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Summary

Progress in the discourse and legislation concerning the human rights of people with
disabilities has led to the realization of their rights across many life domains, including
the right to marry and to bear children. With regard to the potential impact of disability
on parenting, most research until now has focused on parenting as experienced by the
parents themselves. However when exploring the implications of parenting, the
perspective of the child — a crucial component of the context — remain under-researched.
The objective of this study was to explore the unique and combined contribution of
intrapersonal factors (attachment orientation and self-esteem), social-ecological
factors (social support), and coping strategies — the three representing protective
factors — in the adjustment (mental health) and personal growth of adults raised by a
parent with a mental or intellectual disability (a risk factor operationalized by perceived
stress and parental bonding). A comparative analysis assessed these factors alongside a

sample population of adults raised by parents without a disability

Search words: Parents with a disability, Intelectual Developmental Disability, Mental

Disability, adjustment, growth, Equal Rights of Persons with Disabilities.



Abstract

Progress in the discourse and legislation concerning the human rights of people with
disabilities has led to the realization of their rights across many life domains, including
the right to marry and to bear children. With regard to the potential impact of disability
on parenting, most research until now has focused on parenting as experienced by the
parents themselves. However when exploring the implications of parenting, the
perspective of the child — a crucial component of the context — remain under-researched.

Drawing from the theoretical framework presented by Wallander et al. (1989),
the objective of this study was to explore the unique and combined contribution of
intrapersonal factors (attachment orientation and self-esteem), social-ecological
factors (social support), and coping strategies — the three representing protective
factors — in the adjustment (mental health) and personal growth of adults raised by a
parent with a mental or intellectual disability (a risk factor operationalized by perceived
stress and parental bonding). A comparative analysis assessed these factors alongside a
sample population of adults raised by parents without a disability.

A number of 215 adults aged between 25 and 55 participated in the study. 100
had been raised by a parent or parents with a disability (PWD); 115 had been raised
by a parent or parents without a disability. The participants were recruited through
Israel’s National Insurance Institute, and through professional contacts and social
networks.

This study used a mixed method approach utilizing a concurrent triangulation
strategy (Terrell, 2012). The first and main part of the study was quantitative in
nature, using a number of tools including: Perceived Stress Scale (Cohen, Kamarck,
& Mermelstein, 1983); Parental Bonding Instrument (Parker, Tupling & Brown,
1979); Experience in Close Relationships scale (Brennan, Clark & Shaver, 1988);

Rosenberg Self-Esteem Scale (Rosenberg, 1965); The Multidimensional Scale for



Perceived Social Support (Zimmet et al., 1988); The Coping Orientation to Problems
Experienced (Carver et al., 1989); The Mental Health Inventory (Veit & Ware, 1983),
and Posttraumatic Growth Inventory (Tedeschi & Calhoun, 1996).

Given the relatively scarce body of knowledge regarding this population, it
was decided to incorporate a qualitative approach to the study, to facilitate a
contextual and in-depth engagement with the phenomenon of children raised by
PWD. Nine participants from the quantitative study, all raised by PWD, took part in
in-depth interviews.

The quantitative aspect of this study partially confirmed the research
hypotheses. As predicted, differences in levels of perceived stress were found between
the participants raised by a PWD and those who had not, with the former presenting
higher levels of perceived stress. Perceived stress was found to significantly mediate
the impact of being raised by a PWD on both the mental health and personal growth
of the research participants. The children of PWD perceived themselves as having
received lower levels of paternal and maternal care than the participants raised by a
parent without a disability. The research results further found a difference in parenting
patterns between the two groups; the children of PWD presented patterns of
affectionless control parenting, while the second group displayed optimal parenting
patterns. The participants who had been raised by a PWD also reported a lower
perception of social support. In the realm of mental health, participants raised by a
PWD reported lower levels of mental health, in comparison with participants raised
by a parent without a disability. The commonalities between these very different
groups of people was interesting in itself, exceeding the expectations of the research
study. The study’s hypothesis had presumed that differences would be found across

all aspects between the participants raised by a PWD and those who were not. Despite



this assumption, no significant differences were found in levels of self-esteem, coping

strategies, attachment orientation and personal growth.

The six main themes identified in the qualitative part of this study, with regard
to the experience of growing up with a PWD, were: Knowledge — or lack thereof — of
a parent's disability, its meaning, and the need to contextualize the vague explanations
they had been given; the role played by members of the extended family in their lives,
as caregivers and as surrogate parents; the lifelong search for meaningful adult figures
to serve as role models and mentors; mixed feelings towards their parent/s, when
viewing them as a burden; role reversal at a young age, and the strain that this
responsibility placed upon them; and an inner drive towards success despite the odds,
to prove their worth to the world. A connection was established between these themes
and the results of the quantitative study, allowing for a better understanding of the
quantitative data regarding the experience of being raised by a PWD.

When looking at parental bonding, paternal care was found to moderate the
link between being raised by a PWD and perceived stress. This underlines the
important role of the father and the father-child relationships, and the emphasis that
this construct deserves — an emphasis usually directed by research and practice toward
the role of the mother. The shame that the children of PWD participants in the study
reported as forming a part of their childhood experiences, and the mixed feelings that
they had with regard to their parents, may have also had an impact on the bond that
developed between them and their parents. Avoidant attachment orientation was
found to mediate the impact of perceived stress on mental health; the stronger the
effect of avoidant attachment orientation, the higher the reported levels of mental
health. The constant need to conceal the family “secret”, the PWD, together with
ingrained societal stigma regarding disability issues, may have contributed to the

further development of these avoidant patterns. Perceived social support was not



found to be a moderator of the impact of perceived stress on growth and mental
health, although the study did find that this perception manifested at high levels for
both the research participants raised by a PWD and those who were not. For the PWD
group, the perception of the presence of a social support system in their current lives
may have been informed by the lifelong lesson shaped by the childhood experience of
the role of the extended family and other significant (but not parental) adult figures.
Similarly, self-esteem was not found to act as a moderator of the impact of perceived
stress on growth and mental health. That said, the research participants raised by a
PWD too reported high levels of self-esteem. The foundations for this may be rooted
in the expectations placed on them at a young age to fulfil adult roles and
responsibilities, coupled with the ability to face these challenges successfully.
Problem-focused coping was found to mediate the impact of perceived stress on
mental health, with a correlation between the capacity to apply problem-focused
strategies and higher reported levels of mental health. The expanded household roles
that the PWD participants were obliged to fulfil from a young age may have created
the foundation for this enhanced capacity for problem-focused strategizing and
coping. The extended family, and the example they set in engaging with the children
of PWD - as a mission to be negotiated — may also have contributed to their capacity
for problem-focused coping. Emotional-focused coping showed the reverse effect as
the perceived stress as a result of being raised with a PWD has a greater negative
effect on personal growth at individuals having higher emotion-focused coping
capacities. This may coincide with their tendency to gravitate towards problem-
focused coping. It would seem that the experience of being raised by a PWD is a
source of greater perceived stress, impacting on the optimal bonding experience
between parent and child, on the child’s sense of social support, and on levels of

mental health. However, in all other areas of life, the experience of being raised by a
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PWD did not have as significant an impact as initially anticipated. This may be an
indicator of the effect of various life experiences, at different stages of growing up
and achieving maturity, on one's adjustment and growth and in shaping them into the
people they have grown up to be.

The findings of this study will add nuance and depth to policy makers’
engagement with the human rights of people with disabilities, specifically with
regards to their capacity for parenting. The study identifies the specific needs of the
children of PWD and supportive family members, and can feed into the development
of appropriate programs to address the unique challenges that these families face.

A number of recommendations arise from this study. They include the
importance of identifying such families at the earliest possible opportunity; the
development and implementation of parenting programs that address their specific
needs; the need for frank and honest explanations as to the nature and meaning of the
parent’s disability; the development of guidance and support protocols for the
children of PWD and the extended family; and crucially, the need to acknowledge,

gauge and assess the scope and unique needs of this group.
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1. Introduction

Recent surveys suggest that approximately 1.5 million people in Israel, approximately 18% of
the country’s population, are classed as having a disability (Central Bureau of Statistics, 2017).
In its international classification of functioning, the World Health Organization (2013)
defines disability as an umbrella term for impairments, activity limitations and
participation restrictions. Disability is the interaction between individuals with a health
condition and personal and environmental factors.

The realm of disability is broad and diverse. The global conversation about human
rights has informed the expansion and regulation of the concept of human rights for persons
with a disability (Commission of Equal Rights of Persons with Disabilities, 1998). For
many years, the rights and wishes of people with a disability — even though recognized in law
as equal to those of the non-disabled population — remained unfulfilled across a number of
domains, including sexuality and reproductive concerns (Asch & Fine, 1985; Schaaf, 2011).
Today, increasing numbers of people with disabilities are articulating and claiming their rights
across all life domains — including the right to bear and raise children (Addlakha, Price &
Heidari, 2017; Conway, 2018). In light of these changes, it has become evident that there is a
need for a broader understanding of this reality, and deeper engagement with the factors that
effect the outcomes for children raised by parents with a disability (PWD). Until now, most
research on PWD has focused on the adult half of the parent-child dyad (Ackerson, 2003;
Feldman, 2002; Feldman & Aunos, 2010; Llewellyn, McConnell & Ferronato, 2003;
Royster, 1981). However, the perspective of the child, crucial to a full understanding of the
implication of parenting of PWD, remains under-researched.

These children, as adults, are the focus of this study. The principal objective of this
study is to evaluate the adjustment and growth resulting from the experience of being raised by
a PWD. The theoretical framework designed by Wallander, Varni, Babani, Basis, &

Wilcox (1989) in their conceptual model of disability-stress coping was employed to this



end. According to this model, stress (operationalized in this study through an appraisal of
the stress, and the risk to parental bonding as a result of the unique life circumstances of
growing up with a PWD) is mediated by intrapersonal factors (operationalized in this study
as attachment orientation and self-esteem), social-ecological factors (perceived social
support), and coping strategies (ways of coping). These risk resistance factors can be
related, directly and indirectly, to adjustment, which for the purposes of this study is
operationalized as mental health and personal growth.

Because these factors encompass a life-long perspective, and because childhood
experiences inevitably play a crucial role in adulthood, this study explores the adult's present
adjustment in relation to past and present attributes and resources. In line with this model, this
study evaluates the experiences of the children of parents with two life-long disabilities,
different in several respects but nevertheless with fundamental common attributes: intellectual
and developmental disability (IDD), and mental disability (MD), specifically schizophrenia
and bipolar disorder. The study takes on a comparative aspect by placing the experiences of
the research participants raised by PWD with those of a second group, raised by parents
without a disability. These two specific disabilities were chosen for the differences in their
origins and how society views and enables their rights as well as enabling a view of two
unique experiences of being raised by a PWD.

The contributing resources leading to adult adjustment/maladjustment were examined
in each of the research groups and compared between them. In order to better understand the
factors predicting the adjustment of these children in adulthood, there is a need to first

understand the concept of disability.

2. Overview

The review will first address the concept of PWD: it will explore the definition and

meaning of their disability, focusing on mental and intellectual disabilities and the



implications of these disabilities for family life and parenting. It will then focus on the
children of PWD: it will conceptualize their unique life circumstances, and then will
address the resources that contribute to their adjustment and personal growth across
childhood and into adult life.

This population, the children of PWD, has received insufficient research attention up
till now for a number of reasons. These include the paucity of data regarding their actual
numbers, and the general lack of awareness regarding their unique circumstances. In essence,
this group has been "flying under the radar"” of social welfare, support and intervention
services for many years, unnoticed. In order to fully grasp the underlying purpose and
necessity of this study, it is important to first acknowledge their existence, and the extent of the
phenomenon.

The scope of the population of children with PWD in Israel, determined by data
obtained from the National Insurance Institute of Israel - a body that acts under law
to implement the welfare policy of the Israeli government and which, amongst other
functions, administers the payment of state-funded disability allowances - will be presented
here as both confirmation of the phenomenon and reference point. The expectation is that this
study will accord this phenomenon the prominence it warrants; it will broaden our
understanding of the phenomenon with regard to children currently growing up with PWD,
and create an opportunity to plan for these children and those that inevitably become a part

of this construct in the future.

2.1 Scope of the population

The children of PWD have tended, to the present time, to exist largely beneath the radar of
research and professional support agencies. It is my opinion that an appreciation of the
scope of this unique group is essential for conceptualizing the importance of new updated

knowledge in this field, and the development of much-needed services.



Around 700,000 Israeli adults (18-64) are classed as having a disability significant
enough to restrict daily life and activity (Myers-JDC- Brookdale, 2018). Of this number 7.5%
(approximately 52,500) are diagnosed with a mental disability (MD), and 4.2%
(approximately 29,400) with an intellectual developmental disability (IDD). Data regarding
their offspring is limited and incomplete, for a number of reasons. First is the fact that to
date, there has been no systematic analysis of the issue of the children of PWD. Several
factors feed into this lack: this population of parents were not identified or targeted at a
preliminary stage (during pregnancy or childbirth); social services only direct attention to
specific children, such those reported as being at risk of neglect and/or in need of out-of-
home placement; and the suspected concealment of parental disability by family members,
to avoid institutionalization. (These factors were all cited as possible explanations by
professionals and family members).

An overview of this population, supplied by the National Insurance Institute
specifically for this study, took four main disabilities into account, in order to grasp the
scope of children of PWD in Israel as a whole. The current study, however, will focus
solely on those raised by parents with IDD or MD. Data presented encompasses working-
age adults (18-64/67, depending on gender) listed as receiving disability allowance from
Israel’s National Insurance Institute, and their known children. As there is no facility in
place at the present for monitoring these families and their children, and given the paucity
of existing data as discussed above, the working assumption is that the actual number of
PWD is much higher than that cited above. As of 2017, records indicate 5,394 parents with
IDD, and 36,431 parents with MD, with 15,353 and 115,021 known children respectively
(Table 1). All the data supplied by the NIl was granted specifically for this study and was

preceded by a written request to the NII research committee



Table 1- Number of parents with a disability and their children

Parental Number of allowance Number of recipients ~ Number of children of
disability recipients* who are parents** recipients
Intellectual 33,207 5,394 15,353
Mental 77,357 36,431 115,021
Sensory 14,966 9,877 35,993
Physical 109,898 84,334 301,326
235,428 136,036 467,693

*As of Jan 2017. Data provided by the National Insurance Institute (NII)

** Data applies to working age adults receiving disability allowance from the NII, and their known
children

One interesting detail relates to the ages of these known children (Table 2). Taking
into consideration the social and political history of parents with disabilities raising
children — specifically parents with IDD (i.e. the eugenics movement, involuntary
sterilization) — the increasing amount of children of PWD indicates a change in social
mores regarding people with disabilities. The number of children born to parents with IDD
over the last 18 years is approximately equal to the number that were born in the preceding
half century. This data, as provided by the NII reflects significant changes in the lived
reality of people with disabilities, anchored by acknowledgement of their human rights and
the drive to ensure that these rights are honored and respected by society at large.

