promote these protective factors among caregivers.

Who will be the participants?

Caregivers of children with multiple disabilities as well as caregivers of typically developing
children.

What are my benefits if I participate in the study?

You would be able to understand the level of caregiver burden you are experiencing and the
protective factors that you can employ to help you emerge out of these difficulties to feel better
and to help cope with your child’s difficulties in a better way.

Does this study involve any expenses?

No, it does not involve any expenses.

Is it legally enforceable?

No, this is not a legally binding document. It is a research document.

Will there be any negative consequences if I participate?
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No, the participation in this study will not lead to any negative consequences.

Are there any basic requirement to participate in the study?

None.

Voluntary Participation:

Your participation in this study is completely voluntary and you can refuse to participate.
Withdraw from the study:

You are free to choose whether or not you want to be a part of this study. Saying “NO” will
not affect your relationship with the researcher or the institute and your child will be receiving
standard treatment.

Confidentiality:

The personal information given by you will be kept confidential. Only members of the research
team will know your name and details. Your name will not appear in any report or publication.
However, the overall results of the study will be published in the research journals.

Mode of session & Video Recording:

All the sessions will be conducted in a room setting. The sessions will not be audio or video
recorded.

Undertaking by the researcher

Your consent to participate in the above research by Ms S.K. Anandhalakshmi and Ms.
Vardhini Krishnamurthy, Department of Clinical Psychology, NIEPMD, Chennai is sought.
You have the right to refuse consent or withdraw the same during any part of the research
without giving any reason. In such an event, your child will still receive the best possible
treatment, without prejudice. If you have any doubts about the research, please feel free to
clarify the same. Even during the research, you are free to contact the researcher (Ms. Vardhini
Krishnamurthy or Ms. S.K. Anandhalakshmi). The information provided by you will be kept
strictly confidential.
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Consent to participate in the research study

YES/NO

I confirm that I have had an adequate explanation and have clearly understood
the information sheet of the study and have had the opportunity to ask questions.

I understand that my participation is voluntary and that I am free to withdraw

from the study at any time without giving a reason, without my treatment being
affected.

Iunderstand that I will have to engage in activities at home as per the instruction
from the researcher

I'understand that all personal informations I shared will be kept confidential and
will not be shared with anyone other than those involved in the research study.

I agree to take part in the above study voluntarily

I have received a copy of the study information sheet and consent form

Name of the Client: Signature
Date:
Name of the Caregiver: Signature:
Date:
Name of the researcher: Signature
Date:
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APPENDIX 2

INFORMED CONSENT FORM - TAMIL

€P60TM|& GLD GLoMUL L 2a165T(LLHCMMl6HT GLODUIML gD & meor C&HAw
)M 66WTLD (NIEPMD)
geps BHE LHMID HSHSTILD 6ULNMHISEL JIMLDEFFSHLD, QHHI &
WLBSME, HLP&HEG SLDHS MM FT6m6V, €& 60T60)60T — 603 112
Q&M.GL: 9526115304, NIEPMD Q&IT.GLI: 044-27472113, 27472046
LO6dT 60T @&d): vardhini.krishnamurthy@gmail.com

LI6L (&6MMLIT (D &6 2_61T6aT (GLOTH6M & 56T LoMHMILD CILITGI6UTS 66 (THLD
GLpHmGHSHemearLl LpmFlUueujseaflenL Gl LDETLILIT6T6mLD, &L
@r&&Lb MM UFTLFLUTET] &enLo

3LUI6)] &S 66V GIT6iT

IJIIITLDIﬂIJIJITGTTU&S(GTBBS@ 91675 6M60T LD6ST S COMTSHUILD LOMHMILD

606 QU IGHH L ANHS (P SHH LG G| AILD
Qasrr(t}asasuu(t}m@a)mm GEODUT(R&EIT 26116 (GHLOHEN S SHemerLl
UgmLOFLILG 63T 6THITLDEMM 3 6T LOMMLD 6THITLDEDMUITET &TEHSHLD

LM 4,U16) 861 CLIGSH6TM60T. @ (I LILNEB)ILD, LITTLOFILILITENT S (615 &5 &
HHHLHMF FLOMaNSHS 2_F6LD eUmMSHUT6L 2a18@&FHNNGHSHLILIL. C6)6ToTIq LI
GmITLL6mMUIT6ST LUMT&H|SHTLILIG SHTIeutN&Hemn el UM & SLD

CUELILL e16L6m6V.