Table 2 — Number of children of parents with disability

Parent disability =~ Number of children under 18 = Number of children over 18

Intellectual 7612 7741
Mental 49,348 65,673
Sensorial 11,838 24,155
Physical 76,150 225,176
144,948 322745

*As of Jan 2017. Data provided by the National Insurance Institute (NII)

** Data applies to working age adults receiving disability allowance from the NIl and their known
children



Historically, the presumption has been that if allowed to have children, people with
disabilities will ultimately become parents to children with disabilities themselves. This
point was underlined by United States Supreme Court Justice Oliver Wendell Holmes in
the 1927 case of Buck v Bell, when he opined that “three generations of imbeciles are
enough” in asserting the validity of a historical state statute permitting the compulsory
sterilization of the unfit, “for the protection and health of the state.” However, the premise
that PWD will inevitably produce children with a disability is undermined by the available
data (Table 3). In fact, only 30-38% of children of PWD receive state allowances as a
result of a disability of their own (the data does not include information regarding the type
and severity of the disability). It should also be noted that these disabilities may not be
directly linked to the parent's disability (e.g. acquired disability, insufficient prenatal

services and postnatal care etc.)

Table 3 — Number of children with a disability

Parent disability Number of children Children with disability
Intellectual 15,353 5,835
Mental 115,021 35,421
Sensorial 35,993 10,053
Physical 301,326 83,143
467,693 134,452

*As of Jan 2017. Data provided by the National Insurance Institute (NII)

** Data applies to working-age adults receiving disability allowance from the NI, and their known
children

The data presented here is rudimentary and with significant unknowns; nevertheless, it
does present a clear picture regarding the scope of the issue of children of PWD,

specifically those this study focuses on- IDD and MD.



2.2 Intellectual and mental disability

Intellectual and developmental disability (IDD) is characterized by significant limitations
to both intellectual functioning and adaptive behavior as evidenced across a range of
everyday social and practical skills, and originating before the age of 18. Intellectual
functioning refers to overall mental capacity, and includes the capacity for learning,
reasoning, and problem-solving (also known as the 1.Q. level); adaptive behavior refers to
a grouping of learned conceptual, social, and practical skills, performed in everyday
life. As such, people diagnosed with IDD usually require assistance and guardian supervision
throughout their lives (Shalock et al., 2010). The diagnosis of an IDD often brings with it
social implications, affecting not just the diagnosed but also their nuclear and extended
family, and society as a whole (Katz & Lazcano-Ponce, 2008).

The Diagnostic and Statistical Manual of Mental Disorders, Fifth Edition (APA,
2013) defines a mental disorder (MD) as “a syndrome characterized by clinically
significant disturbance in an individual’s cognition, emotion regulation, or behavior that
reflects a dysfunction in the psychological, biological, or developmental processes
underlying mental functioning.” It further proposes that significant distress or limitations
in social and occupational activities may often be a consequence of these disorders. Two
well-known major lifelong disorders within the spectrum of mental disorders are Bipolar
disorder and Schizophrenia. People with bipolar disorder experience unusually intense
emotional states, during distinct periods called mood episodes. Mood episodes, whether
manic or depressive in orientation, present as a drastic change from a person’s usual mood
and behavior. Extreme changes with regards to energy, activity, sleep, and behavior
manifest as aspects of these changes in mood (NIH, 2014). Schizophrenia is characterized
by a wide range of symptoms related to cognitive, behavioral, and emotional dysfunctions.
These symptoms are defined by the manifestation of one or more of five specific

behavioral domains: delusions, hallucinations, disorganized thinking (speech), grossly



disorganized or abnormal motor behavior (including catatonia), and negative symptoms
(disruptions to normal emotions and behaviors). Schizophrenia is often associated with
impaired marital, occupational or social functioning (APA, 2013). Bipolar disorder,
Schizophrenia and IDD are all ongoing disorders, with a profound impact on the everyday
personal, familial, and societal lives of both those with the disorder and the people around
them.

The Eugenics movement of the early 20" century influenced the passing of laws
permitting the involuntary sterilization of people with developmental, mental, sensory, and
physical disabilities (Silver 2004). Dramatic social developments over recent years have
resulted in a more tolerant approach to people with disabilities, which in turn has informed
improvements in their legal status. Nevertheless, such pejorative attitudes still exist to
some extent, exercising a marked influence over their lives (Meadow-Orlans, 2002).
Recent legislative advances have succeeded in further securing the rights of individuals
defined as having a disability, such as their right to bear and raise children (UN, 2006). This
progress underlines the imperative to establish a cohesive body of knowledge regarding the
characteristics and implications of parenting with a disability, in order to bridge the gap

between the articulation of these rights and their realization in practice.

2.3 Parents with a disability

Parenting encompasses a diverse range of behaviors, strategies, and techniques. However,
there is general consensus that effective parenting is characterized by warmth and
acceptance of the child, the provision of structure, and the encouragement of age-
appropriate autonomy (Maccoby & Martin, 1983; Skinner, Johnson, & Snyder, 2005).
Specifically, the mother's ability to read her infant, attune herself to its needs and to

behave in predictable ways is commonly cited as the most important aspect of the early



parent-child dyad; these factors inform the child’s subsequent attachment security and
developmental progress (Smith 2010).

The quality of parenting is considered the most important variable in a child's life.
Variations in quality of parenting can be identified and tracked in children's health,
behavior and wellbeing, as well as in intelligence and scholastic performance (Smith
2010). These effects are assumed to have a lifelong impact: influencing wellbeing in
adulthood, as well as key life trajectories such as mental health, social relations, familial
relations, and career choices.

The role and responsibilities of parenting may present enhanced functional
challenges for adults with mental or intellectual disabilities. PWD have often been
characterized, in the absence of a nuanced or qualitative evaluation, as incompetent and
posing a risk to the development and adjustment of their children. Women with disabilities
are viewed even more critically than men, due to the importance ascribed to the mother-
child dyad, and the apprehension that an impaired relationship may cause lasting harm or
neglect to their children (Asch & Fine, 1988).

As of today, opinions regarding to the parental competency of people with disabilities
are varied. Unfortunately, there is scant literature regarding parents with disabilities, and
the impact of their disability on their children. Literature in this field is mainly concerned
with child welfare, and the thresholds for determining the need to remove a child from the
home and terminate parental rights (Benjet, Azar & Kuersten-Hogan, 2003; Proctor &
Azar, 2013; Feldman, McConnell & Aunos, 2012). A number of studies have identified
the need for further research on the topic, and the development of a broader perspective
that would allow for an informed approach to evaluating the parental competence or
otherwise of PWD (McConnell & Llewellyn, 2000; Feldman, 1994; Whitman and
Accardo, 1993). However, given the broad acceptance of the equal right of these

individuals to become parents, the discussion should extend beyond the issue of rights.



There is a need to define what qualifies as adequate parenting, and to identify the factors
that contribute to both positive and negative childrearing outcomes. The discussion needs
to shift to addressing not just the specific conditions that may engender inadequate

parenting. The discussion should engage not only with disabilities, but also with abilities.

2.4 Being raised by a parent with a disability - a potential source of stress

Being raised by a PWD can have implications across the emotional, familial and social
developmental contexts.

In the emotional realm, research suggests a link between disruptions to parental bonding
and the development of mental disorders later in life (Canetti et al., 1997). Children raised
by PWD have been shown to be prone to developing maladaptive behaviors when their
parent displays symptoms of their illness. These include withdrawing, avoiding, and
distancing behavior (Maybery, Ling & Szakacs, 2002). Long-term over-reliance of such
emotion-focused activities can contribute to stress on the individual level (Folkman et al.,
1991). There is also evidence to suggest that a parent's pathology of mental illness can
have a detrimental effect on the children of such parents (Ackerson, 2003). The home
environment of children with a mentally ill parent might be chaotic and/or threatening at
times — particularly so if the unwell parent incorporates the child in their delusional
behavior (Jacobsen & Miller, 1998). Children whose parents have an IDD may be at risk
of neglect (although, usually, not abuse), and developmental, academic, behavior and
psychiatric problems (Feldman & Aunos, 2010).

Concerns regarding the children of parents with IDD relate to the parent’s limited
ability to fully grasp social intentions and behaviors. This diminishes their capacity to
protect their children from harm, set boundaries, and provide suitable structure.
Furthermore, the limited communication skills of parents with IDD may possibly have a

knock-on effect on their children's language and cognitive development (Myers-JDC-

10



Brookdale Institute, 2009). Within MD cognitive deterioration is a common feature of
schizophrenia; this may include a decline in declarative memory, language function, and
other executive functions (APA, 2013).

Within the familial realm, a parent's illness and disability may affect the family's
functioning, placing a heavy burden of caregiving on their children (Pakenham & Cox,
2011). The home environment may be affected by a parent’s illness or disability, such that
some children experience neglect, family conflict, stress, and abuse — particularly in the
case of children caring for a parent with a mental illness (Leverton, 2003). Studies over the
years have identified possible obstacles impacting on family processes through the over-
burdening of children with household and family tasks; and the possibility of role-reversal
and the (non-elective) parentification of children, as they are compelled to take on
responsible adult roles in the family setting (Meadow-Orlans, 2002). While assuming
domestic and emotional responsibilities on behalf of an ill or disabled parent during
childhood is normal to some extent, the excessive degree that may be expected or is
necessary in a home where a parent has a disability is not always appropriate to the child's
age, developmental milestones and attainments, or capabilities (Aldridge & Becker, 1999;
2003). Children who become young caregivers may be obliged to take on — without the
element of choice — a wide variety of responsibilities, including domestic tasks, physical
and emotional support for their parents, and caring for younger siblings (Dearden &
Becker, 1995; Lackey & Gates, 2001).

Furthermore, PWDs and their children may place a strain on the extended family
network and existing family structures — a process with significant implications for these
children. The extended family — when one exists — often has to take on responsibility for
supporting family member with a disability, a responsibility that extends to the children of
the family member. Grandparents provide child care, financial aid, mentoring, and even

custodial care for many children, support particularly relevant in cases when children
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become vulnerable to harm due to parental absence or neglect (Burnette, Sun, & Sun,
2013; Uhlenberg & Cheuk, 2010). In this context, there is a differentiation between
multigenerational households, where children, parents, grandparents and sometime other
family members co-habit; and custodial or skipped generation households, where a child
lives with a family member without a parental presence, in the form of an informal,
kinship-based, fostering relationship (Cherlin & Furstenburg, 2008; Smith et al., 2008;
Leinaweaver, 2014; Uhlenberg & Cheuk, 2010). The involvement of grandparents in
families, to the extent of becoming a child’s surrogate parents, is imbedded in cultural
beliefs of mutual support among family members, and the feeling of responsibility —mostly
by grandmothers — to ensure that appropriate care is available for their families (Aldgate
and Mclntosh, 2006; Connolly, 2003; Gladstone, Brown & Fitzgerald, 2009; Beegle et al.,
2010; Worrall, 2001). As Campbell & Handy (2011) define this situation, they — the
family members, and specifically grandmothers — are "bound to care”. It has been
suggested that as a substitute for a missing parent, grandparents (with the emphasis on
grandmothers) are the best placed substitute. Children generally respond to them as
positive attachment figures, the benefits accompanying them into adulthood (Hayslip,
2013; Hayslip & Smith, 2013; MD-Yunus, 2017). However, research suggests that
children raised by family members other than their parents are at risk of emotional and
behavioral problems, and find it much more difficult to attain emotional and social well-
being (Billing, Ehrle, & Kortenkamp, 2012). That said, the assumption is that these risks
may be linked to the underlying circumstances that led to the children being raised by a

family member in the absence of their parent or parents (Kelch- Oliver, 2011).

On the social level, such caregiving arrangements have been associated with
limiting young people’s recreational and friendship opportunities (Atkin, 1992). Children
as caregivers report they often experience difficulty in openly revealing or displaying the
feelings engendered by the role (Banks et al., 2002). There is a strong likelihood that such

12



children will harbor feelings of shame and embarrassment with regards to their parent’s
disability (Meadow-Orlans, 2002). They are often unwilling to share their feelings of
burden, due to the possible stigma that they may encounter as a result, or the fear of the
authorities intervening and separating them from their parents (Pakenham et al., 2006).
This stigma can be a source of significant emotional stress for children, along with their
caregiver role (Pakenham & Cox, 2011).

The children of parents with IDD are at risk of experiencing developmental,
academic, behavioral, and social adjustment problems (Feldman, 2002); the children of
parents with MD are often subject to severe stress and personal limitations, and themselves
are at a greater-than-normal risk of developing a mental illness (Beardslee, 2002).

These childhood stressors can have significant implications for their adulthood
experiences in these domains, as expressions of perceived stress as described in the
research model. Perceived stress, in Wallander et al.'s (1989) model, refers to the effects
of chronic strain. More generally, chronic strain is defined as the persistent objective
conditions that require continual readjustment, repeatedly interfering with the adequate
performance of ordinary role-related activities (Pearlin, Lieberman, Menaghan, & Mullan,
1981). In the present study, it is operationalized as resulting from being raised by a PWD

Lazarus (1966) defined stress as occurring when one perceives the demands of
external situations as being beyond one's perceived ability to cope with them. In the
psychological context, stress is commonly conceptualized as the occurrence of significant
life events that an individual interprets as undesirable (Lazarus & Folkman, 1984). Stress
is not definable by a specific environmental event such as a stimulus, but rather by how an
individual perceives and defines this event. For this reason, stress is thus best regarded as a
complex rubric encompassing many variables, deriving from the interaction between the
individual's personal resources, the demands of the events, and the environment around

him (Lazarus et al., 1985). Being raised by a parent with a MD or IDD may place
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significant social and emotional strain on the child; this can consequently be the basis for
perceived stress, with a potentially lifelong and detrimental effects on the individual’s
wellbeing.

Folkman et al.’s (1986) perceived stress theory identifies two separate yet essential
processes occurring within a stressful event, acting as mediators for wellbeing. The
process of cognitive appraisal allows the individual to evaluate whether a stressful
encounter with his/her environment is relevant to his/her wellbeing; the process of coping
allows for the individual to seek out options to overcome and prevent future harm.

When appraising childhood events as stressful some may attribute their inability to
cope with the situation to their own shortcomings, rather than to the external stressful
situations (Garber & Seligman, 1980). Thus, some people will succeed in adapting to

stressful life situations, and may even grow from them, whilst others will not.

2.5 Adjustment and growth in the face of stress

Adjustment refers to a multidimensional function, with both positive and negative
manifestations (Pakenham et al., 2006). The adjustment component of Wallander et al.'s
(1989) theoretical model is operationalized in the present study as the existence of high
levels of personal mental health. In this context, personal mental health is conceptualized
by a decrease in psychological distress, an increased sense of wellbeing, and high levels of
personal growth. Stress may contribute to emotional distress, which may manifest through
a wide range of physical and mental disorders, such as anxiety and depression within
maladaptive adjustment; adaptive adjustment to stress should lead to positive outcomes,
such as decreased anxiety and overall life satisfaction (Zeidner, 1998). Successful
adjustment in adulthood is presumed to reflect high levels of mental health, conforming
with societal expectations of developmental milestones such as productivity, and the

establishment and maintenance of social relationships (Luhmann et al., 2012).
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Alongside the many life stressors with a negative impact on adjustment, there is
evidence suggesting that parental disability does not have a wholly negative affect on the
child’s adult adjustment. Whilst there are obvious strains associated with the demands of
adopting an adult role early, some studies argue that this experience may also have positive
aspects in the long term. These unexpected early responsibilities may serve as a training
ground for the development of useful personal skills, and contribute to future feelings of
competency (Mazur, 2006). These reported positive changes do not, it should be noted,
appear to remove the adverse impact and suffering that typically accompanies following
negative events; rather, they seem to present another aspect of the overall experience of
coping with and adjusting to stressful events (Park & Fenster, 2004).

Overcoming life's various stressful circumstances can also contribute to personal
growth. Personal growth encompasses the view that the struggle to negotiate major life
crises can contribute to the experience of significant positive development (Tedeschi &
Calhoun, 1995). Studies on post-traumatic growth indicate that increased growth often
accompanies increased stress (Tedeschi & Calhoun, 2004): While stressful circumstances
often take their toll on personal resources, it has also been suggested that successfully
addressing challenging circumstances can result in the growth of personal resources
(Baltes, 1997; Hobfoll, 1988, 1998). Tedeschi & Calhoun (2004) identified five major
areas of personal growth in the face of stress: the enhancement of interpersonal
relationships and appreciation of others; a positive change in self-perception; the
reevaluation of one’s life philosophy; a new appreciation for life and the setting of new
priorities. Therefore, people who are open to fully engaging with the spectrum of
emotions associated with challenging life events may be able to examine their experiences
as less threatening and potentially beneficial; such individuals, it seems, are able to derive
meaning from these experiences, and are able to face uncertain futures with more

confidence (Tedeschi & Calhoun, 1996). While crisis can contribute to a reduction in

15



wellbeing, the experience may nevertheless contribute to personal growth and
development (Taubman-Ben Ari, Findler & Kuint, 2010). This potential growth may be a
positive consequence of the need to overcome stressful life events.

Whilst most research on personal growth focuses on the capacity to overcome
acquired trauma following stressful life events (Tedeschi & Calhoun, 1995, 1996, 2004),
this study hopes to expand this view by approaching growth as a result of pre-existing life
circumstances. Although this does not exist in Walander et al.'s original model, post-
trauma personal growth will be examined in this study as a possible outcome of the
lifelong stress resulting from being raised by a PWD.

In this context, intrapersonal and social-ecological resources are assumed to create

risk-resistant factors, and to moderate the impact of stressful situation.

2.6 Risk-resistant intrapersonal factors

The intrapersonal factors described by Wallander et al. (1989) as risk-resistant will
be operationalized in this current study by the internal resources of attachment orientation
and self-esteem. Attachment refers to a global and stable orientation toward close
relationships, a capacity developed during early childhood through a child’s relationship
with their caregivers; it is assumed to remain relatively stable throughout adulthood
(Hazan & Shaver, 1994). The quality of attachment interactions with the primary caregiver
during infancy produces mental working schemas which organize one's cognition, affect
and behavior, and shape one's self-image; these eventually influence one's capacity to enter
intimate and social relationships in adult life (Mikulincer, Florian, & Tolmacz, 1990). The
effects of attachment appears to extend further than the mother-child relationship; affective
events during childhood, particularly within child—caregiver relationships, tend to exercise

a strong influence on the nature and quality of an individual’s adulthood relationships
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(Bowlby 1979; Maccoby 1980). Furthermore, Bowlby (1988) claimed that the successful
accomplishment of affect-regulation results in attachment security — the sense that the
world is a safe place and that one can rely on others. Adults with secure attachment are
likely to have experienced consistently responsive early caregiving (Ainsworth et al.,
1978). Therefore, positive attachment interactions play an important role in the
development of a sense of security and emotion regulation.

Most studies that draw from attachment theory assess two basic dimensions of
insecure attachment: avoidance and anxiety (Brennan, Clark, & Shaver, 1998). Individuals
who are low in both dimensions display a secure style of attachment; on the whole, they
conceptualize the world as a safe place where they can securely and effectively engage
with others. Thus, they are able to cope constructively cope with stress (Mikulincer,
Shaver, & Pereg, 2003). Adults with avoidant attachment are believed to have experienced
caregiving that was emotionally unresponsive; this led to them becoming self-reliant, due
to their discomfort with close or trusting relationships. It has been suggested that
individuals with the anxious style of attachment experienced an unstable caregiving, and
consequently exhibit an ongoing pattern of fleeing from close relationships, as a response
to an ingrained fear of abandonment (Bowlby, 1979; Bartholomew, 1993).

Early parent-child interactions may be influenced by the strain of parental
disability, affecting their ability as a caregiver to respond sensitively to a child’s needs
(Cunningham, Harris, Vostanis, Oyebode, & Bissett, 2004). A mother’s (or primary
caregiver’s) ability to be attuned to a child's needs, and to consequently behave in a
predictable fashion, are key to a child's developmental progress and future attachment,
security, and adaptation (Smith, 2010). A mother with a disability may respond to the
child's needs in an atypical manner, such as indifference or non-responsiveness or
emotional unpredictability. This may prove problematic in the long run (Whitman &

Accardo 1990). Parents with a mental illness may have unusual or inappropriate means of
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responding to their children’s needs; parents with IDD might find it difficult to put their
child's needs before their own, thus constituting a risk factor for insecure attachment.
Hence, an adult's attachment orientation may be effected by the disability of their parents.

Self-esteem is a general evaluation and appraisal of an individual's sense of worth
(Orth, Robins & Widaman, 2012). High self-esteem has been found to be a factor in stress
resistance, and is related to adjustment (Cohen & Edwards, 1989; DuBois & Flay, 2004).
Individuals with high levels of self-esteem are assumed to be less likely to interpret life’s
difficulties as a mark of their own diminished worth; they tend to experience less negative
affect from negative events (Rosenberg, 1965). Self-esteem and secure attachment are
closely linked. High self-esteem based on secure attachment is key to the ability to adapt to
changing circumstances, and to have faith in oneself and in ones' future. An individual's
ability to feel good about himself rests on believing oneself to be a part of a supportive
network, and of being valued within that network (Holmes, 2001). A child’s self-esteem
may be affected by the underlying mother-child relationship, and by stigma. In the present
study, the feeling of stigma may include a fear that the parent’s disability or its

manifestations will be associated with them as well (Perkins et al., 2002).

2.7 Social-ecological risk resistance factors

The social-ecological factor, also conceptualized by Wallander et al. (1989) as risk-
resistant, is operationalized in the present study in terms of social support. Social support
refers to the provision, by a social network, of psychological and material instrumental
resources intended to benefit an individual’s ability to cope with stress in testing times as
well as everyday life. Social support is often expressed in terms of three types of
resources: instrumental support, such as material aid serving as a facilitator in reducing
stress; informational support, such as advice and guidance, which helps in appraising a

stressor and reacting with appropriate coping responses; and emotional support, such as
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empathy, reassurance and trust, serving as a buffer against the loss of self-esteem (Cohen,
2004; Cohen & Wills, 1985; House & Kahn, 1985).

Antonovsky (1974) theorized that relationships with supportive others act as a
resistance resource to the effects of social stressors. Such support may be transmitted,
either directly or as a buffer, at two junctures when dealing with stressful life events: as a
mediator between the stressful event itself and the subsequent adjustment; and between the
experience of stress and the onset of possible pathological outcomes (Cohen, 1988; Cohen
& Wills, 1985). Adequate social support may serve to attenuate an individual's appraisal
of and response to stress, thus influencing the outcome (Williams & Galliher, 2006).
Social support has also been proved to be significant in predicting growth (Taubman-Ben
Auri, Findler & Kuint, 2010). The lack of such support may be a source of increasing
psychological distress (Park et al., 2006).

Being raised by a parent with MD or IDD may provoke feelings of shame and
embarrassment; these can contribute to social seclusion and inordinate self-reliance on the
part of the child. Household relationships play a pivotal role in the emotional development
of a young child, as children need a parent or caregiver's guidance and support in order to
develop effective social skills (Bowlby 1969). Beyond the immediate family, children also
require the opportunity to develop and enhance meaningful social and emotional
connections in wider social circles within and outside of the family (Reupert & Maybery,
2007). The enhancement provided by members of the extended family, usually present in
the home setting when there is a PWD, can give a child a number of adult role models to
depend on; it can strengthen the family's emotional closeness; and it may provide useful
lessons for the children about how to be more responsible and more accepting of people
with disabilities, lessons with concomitant positive benefits for adulthood (Armistead,
Klein, & Forehand, 1995; Olkin, 1999; Prilleltensky, 2004). Such childhood experiences

of social support may serve as a sounding board for experiences of support in adulthood,
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and for allowing others to support and assist. Whether or not supportive relations did exist
during childhood, substituting for lacking parental support, or if they exist in adulthood
and serve the same purpose, there is no denying their utility as a resource in the present for
coping and adjustment. Supportive relationships — or even the perception of available
support resources — are believed to enhance coping capabilities, supporting the less
stressful appraisal of threatening situations (Lakey & Cohen, 2000). It is suggested that the
critical factor in the role of social support operating as a stress buffer is the perception that
others will provide appropriate support when needed (Cohen, 1988; Uchino et al., 1996) —

thus its conduciveness to one’s ability to establish and maintain social relationships.

2.8 Coping strategies as risk-resistant

Stress processing, as conceptualized by Wallander et al. (1989) as risk-resistant, is
operationalized in the present study in terms of present coping strategies. Coping is
defined as one's cognitive and behavioral efforts to manage specific external demands
appraised as challenging or exceeding one's personal resources (Lazarus & Folkman,
1984). Coping mostly manifests in two main strategies: emotion-focused coping, which
regulates stressful emotions; and problem-focused coping, which modifies the person-
environment troubled relationship that has caused distress (Folkman et al. 1986; Park &
Folkman, 1997; Aldwin, 2007).

Positive coping strategies — the use of emotional or instrumental support, venting,
positive reframing, humor, and acceptance, to give a few examples — help in managing and
attenuating the perceived threat posed by a stressful situation (Carver et al., 1989). A study
about the young caregivers of parents with disabilities found less reliance on problem-
focused coping. It suggested that this may be because parental illness or disability may
limit the exposure of young caregivers to parental modeling of problem-solving coping

strategies (Pakenham et al., 2006). In a study about adults raised by a parent with 1DD,
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positive and meaningful-focused coping strategies allowed for conceptualizing this
lifelong stress as a challenge, resulting in high levels of resilience (Weshler, 2009). Coping
strategies utilized by an individual dealing with stress derive from social and intrapersonal

factors affecting that individual's adjustment and personal growth.

2.9 The current study

The group of adults targeted in the current study is one that has been largely
overlooked in research and policy. To further and thoroughly understand the variables
contributing or impeding the positive adjustment and growth of the children of PWD a
deep understanding of their unique life circumstances must be reached. This study will
explore the implications of stress, which is operationalized in this study through patterns of
parental bonding and perceived stress, on adjustment, operationalized through mental
health and personal growth. We will further explore the attributes of personal factors, such
as attachment orientation and self-esteem, and those of social ecological factors such as
perceived social support and stress processing, operationalized through coping strategies
on adjustment and personal growth. The history of parents with disability, the scope of this
phenomenon, the implications of this disability on family members and offspring, and the
diverse challenges they encounter are all directly relevant to this research study’s
objectives.

Due to the importance of understanding the unique personal experiences of this
newly-explored population, it is anticipated that the added value of life story interviews
will shed more light on the phenomena, bringing forth another possible layer of
knowledge. This multi-faceted approach is directed towards building a suitably nuanced
and informed perspective on the phenomena — one largely absent from academic research

on the topic at the present time.
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In the quantitative phase of this study children of PWD include both those with
parents with IDD and MD. This group was eventually combined and is referred to as one,
as no significant differences were found between the groups at this phase. Though the
quantitative phase addressed their present functioning the more in-depth qualitative data
was collected with a perspective of their past recollections allowing for differences

between the parental disabilities to arise.

3. Research Hypotheses

Hypothesis 1 - Adults raised by a PWD will report lower levels of parental bonding, self-
esteem, social support, problem-focused coping strategies, and mental health. In addition,
adults raised by a PWD will report higher levels of perceived stress, attachment avoidance

and anxiety, emotion-focused coping strategies, and personal growth.

Hypothesis 2 - Parental bonding mediation model — Model 1. The pathway between
being raised by a PWD and perceived stress will be mediated by the four parental bonding
variables. That is, being raised by a PWD will be associated with lower levels of maternal
and paternal care, and higher levels of maternal and paternal overprotection; these in turn
will be associated with greater levels of perceived stress. The conceptual model for this

hypothesis is presented in Figure 1.
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Figure 1. Parental Bonding Mediation - Model 1 (Hypothesis 2)

Hypothesis 3 - Perceived stress as a mediator of the relationship between being raised
by a PWD and mental health / personal growth — Models 2A, 2B. The pathway
between being raised by a PWD and mental health/personal growth will be mediated, at
least partially, by perceived stress: individuals with PWD will experience higher levels of
perceived stress, which in turn will be associated with lower levels of mental health or

personal growth. Figure 2 presents the conceptual model for this hypothesis.