Ahs spule] QHG LTSHISMLIL| STTEINSET6s §ul-@&HeLD MHMILD
LDGUTLILIT6AT6MLD Hlémereummmev GUITeTmedmenmL LTTSSME). Q&)
unnmlﬂuunmlﬂm FMLOMILI (HOMEHS 2_FELD. @gﬂ UEHW HHFenT
LOTEHF&61T LDHMILD ML LIRISEN6T ) &Ll

ugmwiiurengsefsnL Cul @h& LT&|SILIL &Tgengsener CLoL(h &S
2 _GeLD.

URIGSMUTETT&6IT ULTI]?
LI6V G6nMLIMT(H &6 2_61T6I GLPIH6M & SHemerLl LIFTLOFILILIGU[T&6T LoMMmILD
QUITGIEUTS U6NT(HLD GLPMH6M & &SemerLl LIFTLOFILILIENTS6IT.
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IHIT6T S UITI6L LIRIGCHMMITED 6T60T60T LILLIETT?

BRI&6T 9igm)ILeNGGLD LITSIST6UEVIT G6mLDUNETT SHOTEm6UILLD, 2_hIG6IT
GLphHemguilert HFomIGemard SMUUTEE FLTaNUILSDGLD Qhd
SIJLomISeied @) (Bh Ceueiolhausn@ 2 &6 Bhisei
LWIeTU(H & & &Falq WLl LTHISTLLS STHmN&enenLl Liflhgl G&meren
(PlgujLb.

AhS o IaNeL JCHEMILD QFLESET 2 6TETHIT?
@eLsme6v, Q\Gl6L 6THG ClFeVELD QeLEMEV.

@& FL_L LG SILDe0TEHSLILI(RLDT?
@evemev, @G| FLL LILL T 660D SI606V. QG| €2 SbUI6Y| I QI6TIILD.

BITedT LRIGHMMITEL 6JCHMILD 6TSHTLOEMMILITENT T6m61T6Y &H6IT 6JDHLI(HLOMT?
@evemev, QG o IOTN6L LIMIGCHMLIG| THITLDEMMUITET Il6eM6T6 s Eh &S
QILNIIGHEHTE).

Sy l1e16L LURICHMS JCHMILD SilqLILIenL & C&HemeUS 6T 2_6lerngIm?
@eLemev.

Geotevtmyed LRIGCSHML:
A& gy u1eN6L HRgeT URGCHDOLIG (LMHMIEYILD &60T6uTTTEULDTEIIS)
LMHMILD HRIGeT URIGHDHS LDMISHSEVMLD.

Lilg L1960 Q(phH&I 6760 5:

AQbHS o UINET €2(1h LIGHWITS BRIS6T @558 )l ([HLLHT&enT
@evemeoI 6T60TLIENS & CHTEUCFIIL 2 RIS EHEHS HSHHIHTLD 266N
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APPENDIX 3
SOCIO-DEMOGRAPHIC DETAILS

Research No.
Socio- Demographic Details

Name:

Reg No:

Age of caregiver:
Age of the child:
Gender of caregiver:
Gender of the child:

Relationship of caregiver with the child:
Mother/Father/Grandmother/Grandfather/Sibling/Aunt/Uncle

Nature of disability of child:
Nature of the child: Biological/Adopted

Educational status of the caregiver: Uneducated/ 10" pass/ 12" pass/ Graduate/ Post-
graduate/Other

Marital Status: Married/ Divorced/ Separated/ Single parent due to other reasons
Employment status of caregiver:

No. of children with disabilities in the family:

Socio-economic status — High/ Middle/ Low

Level of family support — Good/ Satisfactory/ Poor

Place of residence — Rural/Urban

No. of people in the family:

Type of family: Nuclear/Joint/Extended
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APPENDIX 4

MINDFULNESS ATTENTION AWARENESS SCALE (Brown & Ryan, 2003)

Day-to-Day Experiences

Instructions: Below is a collection of statements about your everyday experience. Using the
1-6 scale below, please indicate how frequently or infrequently you currently have each
experience. Please answer according to what really reflects your experience rather than
what you think your experience should be. Please treat each item separately from every

other item.
1 2 3 4 5 6
Almost Very Somewhat Somewhat Very Almost
Always Frequently Frequently Infrequently Infrequently Never

I could be experiencing some emotion and not be conscious of
it until some time later. 1 2 3 4 5 6

I break or spill things because of carelessness, not paying
attention, or thinking of something else. 1 2 3 4 5 6

I find it difficult to stay focused on what’s happening in the
present. 1 2 3 4 5 6