Perceived stress

Being Raised by a Parent Mental Health — Model 2A

with a Disability / \i Personal Growth — Model 2B

Figure 2. Perceived stress mediation - Models 2A, 2B (Hypothesis 3)

Hypothesis 4 - Moderated-mediation models, coping strategies as moderators -
Models 3A-3B. The role of perceived stress as a mediator of the pathway between being

raised by a PWD and mental health/personal growth will be moderated by coping
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strategies, such that the negative effect of perceived stress on mental health/personal
growth will be smaller for individuals with higher levels of problem-focused coping
strategies and lower levels of emotional-focused coping. Figure 3 presents the conceptual

model for this hypothesis.
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Figure 3. Perceived stress moderated-mediation with COPE as moderators - Models 3A, 3B

(Hypothesis 4)

Hypothesis 5 - Moderated-mediation models, attachment measures as moderators -
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Figure 4. Perceived stress moderated-mediation with attachment measures as moderators - Models 4A,

4B (Hypothesis 5)
and mental health/personal growth will be moderated by attachment measures: the
negative effect of perceived stress on mental health/personal growth will be greater for
individuals with higher levels of anxious or avoidant tendencies. Figure 4 presents the

conceptual model of this hypothesis.
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Hypothesis 6 - Moderated-mediation models, self-esteem and social support as
moderators - Models 5A-5B. The role of perceived stress as a mediator of the pathway
between being raised by a PWD and mental health/personal growth will be moderated by
coping strategies: the negative effect of perceived stress on mental health/personal growth
will be greater for individuals with lower levels of self-esteem or social support. Figure 5

presents the conceptual model for this hypothesis.

Self-Esteem

Perceived stress
/ Social Support
Being Raised by a Mental Health — Model 5A

Parent with a
Disability Personal Growth — Model 5B

Figure 5. Perceived stress moderated-mediation with self-esteem and social support as moderators -

Models 5A, 5B (Hypothesis 6)

4. Research Methodology

4.1 Mixed method research

This study’s objective was to identify the factors that relate to adjustment and growth
among adults who were raised by a PWD. This was done in two phases, a combination of
quantitative and qualitative research methodologies.

Data regarding the parenting capabilities of PWD, and of their children, is limited
and incomplete at this point in time. Neither professionals in the field nor policy makers
have succeeded in addressing this issue, as is evidenced by the paucity of existing data
sufficient to even estimate the scope of this phenomena. An earlier study on this issue
(Weshler, 2009) underlined the paucity of knowledge regarding the phenomenon of the
children of PWD, and the challenges they face as a result of their unique life
circumstances. Analyzing data obtained from Israel’s National Insurance Institute (NII)
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proved that this population actually exists, and on a larger scale than previously
acknowledged. This group of individuals, at the present time, is transparent and largely
unknown to most professional support and welfare workers. Due to this reality and the
limited access to viable participants with PWD, it was important that the present research
allowed for a breadth of knowledge with regards to their unique life circumstance — the
key factor that informed the decision to use a mixed method approach. To accurately trace
the unique attributes that distinguish children raised by a PWD from those who were not,
data obtained by qualitative methods will not suffice in itself. The aspiration of this study
was to extend beyond the raw data, and to develop a richer understanding of the
characteristics of this group through a quantitative prism, together with an appreciation of
the different circumstances — as identified by a preceding quantitative examination — that
made a difference in their lives.

Thus, there is a valid case for adopting a multi-strategy research approach in this
study — an approach with especially strong support in the research world (Tashakkori and
Teddlie, 2003). Multi-strategy research provides the wealth and contextual richness of data
that allows researchers to discover uses for data that they had not anticipated (Bryman,
2006). Mixed-method research combines qualitative and quantitative approaches, enabling
a greater breadth and depth of understanding (Johnson, Onwuegbuzie & Turner, 2007),
because it allows for the integration of different forms and sources of data (O’Cathain,
Murphy & Nicholl, 2010). The concurrent triangulation strategy was applied, allowing for
two concurrent data collection phases and the integration of data during the interpretation
and analysis phase (Terrell, 2012)."

Quialitative and quantitative research methods are each based on a particular
paradigm — a patterned set of assumptions relating to reality (ontology), knowledge of that
reality (epistemology), and the particular ways of understanding that reality (methodology)

(Guba, 1990). A combination of the two approaches has the potential to multiply
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unanticipated outcomes (Bryman, 2006). Merged integration is a mixed method in which
both qualitative and quantitative data is collected and analyzed; the findings can be used to
complement each other by assisting in the identification of differences and similarities
within the research findings, and facilitating a better understanding of the subject at hand
(Creswell & Plano Clark, 2011).

Quantitative research is deductive in nature; it focuses on quantifying a
phenomenon, establishing prevalence and paths in order to generalize the findings across
large populations (Curry & Nunez-Smith, 2015; Hulley et al., 2013). While quantitative
research allows new understandings through data analyses techniques, qualitative research
for its part places emphasis on a relatively open-ended approach to the research process,
and is often presented as a strategy with the capacity to yield new and surprising insights
(Bryman, 2006). As at this point there is no sufficient understanding of the phenomenon of
PWD, this current study hopes that the use of both research methods will enable a broader
view of this phenomenon.

It is broadly acknowledged that people can make sense of their worlds, and the
worlds of the people around them, through the telling and constructing of stories. Story-
telling allows the journey of life to be arranged within stories and narratives, a form of
communication essential for the development of bodies of knowledge within society at
large (Czarniawska, 2004; Polkinghorne, 1988). For a qualitative research to be effective,
it should deal with a relevant topic and entail both a personal meaning and a broad
contribution to the existing body of knowledge (Tracy, 2010). The telling of stories is at its
core a way to ascribe meaning to life events and allows participants to arrange their
perceptions of their lives (Shkedi, 2004; Atkinson, 1998). These interviews were
conducted as a way to add depth and perspective to the quantitative phase of this research.

A combined quantitative and qualitative approach, in the present case, has the

potential to allow the researcher to delve into the complex lives of people raised by a
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PWD, and through this to grasp both the consequences of this upbringing and the
individual experiences that fed into it. Sale, Lohfeld and Brazil (2002) have proposed that
qualitative and quantitative work can be carried out simultaneously or sequentially in a
single study, and can complement each other.

There are clear unknowns concerning the phenomenon of the children of PWD.
However, the implications of the experience remain largely unacknowledged in academic
research; adults who were raised by PWD, and their unique formative experiences, tend to
come to the attention of professional services only in crisis circumstances. A quantitative
approach to the topic, under the circumstances, does not seem sufficient to fully grasp the
context that informs their adult lives.

The qualitative aspect of this research study was underpinned by the wish to build a
richer understanding of the implications of being raised by a PWD, as informed by the
conclusions of the broad quantitative data. The variations of the PWD (whether mother or
father), the family structures, the different adult figures in their lives, the different life
experiences gained, the socio-economic environment raised in — all have potential
implications that warrant explication.

A merging of quantitative and qualitative approaches in the present case will
hopefully allow for the emergence of the wealth of knowledge and perspectives vital for
developing a representative and informed picture of this phenomenon. This combination
of perspectives aims to allow for both greater understanding and generalization as to this

research group.
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4.2 The quantitative research phase

4.2.1 Participants

215 young Israeli adults (162 women, 53 men) were recruited to participate in the study.
100 participants had at least one parent with IDD or MD; the comparison group of 115 was
made up of participants whose parents did not have either of these disabilities.
The ages of the participants ranged from 22 to 52 years (M = 36.38, SD = 7.70). Most
participants were married (61%), were in employment (89%), and had an academic level
education (67%). Participants' characteristics by study group are presented in Table 4.
Data indicate that, as compared to the “parents without a disability” group, the
group with PWD was younger, and with a higher percentage of male participants
themselves with disabilities. Therefore, participants' sex and age were statistically
controlled throughout the analyses.
Participants were recruited principally with the help of the National Insurance
Institute's research department, through established and virtual (i.e. online) support

organizations and via a designated Facebook page.
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Table 4 - Participants Characteristics by Study Group (N = 215)

Raised by a Parent with a Disability

Raised by Parents without Disabilities

N M SD N M SD t 2 p-value
Age 100 33.84 7.25 115 38.59 743 4.73 <.001
Sex - n (%) 8.8 .003
Male 34 (35%) 19 (17%)
Female 66 (66%) 96 (83%)
Having a Disability 15 (15%) 7 (6%) 4.6 .03
Raised
At home-parent/s 78 (78%) 111 (96%)
By extended family 8 (8%) 2 (2%)
Out of home placement 14 (14%) 2 (2%)
Family Status
Single 37 (37%) 33 (29%)
Married 57 (57%) 74 (64%)
Divorced/Widowed 6 (6%) 8 (7%)
Being a Parent 50 (50%) 65 (94%) 09 .33
Education
High school graduate 25 (25%) 10 (9%)
Secondary studies 17 (17%) 14 (12%)
Academic studies 53 (53%) 91 (79%)
Currently Working 88 (88%) 104 (91%)
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4.2.2 Procedure

Both adults who were raised by PWD and with parents without a disability within the
desired age group were approached through a variety of sources and means.
Recruiting the comparison group was done through social network contacts. The core
research group, on the other hand, posed significant recruitment difficulties, as many
were not in touch with welfare professionals or relevant interest groups. Participant
recruitment for this group was carried out using a snowball approach via on-line
networking, media advertising, intermediaries in the professional world, and direct
letters distributed through the National Insurance Institute.

The questionnaires were all completed on-line and anonymously, with responses
confidentiality recorded. Active consent was sought and received from all the
participants before they were included in the research study (as part of the study
introduction page). Participants were able to contact the researcher prior to
participation as well as after completing the questionnaires with any questions or
comments via contact information supplied in the questionnaires.

The study was approved by the Research Ethics committee at Bar-llan University.

4.2.2.1 Research questionnaires

All the research questionnaires used are attached in the Appendix (Items 1 and 3).
Following the theoretical framework of Wallander et al. (1989), the questionnaires
sought to determine and measure the risk factors associated with being raised by a
PWD, together with the protective factors (intrapersonal and socio-ecological) and
stress processing strategies presumed to mediate or moderate the effects of these risks

on adjustment (mental health) and personal growth.
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Risk factors were measured using the following scales:

The Perceived Stress Scale (PSS: Cohen, Kamarck, & Mermelstein, 1983) assesses
an individual’s subjective perception of his or her level of stress. In the current study,
this self-report instrument was comprised of 10 questions (revised from the original
14-item scale for the purpose of this study) (Cohen & Williamson, 1988).
Respondents were asked to indicate how frequently they experienced each of a range
feelings in the preceding month (e.g., “How often have you been upset because of
something that happened unexpectedly?’) on a 5-point Likert scale ranging from 1
(never) to 5 (very often). Positive items (4, 5, 7, and 8) were reverse coded prior to the
analyses. The reliability and construct validity of the scale has been demonstrated in
previous studies, with a Cronbach’s alpha ranging from .78 to .91 (Cohen, Kamarck,
& Mermelstein, 1983; Cohen & Janicki-Deverts, 2012; Findler, 2014). In the present
study, the PSS was found to have a high internal consistency (Cronbach's o = .88).
The scale's score was computed by averaging all the items, a higher score indicating a

greater perception of stress.

Parental Bonding Instrument (PBI: Parker, Tupling & Brown, 1979) assesses
participants' perceptions of their parents' bonding behavior in childhood. Subjects
were asked to fill out this 25-item self-report scale twice — with regard to their mother
and father, separately. Each item in the questionnaire describes a type of parental
behavior; subjects were asked to indicate the degree to which it described the parent in
question on a 4-point Likert scale, ranging from 1 (very much unlike my
mother/father) to 4 (very like my mother/father). The PBI consists of two subscales:
Care, containing 12 items which measure “care/involvement versus

indifference/rejection”; and Overprotection, containing 13 items which measure
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“control/over-protection versus encouragement of independence”. Items 3, 4, 7, 8, 15,
16, 21, 22, and 25 were reverse coded prior to the analyses. A Cronbach’s alpha of
.91-.93 was found for the parental care subscale and .86-.88 for the parental
overprotection subscale (Cohen & Finzi-Dottan, 2005). In the present study, the two
subscales were found to have high internal consistencies. Cronbach's alpha's for the
Care subscale were found to be .94 and .93, for the mother and father questionnaires
respectively; and .87 and .83 for the Overprotection subscale, for the mother and
father questionnaires, respectively. Consequently, four measures — mother's care,
mother's overprotection, father's care, and father's overprotection — were computed, by
averaging the relevant subscales items. Higher scores on the subscales indicated
higher levels of parental care and overprotection.

In addition, four types of parental rearing emerged for each parent bond.
Parents were effectively assigned to one of four quadrants, according to the sum score
of their care and overprotection scale scores: optimal parenting (high care/low
protection), affectionate constraint (high care/high protection), affectionless control
(low care/ high protection), and neglectful parenting (low care/low protection). Higher
scores of optimal parenting indicated the preferred rearing type, and neglectful

parenting the least optimal.

Protective factors were measured using the following scales:

Assessment of Intrapersonal Factors:

Experience in Close Relationships scale (ECR: Brennan, Clark & Shaver, 1988) was
used to evaluate the construct of adult attachment. Participants rated 36 statements: 18
items relating to attachment anxiety (e.g., “l worry about being abandoned”), and 18 to
attachment avoidance (e.g., “I prefer not to show a partner how I feel deep down”).

Participants were asked to rate the extent to which each item described their feelings
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on a 7-point Likert scale, ranging from 1 (not at all) to 7 (very much). The following
items were reverse coded prior to the analyses: 3, 15, 19, 22, 25, 27, 29, 31, 33, and
35. The reliability and construct validity of the two subscales have been demonstrated
across a broad variety of samples (Mikulincer & Florian, 2000; Taubman & Spielman,
2014). Cronbach's alpha ratings were found to be .81-.88 for the anxiety scale, and
.83-.86 for the avoidance scale. In the present study, the two subscales were found to
have high levels of internal consistency: Cronbach's a's=.90 and .88 for the anxiety
and avoidance subscales, respectively. Subscales score were computed by averaging
the relevant items for the anxiety and avoidance subscales. Higher scores indicated

higher levels of anxiety and avoidance.