I tend to walk quickly to get where I’'m going without paying
attention to what I experience along the way. 1 2 3 4 5 6

I tend not to notice feelings of physical tension or discomfort
until they really grab my attention. 1 2 3 4 5 6

I forget a person’s name almost as soon as I’ve been told it
for the first time. 1 2 3 4 5 6

It seems I am “running on automatic,” without much awareness
of what I’'m doing,. 1 2 3 4 5 6

I rush through activities without being really attentive to them. 1 2 3 4 5 6

I get so focused on the goal I want to achieve that I lose touch
with what I’m doing right now to get there. 1 2 3 4 5 6

I do jobs or tasks automatically, without being aware of what
I'm doing. 1 2 3 4 5 6

I find myself listening to someone with one ear, doing
something else at the same time. 1 2 3 4 5 6

I drive places on ‘automatic pilot’ and then wonder why I went

there. 1 2 3 4 5 6
I find myself preoccupied with the future or the past. 1 2 3 4 5 6
I find myself doing things without paying attention. 1 2 3 4 5 6
I snack without being aware that I'm eating. 1 2 3 4 5 6
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APPENDIX 5

BURDEN SCALE FOR FAMILY CAREGIVERS — SHORT VERSION (Graessel et al.,

2014)

Please draw an “X” for the best description of your present situation.

Please answer every question!

We are asking you for information about your present situation. The present sit-
uation comprises your caregiving deduced from the illness of your family mem-
ber (or friend).
The following statements often refer to the type of your assistance. This may be
any kind of support up to nursing care.

10.

. My life satisfaction has suffered

because of the care.

I often feel physically exhausted.

From time to time I wish I could “run

away” from the situation I am in.

Sometimes I don’t really feel like
“myself” as before.

Since I have been a caregiver my
financial situation has decreased.

My health is affected by the care
situation.

The care takes a lot of my own
strength.

I feel torn between the demands of my
environment (such as family) and the

demands of the care.

I am worried about my future because

of the care I give.

My relationships with other family
members, relatives, friends and

strongly
agree

]

0o oo o odd o O

acquaintances are suffering as a result

of the care.

agree

L

O o o0 odd O o

disagree

L

O o oo d oo OO

]

oo oo d oo O o

strongly
disagree
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APPENDIX 6

SELF-COMPASSION SCALE (NEFF, 2003)

HOW I TYPICALLY ACT TOWARDS MYSELF IN DIFFICULT TIMES

Please read each statement carefully before answering. To the left of each item, indicate how
often you behave in the stated manner, using the following scale:

Almost Almost
never always
1 2 3 4 5

1. ’m disapproving and judgmental about my own flaws and inadequacies.
2. When I’m feeling down I tend to obsess and fixate on everything that’s wrong.
___ 3. When things are going badly for me, I see the difficulties as part of life that everyone
goes through.
4. When I think about my inadequacies, it tends to make me feel more separate and cut
off from the rest of the world.
5. Itry to be loving towards myself when I’'m feeling emotional pain.
6. When I fail at something important to me I become consumed by feelings of
inadequacy.
7. When I'm down and out, I remind myself that there are lots of other people in the world
feeling like I am.
__ 8. When times are really difficult, I tend to be tough on myself.
9. When something upsets me I try to keep my emotions in balance.
10. When I feel inadequate in some way, I try to remind myself that feelings of
inadequacy are shared by most people.
__11. ’'m intolerant and impatient towards those aspects of my personality I don't like.
12, When I’m going through a very hard time, I give myself the caring and tenderness I
need.
_13. When I'm feeling down, I tend to feel like most other people are probably happier
than I am.
__14. When something painful happens I try to take a balanced view of the situation.
_15.Itry to see my failings as part of the human condition.
__16. When I see aspects of myself that I don’t like, I get down on myself.
__17. When I fail at something important to me I try to keep things in perspective.

_18. When I'm really struggling, I tend to feel like other people must be having an easier
time of it.

_19.P’mkind to myself when I'm experiencing suffering.

_20. When something upsets me I get carried away with my feelings.

__ 21.Icanbe abit cold-hearted towards myself when I'm experiencing suffering.

22, When I'm feeling down I try to approach my feelings with curiosity and openness.

_23.T’'mtolerant of my own flaws and inadequacies.

24, When something painful happens I tend to blow the incident out of proportion.

_25. When I fail at something that's important to me, I tend to feel alone in my failure.

_ 26.1try to be understanding and patient towards those aspects of my personality I don't
like.
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