Rosenberg Self-Esteem Scale (RSES: Rosenberg, 1965). This self-report
questionnaire, consisting of 10 items rated on a 4-point Likert scale from 1 (strongly
disagree) to 4 (strongly agree), is used to assess an individual's appraised self-esteem.
Five of the items have positively worded statements (e.g., "'l feel that | have a number
of good qualities™) and five have negatively worded ones (e.g., "I feel 1 do not have
much to be proud of"). In the present study, the negative items (2, 5, 6, 8, and 9) were
reverse coded prior to the analyses. Reliability and validity have been demonstrated in
previous studies, and the scale was found to have a Cronbach's alpha ranging between
0.78 and 0.90 (Hobfoll & Walfisch, 1984; Rosenberg, 1965). In the present study,
Cronbach's alpha was also found to be high, o= .89, indicting the scale’s high level of
internal consistency of the scale. Following this, a self-esteem score was computed by

averaging the scale's items, with higher score representing higher levels of self-esteem.

Assessment of Social-Ecological Factors:
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The Multidimensional Scale for Perceived Social Support (MSPSS: Zimmet et al.,
1988) was used to assess the respondent’s subjective perception of the social support
received from family, friends and significant others (e.g., “I can talk with my friends
about my problems”). Responses to the 12 items were marked on a 7-point Likert
scale ranging from 1 (not true) to 7 (very much the case). Cronbach’s alpha was found
to be .91 for the scale as a whole (Zimmet et al., 1988) and .88-.93 for the subscales
(Findler, 2014). In the present study, Cronbach's alpha for the scale as a whole was
also found to be high, a= .93, indicating a high level of internal consistency.
Consequently, a social support score for each participant was calculated by averaging
the responses on the items of each subscale, higher scores indicating greater levels of

social support.

Stress Processing was measured using the following scale:

The Coping Orientation to Problems Experienced (COPE: Carver et al., 1989)
assesses the various ways in which individuals respond to stress. The scale covers 15
sub-scales within 2 general dimensions: problem-focused coping (e.g., "I tried to get
advice or help from other people about what to do™), and emotion-focused coping
(e.g., "I feel great distress and express this feeling™). The revised model of this
instrument (Carver, 1997) used in the present study consisted of 30 items rated on a 4
point Likert scale and was later adapted to Hebrew (Ben-Zur & Zeidner, 1995) .
Response choices for each item ranged from O (I usually don't do this at all) to 3(I
normally do this a lot). The reliability and construct validity of the scale have been
demonstrated (Litman, 2006). In the present study, Cronbach'’s alpha's for the two
subscales were found to be high, o= .78 for the problem-focused coping and o= .70

for the emotion-focused coping, indicating a high level of internal consistency of the
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scales. Two scores were computed by averaging the two subscales' items, the higher

score representing greater use of the relevant coping strategy.

Adjustment was measured using the following scale:

The Mental Health Inventory (MHI: Veit & Ware, 1983) taps adjustment on the
personal level. The scale reflects the participant's affective states of mental health
from emotional distress (e.g., “difficulty trying to calm down’) to wellbeing (e.g.,
“relaxed and free of tension”). The revised short version was made up of 18 items (out
of the 36 items of the original version). Respondents were asked to rate how often in
the past month they had experienced each of the designated states, ranging from 1 (all
of the time) to 6 (never). Items 1, 3, 6, 8, 9, 11, 15, and 17 were reverse coded prior to
the analyses. The full-length version of the MHI has been found to have a Cronbach's
alpha of .96 (Taubman-Ben Ari, Findler & Kuint, 2010), while the short version has
an alpha of .82 (NMSS, 1997). In the present study, Cronbach's alpha's was found to
be high, o=. 95. A total score of mental health was computed by averaging the items'

ratings. Higher scores reflect higher levels of mental health.

Personal Growth was measured using the following scale:

Post Traumatic Growth Inventory (PTGI: Tedeschi & Calhoun, 1996). This 23-
item self-report scale includes five dimensions of personal growth arising from
difficult life events. In this study, the participants were asked to think of their
childhood experiences, in the family that they were raised in and in comparison to
others. The participants were asked to rate how these childhood experiences had
effected their lives (e.g.: “I changed my priorities about what is important in life”’) on a

6-point Likert scale ranging from 0 (not at all) to 5 (to a great degree). The reliability
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and construct validity of the scale have previously been demonstrated with a
Cronbach's alpha of .93 (Zimmerman, 2011). In the present study, Cronbach's alpha's
was found to be high, a=.91. Scoring was computed by averaging the ratings on all

items, with higher scores representing greater sense of personal growth.

Background information was collected through a series of questions constructed for
the present study pertaining to age, sex, personal status, personal history, and specific

parental disability.

4.3 The qualitative research phase

4.3.1 Participants

As part of the research study’s quantitative data collection phase, participants were
given an opportunity to participate in the subsequent qualitative phase, a semi-
structured interview. Participants who expressed an interest in being interviewed were
asked to provide their contact information (phone/e-mail). They were contacted via
phone, and the interview process was explained to them in detail. Nine adults (3 men
and 6 women) aged 28-45 were interviewed; they represented equally their reported
parental disability (an equal number of participants from each study group — parents
with IDD versus MD), and the variety of ages represented allowed for a broad
spectrum of life perspective. Another consideration was their place of residence (as
many variations as possible were chosen), and their ability to devote the time needed
for a long in-depth interview (2-3 hours).

All the participants granted informed consent to participate in the qualitative phase of
the research study — specifically a recorded personal interviewed at a location of their

choice, and after signing a consent form.

37



38



Table 5 - Demographic characteristics of participants (N=9)

Interview # 1 2 3 4 5 6 7 8 9
Name Jo Lea Martha Naomi  Alex Ori Tom Shay Shlomit
Gender F F F F F M M M F
Age 31 35 28 44 25 37 45 36 42
# of parents with
o 1 1 1 2 2 2 1 2
disability
Parent M-1DD M-1DD M-MD M-1DD F-PD/MD
R M-MD M-MD M-MD M-1DD
disability** F- MD F-PD/MD F-MD F-Other M-PD
#of siblings 2 7 2 0 2 3 0 0 4
Academic degree + + + + + + + - +
Work yes/no + + + + + + + + +
Relationship S M M M M M D M M
Children yes/no - - + + + + + + +
Has a disability - + - - - - - - -

*All names presented here have been changed. ** IDD- intellectual developmental disability; MD- mental disability; PD- physical

disability ; F- Father M- Mother
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4.3.1.1. Demographic characteristics of participants

Nine participants took part in the qualitative part of this research, a semi-structured
interview (Table 5).

The ages of the interviewees ranged from 28 to 45; three were men, and six were
women.

With regards to parent disability, four reported having a parent with an IDD; four
reported having a parent with a MD; and one interviewee reported that one parent had
a MD, and the other an IDD. One participant reported that they had a MD.

Six of the interviewees were raised at home by parents or family members, and three
were raised in out-of-home settings from an early age.

Six of the interviewees had siblings.

All of the interviewees were at the time of the interview employed, six in therapeutic
roles. Eight of the interviewees had an academic degree.

With regards to family status, seven were married at the time of the research; one was

divorced, and one was single. Seven of the interviewees were parents themselves.

4.3.3 Procedure

A series of nine semi-structured in-depth interviews were conducted, as a means of
further understanding the unique life experiences that growing up with a PWD
entailed. Participants from the quantitative study who had indicated an interest in
participating in the qualitative stage were contacted. Of those, nine participants were
eventually approached and interviewed. Interviews were held at a location chosen by
the participant.

The in-depth interviews were informed by a phenomenological approach. The
interviews sought to cover the participants’ reflections on their lives; their

relationships with their parents, siblings and other meaningful figures in their life;
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their understanding of their parent's disability and how this effected them (such as on
a personal, familial, social, scholastic level etc.); their adjustment to life's demands;
and their relationships with their parents at the present time. The interviews were held
in accordance with the interview manual prepared for this study (Appendix, items 2
and 4).

Each interview consisted of three sections. First, participants were asked to
share their personal narrative, as broadly and freely as possible (i.e., “Please tell me
your life story™). When they completed the narration of their personal story, they were
then asked directed questions, intended to draw out further salient details from their
account or to expand on specific incidents (i.e. “Can you recall the first time you
realized your parents were different?” “What were you told, if you were told, about
your parent’s disability?” “What other adult figures participated in your upbringing?”
“What is your relationship with your parents today?”). Finally, participants were
asked to suggest a title for their life story (i.e. “If a book or a movie was based on
your life's story, what would be its title?”). As this was essentially a conversation, the
participants digressed on occasion, and discussed other life experiences. | took this
stroll down memory lane with them; indeed, most of these memories and stories were
in their essence linked to their unique life experience as the child of a PWD. All of the
participants clearly manifested curiosity and interest about the purpose of this study,
my motivations as a researcher, and my findings from the earlier stage of the study.
As promised, on completion of the interview, | engaged fully with their questions,
which led to several interesting ancillary discussions. These materials were

transcribed too, and form part of the data for this aspect of the research study.
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5. Research Findings

5.1. Quantitative phase findings

5.1.1 Data analyses

Data analyses was conducted in four stages. First, a one-way Multivariate Analysis of
Covariance (MANCOVA) was performed, to analyze the differences between the two
study groups across all of the study variables. Second, Pearson correlations were
conducted with all the study variables. Third, two multiple mediation models were
tested, to analyze the mediating role of parental bonding (maternal and paternal care,
and overprotection) on the path linking being raised by a PWD and subsequent levels
of mental health and personal growth. Lastly, a series of mediation and moderated-
mediation models were tested, in which perceived stress served as mediator for the
path linking being raised by a PWD and mental health and personal growth as

outcomes; different personality variables served as moderators for separate models.
5.1.2 Descriptive statistics and group differences

Descriptive statistics and results of differences between groups on all study variables
are presented in Table 6. In order to test whether the number of parents with a
disability had an effect on study variables, a one-way MANCOVA was conducted on
all the study variables, number of PWD (only one/both) serving as the independent
variable, and sex and age as covariates. The multivariate effect was not found to be
significant, F < 1. Therefore, the number of parents with a disability was not

considered further in the analyses.
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Table 6 — Descriptive Statistics! and ANOCVA Results for the Differences between
the Groups on all the Study Variables (N=215)

Raised by a Parent

Raised by Parents with

with a Disability No Disabilities
Variable M SD Range M SD Range F . 2
value
PSS 2.72 0.76 1-5 249 060 1-5 531 .02 .03
PBI — Mother
2.70 0.98 1-4 299 080 14 530 .02 .03
Care
PBI — Mother
) 206 085 1-4 1.89 0.68 14 215 .14 .01
Overprotection
PBI — Father
261 092 14 298 084 14 8.24 .01 .04
Care
PBI — Father
) 190 085 1-4 169 077 14 3.23 .07 .02
Overprotection
ECR — Anxiety 443 132 1-7 467 112 1-7 1.75 .19 .01
ECR -
_ 447 118 1-7 476 1.08 1-7 3.08 .08 .02
Avoidance
RSES 3.02 065 1-4 3.15 053 14 255 .11 .01
MSPSS 525 139 1-7 572 119 1-7 6.23 .01 .03
COPE —
Problem- 293 048 0-3 3.00 0.38 14 133 .25 .01
Focused
COPE —
Emotion- 2.09 043 0-3 207 037 14 0.06 .80 .00
Focused
MHI 416 0.99 1-6 443 0.81 1-6 424 .04 .02
PTGI 3.22 0.85 0-5 339 080 0-5 190 .17 .01

Notes: YAdjusted for sex and age; PSS = Perceived Stress Scale; PBI= Parental
Bonding Instrument; ECR = Experience in Close Relationships Scale; RSES =

Rosenberg Self-Esteem Scale; MSPSS = Multidimensional Scale for Perceived Social

Support; COPE = Coping Orientation to Problems Experienced; MHI = Mental

Health Inventory; PTGI = Posttraumatic Growth Inventory.
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As can be seen in Table 6, distinct differences emerged between the study
groups on many of the study variables. The analysis shows that the research
participants raised by a PWD reported higher levels of perceived stress, but lower
levels of maternal and paternal care, perceived social support, and mental health. With
all the other research variables, no distinct differences were identified between the

participants raised by PWD and those who were note.

Descriptive statistics and bivariate correlations among all study variables are
shown in Table 7. In order to test whether the type of parental disability has an effect
on study variables, a one-way MANCOVA was conducted on all the study variables,
with type of parental disability (cognitive vs. mental) serving as the independent
variable, and sex and age as covariates. The multivariate effect was not found
significant, F < 1. Therefore, parental disability type was not considered further in the

analyses.

44



Table 7- Descriptive Statistics and Pearson Correlations Among all Study Variables

Variable M SD  95% ClI 1 2 3 4 5 6 7 8 9 10 11 12
1. PSS 2.60 0.69 251-2.69 -

2. PBI — Mother Care 2.86 087 275-2.98 -18"

3. PBI-Mother Overprotection 197 077 1.87-207 197 -1

4. PBI - Father Care 2.81 0.90 2.68-2.93 =23 43" -10

5. PBI — Father Overprotection 1.79 0.81 1.68 —1.90 18" -06 31 02

6. ECR - Anxiety 4.56 123 4.40-4.73 39" -15° 23" -1 13

7. ECR - Avoidance 4.63 115 4.47-477 36" 27 197 237 12 -.39™

8. RSES 309 060 3.02-3.17 -67" 357 177 24 -20"  -507  -507

9. MSPSS 5.50 132 5.33-5.67 447 45T 27t 41t 217 -347 -58T 537

10. COPE — Problem-Focused 196 043 191-202 -197 217 .12 23" -10 -.03 -407 287 43"

11. COPE - Emotion-Focused 1.08 040 102-113 36™ -0l 013  -14° 15 397 257 -36"  -157 147

12. MHI 4.30 091 4.18-442 -80™ 25" -23" 25" .21 -457 477 71" 58" 33" -38”

13. PTGI 331 082 320-341 -437 327 .12 22" 150 277 -B27 59T B2 477 -10 517

Notes: PSS = Perceived Stress Scale; PBI= Parental Bonding Instrument; ECR = Experience in Close Relationships Scale; RSES =
Rosenberg Self-Esteem Scale; MSPSS = Multidimensional Scale for Perceived Social Support; COPE = Coping Orientation to Problems
Experienced; MHI = Mental Health Inventory; PTGI = Posttraumatic Growth Inventory. * p <.05; ** p < .01
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As shown in Table 7, perceived stress, mental health and personal growth correlate
with all the other variables. Perceived stress was positively correlated to maternal and paternal
over-protection, attachment insecurity, and emotional focused coping; it was negatively
correlated to paternal and maternal care, self-esteem, perceived social support problem-
focused coping, mental health and personal growth. Both mental health and perceived social
support were positively correlated to maternal and paternal care, self-esteem, problem-
focused coping and growth, as well as to each other. They were negatively associated with
perceived stress, maternal and paternal over-protection, insecure attachment orientations and
emotional focused coping. Personal growth emerged as positively correlated with parental
care, social support, problem-focused coping and mental health; and as negatively associated
to perceived stress, parental over-protection, attachment insecurity, self-esteem, and emotion-

focused coping.

5.1.3 Mediation model predicting Perceived Stress (Model 1)

In order to test the multiple mediation model depicting parental bonding as mediating the
association between being raised by a PWD and perceived stress (Hypothesis 2), we used
Hayes's (2013) PROCESS SPSS Macro (Model 4), with sex and age as covariates.
Confidence intervals (95% CI) for the indirect effects were determined by 10,000 bias-
corrected bootstrapping resamples. Simulations have demonstrated that the bootstrapping
method for determining the SEb is less biased, as compared to the Sobel test (Hayes, 2013).
If the CI does not contain zero, this indicates that the mediator is significant. All mediators
were entered simultaneously in one model.

The results of our mediation model, presented in Table 8 and Figure 6, partially
support Hypothesis 2. Only paternal care mediated the raised by a PWD — perceived stress

link. The coefficients presented in Figure 6 indicate that being raised by a PWD is associated
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with less paternal care, which in turn is associated with greater perceived stress. The
preliminary conditions for analyzing the indirect paths, i.e., significant a and b coefficients,
were met for the indirect path. Moreover, the direct path was not significant, indicating that

most of the effect of being raised by a PWD on personal stress is mediated by paternal care.

Maternal
Bonding - Care

Maternal
Bonding - Over _
protection \

12
Perceived Stress

-.07
09
Being Raised by a Parent )
with a Disability
Paternal
P Bonding - Care -.13%

21 12*

Paternal
Bonding - Over
protection

Figure 6. Mediation model of direct and indirect associations predicting perceived stress -

-.29*
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Y T

N

/

Model 1 (Hypothesis 2). Values represent standardized coefficients. * p < .05, ** p <.01
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Table 8 - Results of the Multiple Mediation Model Predicting Perceived stress (Model 1)

b SEb p
Direct Path (c") 12 10 .23
Indirect Path- Maternal Care .02 95% ClI:- .01, .08
Indi -
ndirect Path Maternal 02 95% Cl-- .01, .06
Overprotection
Indirect Path- Paternal Care .05 95% CI: .01, .12
Indirect Path- Paternal

Follow-up moderated-mediated analyses, including sex of the participant as a
moderator in the pathways between being raised by a PWD and each of the parental bonding
variables (Model 7, Hayes, 2013), or between each of the parental bonding variables and
perceived stress (Model 14, Hayes, 2013), revealed no significant moderated-mediation
paths. That is, the sex of the participants does not serve as a moderator in this mediation

model.

Table 9 - Parental rearing patterns—frequency of combined scale scores (N=f-213/m-215)

Parenting pattern PWD PWOD PWD PWOD
Father Mother
Affectionate constraint 9 16 10 10
Optimal parenting 28 54 30 46
Affectionless control 42 23 36 28
Neglectful parenting 20 21 24 31
Total 99 114 100 115
213 215
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Results further revealed a difference in parental patterns between children of PWD

and those without a disability, the former reporting more patterns of affectionless control

parenting and the latter displaying more optimal parenting patterns (Table 9).

5.1.4 Mediation model predicting Mental Health and Personal Growth (Models 2A, 2B)

In order to test the multiple mediation model depicting perceived stress as a mediator of the

association between being raised by a PWD and mental health/personal growth (Hypothesis

3, Figure 2), we used Hayes's (2013) PROCESS SPSS Macro (Model 4), with sex and age as

covariates. Confidence intervals (95% CI) for the indirect effects were determined by 10,000

bias-corrected bootstrapping resamples. The results of our mediation models, presented in

Table 10, fully support Hypothesis 3.

Table 10 - Results of the Mediation Models Predicting Mental Health and Personal

Growth (Models 2A, 2B)

b SEb P

Direct Path (c")

Being Raised by a PWD —»Perceived Stress

Perceived Stress —» Mental Health

Indirect Path

Direct Path (c")

Being Raised by a PWD — Perceived Stress

Perceived Stress — Personal Growth

Indirect Path

Mental Health

-.02 .08 .80
22 10 .02
-1.05 .06 <.001
-.23 95% CI:-.43, -.02

Personal Growth

-.05 A1 .68
22 .10 .02
-51 .08 <.001
-11 95% CI: -.23,-.01
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The findings presented in Table 10 support Hypothesis 3, for both mental health and
growth as outcomes: Perceived stress was found to significantly mediate the effect of being
raised by a PWD on both mental health and personal growth, as the 95% CI's of both
indirect paths did not include 0. An inspection of the relevant coefficients revealed that, as
expected, being raised by a PWD is positively associated with perceived stress, which in
turn is related to lower levels of both mental health and personal growth. The preliminary
conditions for analyzing the indirect paths, i.e., significant a and b coefficients, were met for
both the indirect paths. Moreover, for both models, the direct paths were not significant —
indicating that most of the effect of being raised by a PWD on mental health and personal

growth is mediated by perceived stress.

5.1.5 Moderated-mediation analyses predicting Mental Health and Personal Growth —

Coping Strategies as moderators (Models 3A, 3B)

To test the multiple moderated-mediation models with COPE as moderators (Models 3A,
3B, Figure 3), we used Hayes’s (2013) PROCESS SPSS Macro (Model 16), with sex and
age as covariates. Confidence intervals (95% CI) for the indirect effects were determined by
10,000 bias-corrected bootstrapping resamples. The two COPE variables — problem-focused
and emotion-focused coping strategies — were entered in the model simultaneously.

The results of the moderated-mediation model, shown in Table 11, partially support
Hypothesis 4. With regard to mental health as the outcome, perceived stress marginally
interacted with problem-focused coping, and did not interact with emotion-focused coping.
More importantly, the role of perceived stress, as a mediator of the path between being
raised by a PWD and mental health, was itself moderated by problem-focused coping, such

that the mediation of perceived stress was more evident at lower levels of problem-focused
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coping. In other words, the perceived stress that results from being raised with PWD has a

greater negative effect on the mental health of individuals with low problem-focused coping

capacities.

Table 11 - Results of the Mediation-Moderation Models Predicting Mental Health and

Personal Growth with Problem- and Emotion-Focused COPE as Moderators (Models 3A,

3B)
b SEb p
Mental Health
Direct Path (c') -.01 .07 .87
Perceived Stress x Problem-Focused .24 A2 .06
Perceived Stress x Emotion-Focused -12 A2 .34
Indirect Moderated Path - Problem- 05 95% Cl: .01, .15
Focused as Moderator
Indirect Moderated Path - Emotion- 03 95% Cl-- .10, .01

Focused as Moderator

Personal Growth

Direct Path (c') -.01 10 .98
Perceived Stress x Problem-Focused .01 .16 .92
Perceived Stress x Emotion-Focused  -.37 .16 .02

Indirect Moderated Path - Problem- o1 95% CI: -.08, .10
Focused as Moderator
Indirect Moderated Path - Emotion-

- 0] . -
Focused as Moderator 08 95% Cl:-.22, -.01

With regard to personal growth as an outcome, the picture that emerged was reversed:

perceived stress significantly interacted only with emotion-focused coping, and not with

51



problem-focused coping. More importantly, the role of perceived stress as a mediator of the
path between being raised by a PWD and personal growth was moderated by emotion-
focused coping, such that the mediation of perceived stress was more evident at higher levels
of emotion-focused. In other words, the perceived stress resulting from being raised with a
PWD had a greater negative effect on personal growth for individuals with higher emotion-

focused coping capacities.

5.1.6 Moderated-mediation analyses predicting Mental Health and Personal Growth —

Attachment Scales as moderators (Models 4A, 4B)

To test the multiple moderated-mediation models with anxiety and avoidance scales
as moderators (Models 4A, 4B, Figure 4), we used Hayes's (2013) PROCESS SPSS Macro
(Model 16), with sex and age as covariates. Confidence intervals (95% CI) for the indirect
effects were determined by 10,000 bias-corrected bootstrapping resamples. The two
attachment scales, anxiety and avoidance, were entered into the model simultaneously.

The results of the moderated-mediation model, presented in Table 12, partially
support Hypothesis 5. With regard to mental health as the outcome, perceived stress did not
significantly interact with either anxiety or avoidance. However, the role of perceived stress
as a mediator of the path between being raised by a PWD and mental health was moderated
by avoidance, such that the mediation of perceived stress was more evident at lower levels
of avoidance tendency — suggesting that perceived stress, as a result of being raised with a
PWD, had a smaller negative effect on mental health for individuals with elevated avoidance

tendencies.

52



Table 12 - Results of the Mediation-Moderation Models Predicting Mental Health and

Personal Growth with Anxiety and Avoidance Attachment Scales as Moderators (Models

4A, 4B)
b SEb p
Mental Health
Direct Path (c") .01 .08 .85
Perceived Stress x Anxiety -.02 .04 .60
Perceived Stress x Avoidance .09 .05 .08
Indirect Moderated Path - Anxiety as o1 959 Cl: -.04, .02
Moderator
Indirect Moderated Path - 02 95% CI:.01, .06

Avoidance as Moderator

Direct Path (c")
Perceived Stress x Anxiety

Perceived Stress x Avoidance

Indirect Moderated Path - Anxiety as
Moderator

Indirect Moderated Path - Avoidance
as Moderator

Personal Growth

.01

.07

.00

.02

.00

10 .88
.06 .20
.06 .98

95% CI: -.01, .06

95% CI:-.03, .03

With regard to personal growth as the outcome, no significant interactions between

perceived stress and anxiety or avoidance were identified. Moreover, the role of perceived

stress as a mediator of the path between being raised by a PWD and personal growth was

neither moderated by avoidance nor by anxiety.
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5.1.7 Moderated-mediation analyses predicting Mental Health and Personal

Growth — Self-Esteem and Social Support as moderators (Models 5A, 5B)

To test the multiple moderated-mediation models with self-esteem and social support as
moderators (Models 5A, 5B, Figure 5), we used Hayes's (2013) PROCESS SPSS Macro

(Model 16), with sex and age as covariates. Confidence intervals (95% CI) for the indirect

effects were determined by 10,000 bias-corrected bootstrapping resamples. Self-esteem and

social support were entered into the model simultaneously.

Table 13- Results of the Mediation-Moderation Models Predicting Mental Health and

Personal Growth with Self-Esteem and Social Support as Moderators (Models 5A, 5B)

b SEb p
Mental Health
Direct Path (c") .02 .07 .76
Perceived Stress x Self-Esteem -.01 .04 .81
Perceived Stress x Social Support -.01 .09 .96
Indirect Moderated Path - Self-Esteem (0 95% ClI: -.05, .05
as Moderator
Indirect Moderated Path - Social 00 95% Cl--.03. .02
Support as Moderator
Personal Growth
Direct Path (c") .02 10 .87
Perceived Stress x Self-Esteem -.02 .06 e
Perceived Stress x Social Support .04 12 71
Indirect Moderated Path - Self-Esteem 01 95% ClI: -.04, .08
as Moderator
Indirect Moderated Path - Social -01 95% ClI:-.04, .02

Support as Moderator
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The results of the moderated-mediation model, shown in Table 13, did not support
Hypothesis 6. With regard to both mental health and personal growth as the outcomes,
perceived stress did not interact significantly with either self-esteem or social support;
neither self-esteem nor social support moderated the perceived stress mediation effect. That
is, being raised by a PWD affects perceived stress, which in turn affects mental health and
personal growth; this mediation path is not dependent on the individual’s self-esteem or

social support.

5.2 Qualitative phase findings

5.2.1 Data analyses

The nine in depth interviews were conducted in accordance with the
phenomenological tradition. Each interview contained three sections: (a) participants were
asked to share their personal narrative; (b) participants were asked directed questions
designed to draw out further details of their account; and (c) participants were asked to
suggest a title for their life story.

All interviews were recorded and transcribed. Every interview underwent a holistic
analysis (Lieblich et al., 1998); subsequently, a focused thematic analysis was conducted to
crosscheck the data between interviews and identify main themes (Shkedi, 2004; Tutty,
Rothery & Grinnell, 1996). Thematic analysis was used to unearth the salient themes in the
texts at different levels (Attride-Sterling, 2001). This uncovering process is especially useful
and important for topics such as this, given that they are largely unacknowledged and have
remained invisible to critical scrutiny.

The data analyses included a dissection of the information that emerged from the
interviews, and then re-constructing so as to identify and understand the subjective meanings

that emerged (Rosenthal, 1993). These themes were later analyzed, to assess the main
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categories and meanings that the data provided. Finally, a theoretical analysis allowed for the
identification of the relationships between categories and their theoretical framework
(Shkedi, 2011). Combining these methods is considered optimal, as analyzing the text
structure should relate to its context and vice versa (Sabar Ben Yehoshua & Dargish, 2001).
This integration facilitates the identification of each individual story’s principal axis.

The strategy which individual participants choose to tell their life stories enables the
researcher to grasp the meaning that they give to their experiences. The identification of these
strategies was important in the present research, due to its primacy in engaging with the
implications of being raised by a PWD. As there is scant literature on this topic, the possible
attributes it added to the available knowledge was a leading factor in unearthing as much data

as possible.

5.2.1 Holistic summary of participants' life stories

Interview 1: Jo

At the time of the interview, Jo was 31 years old, and lived in one of Israel's biggest cities.
She carried out her compulsory army service as a Welfare non-commissioned officer, helping
soldiers to overcome financial and personal problems. After completing her service, she
began to work as a social worker with at-risk young girls. The middle child of a secular
family, both of her brothers became observant Orthodox Jews. Both her parents had
disabilities. Her mother has both physical and cognitive disabilities; while alive, her father
contended with both mental and physical disabilities. Her maternal grandparents played a
crucial role in her upbringing. She felt like they were the ones who really saw to her needs —
personal and financial —continuing to do so to date. Jo described her childhood as “enchanted
with fairy dust”, because she always felt protected, primarily by her grandparents, as though

her parents’ disabilities did not play a crucial role in her life. In the interview, she expressed
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the opinion that the system had let her down, neither she nor her siblings received any help or
support, and they were obliged to fight in order to assert her parents’ disability rights.
The title she gave to her life story is: Life — Just Like That.

Interview 2: Lea

35 years old, at the time of the interview Lea lived in a city in central Israel, and was in a
long-term relationship. She worked as a school facilitator with children on the Autism
spectrum. The second of seven siblings, she was raised in a small religious settlement. Now
secular, she remains in touch with her siblings, most of who are Orthodox Jews. Her parents,
both from well-off secular families in the U.S.A, immigrated to Israel as an observant
Orthodox young couple. Her parents had no support system in Israel, other than a trust fund
that her maternal grandparents had set up for her mother. Her mother was diagnosed with a
mental disorder (schizophrenia) when Lea was a young girl after several episodes that ended
up in hospitalization. Lea related many memories of her mother's eccentric behavior. Her
parents divorced when she was a teenager. At that time, she left home for an all-girls
boarding school, where she spent her high school years. She recalled spending weekends
away at her friends’ homes, but never daring to invite anyone for reciprocal visits to her own
home. Her paternal grandfather is a psychiatrist, and she expressed regret that he wasn't there
for them earlier in life, either to explain her mother's condition or later, when her brother was
diagnosed with a MD. Lea herself had dealt with episodes of mental illness. At the time of
the interview, she had been her mother's legal guardian for a number of years.

The title she gave her life story is: This is Life.

Interview 3: Martha

Martha, 28, immigrated to Israel eight years before the interview from the former Soviet

Union, after a summer visit during which she met her husband. At the time of the interview,
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they had have been married for five years, with two children. As a student, Martha also had
an administrative job at her university.

She was the youngest of three siblings. Her older brothers, 18 and 14 years older than her,
both immigrated to Israel when she was a child. She stated that her parents had desired a girl
for many years, and that after she was born her mother stopped working, in order to raise her.
Martha had recollections of a very warm and loving childhood, where she was the center of
attention. As a teenager she became interested in religion, and has been an observant
Orthodox Jew since the age of 15.

She believes her mother's MD — later diagnosed as bi-polar disorder — was one of the reasons
that led to her emigrating to Israel. While reflecting on her childhood, she was able to
pinpoint instances of unusual behavior on her mother’s part from a young age: her mother
following her around and being overly involved in her personal life, or distancing herself
from friends and neighbors. Nevertheless, Martha believed that her emigration to Israel was
the proximate trigger for her mother's breakdown.

Her husband's grandfather, a psychiatrist, helped with the diagnoses; because her parents
reside in a country with inadequate facilities for treating mental treatment, he also helps by
sending medication to her mother. She had tried many times to encourage her parents to
emigrate to Israel, so that the family can be reunited.

The title she gave her life story is: In-between Worlds.

Interview 4: Naomi

Naomi, 44 years old at the time of the interview, was born in Eastern Europe. An only child,
she claimed that she had never been told the full story of her childhood and of her mother's
disability. Whilst it was and remained a well-kept secret, she did know that her mother was

hospitalized a short time after giving birth to her. Naomi spent her first months in an
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orphanage, until her mother was discharged. Her mother had 9 elected abortions, which all
led to hospitalizations. Naomi moved in and out of her aunts’ homes with each successive
hospitalization until the age of 6. At that time, her family immigrated to Israel. Naomi
reported remembering her mother disappearing for varying periods of time, which she
subsequently understood were spells in mental health hospitals. At the age of eight, she
returned home one day and discovered her mother after attempting to commit suicide. This
was the time, she reported, that she understood that her mother had a disability. She grew
progressively closer to her father, until his sudden death when she was 15. At her family’s
decision, she moved to a boarding school. Her mother passed away, while hospitalized, when
Naomi was 25. It was only around that time that she learned that her mother suffered from
schizophrenia and depression. In her recollection, it was her relationship with her future
husband that saved her then. At the time of the interview, they had two daughters, and lived
in a central city. Naomi worked as a social worker; our interview was the first time that she
had told anyone her full life story.

The title she gave her life story is: Nothing is Taken for Granted.

Interview 5: Alex

Alex, 25, lived at the time of the interview in a rural community with her husband and two
children. The middle of three sisters, she was raised in her parent's home in a big city. Her
mother had an IDD; her father had a physical disability, and also, possibly, an undiagnosed
MD. Her parents had a very difficult relationship. Her maternal grandparents, who lived a
few minutes away, provided a warm and safe base away from home. Together with her aunts
and uncles, they provided many of her meaningful models as a child. Visiting them every
day, she recalled during the interview, was like suddenly walking into a normal environment

for her. She described her mother as a warm and loving person; however, in Alex’s
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recollection, she didn't know how to put her children’s before her own, and couldn't protect
them. Alex reported difficult childhood memories, such as taking herself to the doctor at age
of five when she was sick, and looking after her younger sister.

She described herself as an introverted child with a rich inner world; she explained that she
only started to speak at age of three, because there was little communication with the outside
world. She left home at age 16, and rented an apartment with a friend — a period during
which, as she recalled, the world opened up for her. At the time of the interview, she was
employed as a therapist.

Alex reported feeling that the authorities had let her down: if they had supervised her parents
and counseled them and the wider family, her life would have been easier. It was easier, in
her opinion, for the authorities to ignore her and her sisters. It is her role today, as it has
always been, to take care of her parents — a role that nobody prepared her for.

The title she gave her life story is: Roller Coaster.

Interview 6: Ori

Ori, 37 years old, lived on a kibbutz with his wife and three children at the time of the
interview. He met his wife at a friend's wedding; he said that she is the best thing that had
ever happened to him. They had been together for more than a decade at the time of our
interview.

The oldest of three brothers, he indicated feeling a sense of responsibility for his younger
siblings for his entire life. His father was an alcoholic, and his mother suffered from MD.
Both parents had gambling problems. They lived in a poor neighborhood in a development
town. Violence and neglect were ever-present aspects of his home life, as indeed they were

for most of the children in his neighborhood. Several members of his extended family
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members had also been diagnosed with mental disabilities; aside from his maternal great-
grandmother, he did not have any positive adult role models while growing up at home.

Ori and his brothers were moved to foster families when he was six. After living in 23 foster
homes, he was placed in a boarding school at the age of age 12. He expressed significant
resentment towards the authorities who, in his opinion, didn't do their jobs in caring for the
welfare of his family.

At the age of 18, he changed his last name, in order to detach himself from his original
family. In his opinion, his real life began then. He retains a relationship with his mother and
tries to look out for her. At the time of the interview, he worked in a technical capacity in one
of the country’s ports. He reported a sense of contentment with his life.

The title he gave her life story is: Everything Passes.

Interview 7: Tom

Tom, 45, divorced with two children, lived in a rural community at the time of the interview.
He is an only child. His mother has an IDD, and his father had an undiagnosed developmental
disability. He spent his early childhood living with his maternal grandparents, across the
street from his parent’s house. At age 10, after his father passed away, his mother moved in
with his grandparents, and he decided to move to a boarding school. He became his mother's
legal guardian at the age of 18.

After completing his education, he worked his way up in the world of industry. But at age of
36, after some personal reflection, he left everything. He sold all his possessions, and took a
trip around Israel on his motorbike. As he had no home of his own at that time, he regarded
his mother's apartment at the residential treatment community she lived in as his home. His

mother, who he been ashamed of and had run away from for much of his life, at this point
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suddenly became the mother that he never felt he had. They grew close, and from that point
on defined her as his spiritual teacher.

At the time of the interview, Tom and his mother ran joint workshops, narrating their life
story and special connection in the hope of opening people's hearts and drawing their
attention to the phenomena of parents with special needs and their children. He reported
feeling that he is in a good place today, despite — and because of — his personal
circumstances.

The title he gave her life story is: The Diamond Inspiration.

Interview 8: Shay

Shay was 36 years old at the time of the interview. Although he always knew his mother was
different, he had only learnt of his mother’s diagnosis of (mild) IDD six months prior to the
interview, when he attended a committee convened to review her case. He had started regular
visits to a foster family after school at age of eight, only returning home in the evenings. He
struggled with ADHD and had trouble at school; and at age nine, he moved in with his aunt
and her family, remaining with them until the age of 12, when he was sent back home. He
missed having a mother whom he could talk to about his day and his feelings. Now, he
reported, he feels that this experience would have had a positive effect on his life, especially
during his difficult school years. His maternal grandmother, who had four children with IDDs
— including his mother — was a great support to him while alive. His cousin and good friend
had similar family circumstances, and they have supported and comforted each other since
their childhood.

Many of his romantic relationships ended due to his mother's disability. At the time of the
interview, he was married with one child, in a technical job that he enjoyed. As his mother's

guardian, he visits his parents, with his wife and daughter, every fortnight.

62



The title he gave his life story is: No Sympathetic Ear, But Lots of Love.

Interview 9: Shlomit

Shlomit, 42 years old, was married with three children at the time of the interview. The oldest
of five siblings, she lived close to her mother — who was in her care — in her hometown. Her
parents divorced when she was 13, after many years of strife. Both of her parents contended
with both mental and physical disabilities. In her narrative, she recalled instances of being
scared of her mother's erratic behavior, behavior which eventually led to hospitalizations. At
such times, they all moved in with her grandparents. Her maternal grandparents lived nearby,
and had been important positive figures in her life. In her mind, she had no idea where she
and her siblings would have ended up without them. As the oldest child, she took charge of
the house and her siblings as a teenager. She stated feeling that she had missed out on her
childhood, and had only learnt to fully enjoy life as an adult. Today, she allows herself have
fun.

Her parents didn't value education, and couldn't support her with her school work. Her
maternal aunts and uncles, all well-educated, were a crucial driving force in her childhood,
remaining so to the present day. Shlomit, at the time of the interview, worked as a special
education school teacher; very accomplished, she reported being satisfied with her choice of
profession. Her sensitivity towards others, she said, came from her mother.

The title she gave her life story is: Cinderella Story.

5.2.2 Thematic categories

The main themes that were found and that will be discussed were:

1. The knowledge (or lack thereof) of their parent's disability and its meaning
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2. The role of extended family members on their lives

3. The search for positive adult figures

4. Mixed feelings about the parent/s

5. Role reversal

6. An inner drive towards success

5.2.2.1 An unspoken story: what do they really know about their parents?

A main theme that emerged from the interviews was that of “living with a cover story”. All of
the participants described understanding that their parents and their home lives were different
from an early age, but never receiving an explanation other than, perhaps, a very vague
definition of the disability or its import.

“It was never spoken about. Nobody said ‘Mom has this, Dad has that...it was just
reality’.”(Alex). Neither extended family members nor authority figures thought it necessary
to bring the children in on the family secret — to sit them down with them and help them
grasp the reasons why their parents were different from the other parents they saw around
them. Ori, like many others, understood at an early age that his parents were not like other
parents. “I understood but not in hearing the words or a conversation, you understand — it’s in
the situations.” Similarly, Tom, who grew up with his grandparents, with his parents as
neighbors, related that “It was very clear...I don't remember anything specific — | just grew
into it... I understood from a very early age.” He was not given any official communication
of the illness until much later, when he became his mother's guardian at the age 18.

Naomi related a story, in which her mother was never part of the day-to-day family
life: “It was something different.” She claims that “it wasn't even in my consciousness, there

was never any discussion about it — that | have a mother who suffers from something.”
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In the rare cases when explanations were offered, more often than not they were
vague and unsatisfactory. “I never knew what was different,” Lea noted; when she was 12,
her mother was hospitalized following a post-partum related nervous breakdown. Her mother
went to the hospital to give birth and didn't return home for 6 months. Whenever she or her
siblings asked about their mother, they were merely told that she was still in hospital. She
remembered this as the first time that she had a term for her mother's condition, even though
no-one had ever explained to her what had happened and what it meant. “It's the first time |
had a label to attach to her, why my mother was different because until then we just thought
she was weird. When | was 12 | was finally able to label her as ‘Crazy’.”

In many instances, the discovery that the parent was dealing with a disability came
about by accident — a passing remark, an overheard conversation between adults, the arrival
of a formal letter from the authorities. Jo, who discovered such a letter relating to her mother,
explained it thus: “In it were all kinds of diagnosis, but they didn’t mean anything to me.”
While her father was dealing with a physical disability that was acknowledged and discussed
openly, her mothers' IDD was never explained. “I think with my mother, it was something
that took me a lot longer to understand.” This example, a physical disability in the open while
a MD or IDD was covered up, was mentioned many times in the interviews. Martha, a social
work student, recalled a revelation during a class on psychopathologies: “I remember it so
clearly, how I suddenly understood my mother has depression, that she has manic-
depression.” In high school, Shlomit wrote a paper with a friend about mental illness.
Researching the topic together with her friend exposed her for the first to terms that, she felt,
explained many aspects of her mother’s behavior: “And that's when | understood that my
mother has schizophrenia”

Neither a family member nor a professional sought to sit down with them and explain

what about their parents was different. Nothing of age-appropriate clarity was presented to
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them; the information they did have usually consisted of snippets picked up here and there.
As of the time of the interviews, the participants who were not their parents’ legal guardians
could not describe with certainty and clarity the disability in question, or its full meaning.
They were, and sometimes still are, missing a diagnoses or definition — a label that could
ascribe meaning to their unique situation.

A comment by Shay underlines this issue: “I understood why | needed to go into
foster care as a child, | understood my mother wasn't 100% and that she doesn't know how to
help me and so | am given help. But | would have been glad to have tools to deal with it such

as information- your mom is like this, she has this and that".

5.2.2.2 It's a family affair: the role of the extended family

Another main recurring theme in the life stories related by the interview participants is the
role played by extended family members. The presence of functioning adult figures in the
extended family was the main factor determining whether they lived at home or not.

“My grandmother and grandfather, who are totally my additional parents...they are
the ones who took care of us, and still do”” (Jo). Members of the extended family, whether
grandparents or aunts and uncles, played a crucial role in the participants’ lives and
subsequent life outcomes, in their opinion. “My grandmaother raised us for the bigger part of
our lives,” Shlomit reported, with respect to life for her and her four siblings after her
mother's breakdown and hospitalization. “If it wasn't for her, | don’t know where we would
be today.” On the whole, the interview participants were very thankful for this involvement,
viewing it as a refuge from the life that they might have experienced if this help and support
had not been in place.

Alex spent many childhood hours in her grandparents' home. “It was really an

amazing place for us, warm and healthy, my uncles and aunts were always there...I had
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important meaningful childhood figures there.” Naomi's mother suffered a breakdown after
her birth: “My grandmother moved in with us when | was born and raised me until she passed
away when I was 11 months old...then I was moved to my aunts until my mother got better.”
Similarly, Lea's parents immigrated to Israel, their families remaining abroad. Her
grandparents created a trust fund for her mother, to ensure her future and that of their
grandchildren.

“My aunt and uncle took over the responsibility to care for her when my grandmother
died. When | wanted a sympathetic ear, | would talk to my grandmother, my aunts or my
cousins” (Shay). Shay was supposed to be moved to out-of-home care, due to his parents’
inability to take care of him. But his aunt intervened: “My aunt, who lives up north, heard
about this, and she said: you don't need to send him anywhere, he'll move in with me...they
were a well-off family, and my older cousin helped me with my studies...it was a really
normal home.” "My mother was less interested in our education™ Shlomit reported. “It's due
to her own deprivation, but she had educated siblings...they pushed us. My uncle was like a
father to me in that sense.”

In many cases, the fact that they were “taken care of” stopped social workers from
intervening. Of the nine participants interviewed, six were raised exclusively within their
family; the other three spent at least some of their childhood in out-of-home care facilities or
foster care.

The decision regarding raising the children at home or not was largely influenced by the
presence (or not) of supportive, capable and willing family members, aside from the parents
themselves.

Ori was raised in foster care from a young age. “My family is three generations of
screwed up people — every one of them has some kind of illness. My great grandmother was

the only one with whom | had normal contact, and she cared for us as much as she could.” He
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explained this central role in terms of the absolutely basic needs of himself and his siblings.
“In the morning my mother wouldn't feed us. We would leave the house around noon when
she managed to get herself in order, go to our grandmother’s house, a 15-minute walk, and
there we would eat.”

Tom, who chose out-of-home care at a young age, explained: “I was raised at
grandmother's house. When my father passed away | was 10, and left for a boarding school of

my own choice, and my mother moved in with my grandparents.”

5.2.2.3 Significant others: the role of positive adult role models throughout their lives
The need for significant adult role models and the ongoing search for them throughout their
lives is another main theme of the life stories. Family members who were usually present and
were very significant to their everyday lives played a crucial role.

Shay spoke about his aunt's family. They took him in and, for a few years gave him a
model of a normal home environment. He remained very close with one of his older cousins
—also with PWD - and felt the fact that they could share their experiences helped them both
cope through their challenging childhood years. “He's the one | could talk to, he was in my
situation and pulled through so he understood me best. He was my support system.”
Likewise, Shlomit experienced the presence of her aunts and uncles as surrogate parents, and
as her sounding board. “My uncle, he's like a father to me. I spent a lot of time with him and
he was the one who supported me throughout life.”

This aside, the interviewees also discussed the importance of figures outside the
family who could guide and educate them. “I feel my close friends and especially their
parents were very significant. | visited their homes a lot and something about just being there

and seeing how decisions were made and the atmosphere...it was very normal” (Jo).
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Similarly, Lea recalled friends playing a significant role in her life. “At some point, it was
very important to me to have people that | chose for myself. Friends became really important
in my teenage years and | really relied on them.” This role, she observed, was now filled by
her partner, especially with regards to helping her cope with caring for her mother.

Similarly, Martha described being able to draw great comfort from her husband and
his family. “I shared my mother's depression with my mother in-law, and since then she is a
big help to me and helps me provide for my mother.” Ori described his wife and her family as
a great light in his life. “I married the perfect woman and she has a warm loving family living
in a very loving community. My children have a good experience of being part of a family.”
In general, he described his children as his source of strength today, keeping him balanced.

Naomi spoke of a family friend whom she had been in touch with all through her life.
“She was really amazing for me. She was always there for me and I could call her, share my
thoughts and consult her...I felt it was very authentic and she would advise me but not in a
‘know it all’ adult way... At a latter age when I was an adult, she felt she could also share her
thoughts and feelings and consult me, and | felt | had someone who sees me eye to eye.”

As a teenager, Martha found in God the help and support she needed. She described her
religion as a central part of her support to the present day. “My religion is a great help, my
faith... | believe He (God) helps me and keeps challenging me.”

Between the ages of six and 13, Jo was a keen ice skater. She spoke about this period
and hobby as a very formative experience: “My instructors were very meaningful. It was
something very committing and it shaped me in many ways.” Naomi spoke about her
relationship with her literature teacher in similar terms, as very meaningful for her. “She told
me she saw something special in me and wanted to get to know me better. | could share what
happened in my life with her.” She went on to describe how this teacher later invited Gila

Almagor, a famous Israeli author, to the class, to discuss with them a book she had written
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about her own life — with a mother with a MD. “[The teacher] said she wanted to show me
that it's possible to grow and prosper even from a very difficult place. They both, my teacher
and the author, added a dedication for me in the book. She was someone who really saw me

and it made a great difference.”

5.2.2.4 Mixed feelings: on loving and hating their parents

The burden of having mixed feelings about one's parents came up repeatedly in the
participants' accounts of their life stories. On the one hand, they had internalized many
complicated childhood experiences and memories; but on the other — in part due to the
passage of time and a more rounded relationship with their parents — they had also become
more understanding about their parents’ difficulties. Some even stated that they had no right
to resent them or to feel anger and disappointment — one simply has to accept things as they
are. Alongside these feelings, they also possessed a clear sense of responsibility, drilled into
them from a young age: they also had the responsibility of caring for their parents.

“In my account she wasn't a parent...she was just there” Lea commented about her
relationship with her mother. Years later, as an adult, she described growing closer to her
mother — she now possessed a better understanding of her, and the issues that she had
contended with. But these mixed feelings also took a toll. As Alex phrased it:“It's like always
carrying an extra heavy load on myself.”

“My dream was to be a ‘latchkey kid” and my parents wouldn't be home when | arrived from
school,” Jo commented in similar vein.

Ultimately, their parents are their parents; like any other child, they want to love them
and look up to them. But it is not always easy to understand their parents’ incapacity and
adapt to these circumstances. Naomi, for example, recalled a difficult period with her mother

when she was 14. “She said she was sorry she ever had me and I took it very badly. I know
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she didn't mean it...it was out of her distress, and we were having a hard time.” Jo described
her own greatest fear as that of turning into her mother: “There was a great fear of becoming
like her, to be crazy, to not know what I'm doing...and in all that there is still a distinction
between her fate and mine.”

Some of the interviewees described reaching the understanding that their parents
simply were not as capable as the parents of their peers, and the mixed feelings that this
realization brought to the surface. Ori, for example, observed: “In the beginning | was all for
my mother, tried to help her and everything... but then you realize how crazy she is.”

Shay shared a similar experience. “As the level at school progressed homework
became harder, and there was no help at home — my dad would work and my mother didn't
know how to help.” This absence was crucial. “My school years were the time | felt that if |
had a mother who understood it could have helped...if she was more involved in my life.”
Ori stated, in clear and decisive fashion: “My mother was not a mother —unequivocally!
Everything she ever told me it was all a mistake.” Today, he takes care of his mother from
afar, mostly by helping her out financially. Shlomit described her mother’s breakdowns: “It's
not easy to witness... It's scary that your mother is suddenly not the mother you are used to
seeing.”

When their parents were unable to function as expected (or desired), the children
experienced conflicting emotions. On the one hand, there was the helplessness and the
feelings of anger. But nevertheless, the underlying realization remained: these are my parents.
Martha described her mother visiting her after she had given birth to her own child. “We
came back from the airport and she just sat there, and | can't recognize my mother-who is
this?! Strange, quiet, no appetite for life, and why did you come? What will we do now? |
need help and now I need to take care of someone else.” Lea recalled once making dinner for

her seven siblings. When her mother joined them at the table, “I thought to myself: I didn't
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make dinner for you...do you really think you're sitting down with us? I didn't count her in,
she was just somewhere in the background for us.” Now, Lea and her mother have grown
closer. “Today as an adult I can think, and this was dramatic for me, that she was just a 30-
year-old woman, alone in a foreign country with many hardships, with a partner she doesn't
understand and pregnancies she might not have wanted...”

Many times, these mixed feelings were prompted by interactions with people outside
the family. Tom, for example, said that “I always felt that my mother wanted to be my
mother, she always had something maternal about her...but the messages I got from people
around me...it was...l was ashamed.” Time lends perspective and clarity, however. Tom now
runs workshops together with his mother: “Today | see her as my spiritual teacher. We went
through a long and interesting process together.” With the passage of time, the children have
found the capacity to be more forgiving and understanding of their parents. Naomi described
a revelation she had during a trip abroad after her army service, and telephoning home. “The
most amazing thing for me is finding out I really love her....I love her and she is important to
me.” During this trip — one of many ways she attempted to run away as far as possible from
her mother — she reached an understanding. “I slowly started understanding that this is what
she is, this is what she is capable of.” In her interview, Jo summed up this epiphany clearly:
“I carried the fantasy of having an all mighty dad, my father has a ladder [paraphrasing a

well-known Israeli children’s song] ...so he didn't have a ladder...but he had other things."

5.2.2.5 Who's in charge? Dealing with role reversal

Role reversal, in the case of a child growing up with a parent who is not fully functional, is
not an uncommon expectation. Where the gaps manifest, even young children tend to
recognize the need to step up and do what needs to be done. In many cases, it is the parents

themselves who enlist the child's help for the everyday tasks. These children often find
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themselves many times exposed to information and situations not suited for their age and
knowledge. In the case of a PWD, many children find themselves running the household,
becoming decision-makers early on in life.

“I remember my mom telling me about some kids in the neighborhood bullying
her...and me, the young boy going after them to protect her.” Tom's recollection, from when
he was eight, is representative of the many examples of role-reversal in the case of a PWD. “I
knew | had to be a really good girl and not upset her and ...well — take care of her,” Naomi
explained. Shlomit, for her part, observed that as the oldest of five siblings, she started taking
charge of the house at a young age. “I actually didn't have a childhood. When my friends
went to the beach, | had to clean and help around.” Looking back on the period, she described
only getting "to be a child" as an adult, after leaving her parents' home.

Most of the interviewees had vivid recollections of missing out on childhood, of doing
things that children aren’t usually expected to do at home, and from a very young age. Jo:
“Only children of parents with a disability know these things. They escort their parents to the
doctor, run errands, have to explain things, and make phone calls to bureaucratic offices.”
Alex’s recollections add to this thread: “I needed to yell at people all day on the phone about
why they take advantage of my parents.” As an only child, Shay played a crucial role in his
family's survival. “I started helping around the house, helping with food and financially.
That's how living at home was...It wasn't simple.”

Martha recalled facilitating her parent's relationship as a young girl. “As a teenager
my parents fought, there were many complications in their relationship and | felt like the
bridge between them...then I also started studying psychology and really became the house
therapist”. Lea, the oldest of eight 8 children, described playing a crucial role in the home,

taking care of her siblings when her mother was unable to function. Later in life, she became
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her mother's guardian: “I had to start taking responsibility for her. Our discourse, and this was
not for the best, became something else, less close and more managerial.”

After spending most of his life in foster families and boarding school, Ori became this
mother’s caregiver. In the interview, he said that he understood it to be his role to look out for
his siblings. “I have two little brothers, and it was my job to take care of them. When asked
about her mother's role in her life, Jo replied: “I don't know, it's a tough question what role
she has, because mostly | have a role — to be her daughter.”

Given their early understanding of the need for them to assist or due to the
expectations that the people surrounding them created, most of the interview participants
accepted the role of caregiver at an early stage. In a simple and very rational way, Jo
described her situation, taking care of her parents and household matters from a young age: “I
think with all people, with the years the roles shift...but for me it happened a little earlier.”
Alex expressed her current relationship with her parents in similar terms. .”There is a need to
go there and keep them company and be a child to them for a minute...to give them a place to
be parents even though it’s a kind of game. But it needs to be done.” As she summed it up:
“Alongside the fact that | am evolving and moving forward, and | really do a lot in my life,
but still this goes with me and I need to cope with it daily, in anything | do. Even on the
physical practical level of life, the fact that | need to take care of them, always with all the

burdens | have to carry, | have them as well.”

5.2.2.6 The glass half full: positive outlook as a growth accelerator

Perhaps unsurprisingly, all of the interviewees are happy and accomplished; they feel that
they successfully overcame life's challenges. They expressed the constant need to prove their
worth and ability. Generally, the sense was that they had overcome many challenges, coming

out the better for this experience. Their stories were threaded with expressions of undoubted
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pride for proving to everyone, especially those who did not have faith in them, that they
succeeded and against the odds. It may be that those who felt they overcame and are satisfied
with how their lives turned out are those who chose to be interviewed. And still, they paint a
very complex yet positive picture.

“Listen — there is the bottom and you can only go up. Some things hurt us but it
became a trigger for us.” A sense of pride emerged from Ori’s description of the distance he
has succeeded in establishing between his current life and his childhood one. Like most of the
participants, he described working hard to succeed against the odds, and to prove that they
can be more than “those poor kids" as he remembers being called. “If you're smart enough to
grasp things...you can exploit everything in your favor... All that happened made me
stronger.” As Shlomit phrased it “That's the thing that haunts me to this day, | can't forget it
in anyplace | am today, I'm proud of where | was and where | am today — it's very moving.

The interviewers described the concept of an inner strength, a force that saved them
and kept driving them forward. “It takes a lot of strength not to fall...to build a normal life, to
raise kids normally...it takes a lot of strength to carry this thing — that's obvious” Naomi
observed, after hearing herself speak about her childhood. Jo underlined this point. “As a
child, I don't think I felt that I'm missing something. | had good and healthy mechanisms to
protect me, even in places when | was missing something.”

All of the participants tried to give examples of the “upsides” to having a PWD. “I
always had a hot meal waiting for me at home when | came back from school” Shlomit
recalled. “It’s something the kids who had career driven parents didn’t have.” Martha
described being very proud of her sense of capability and independence in life. “I remember
that my mother from a very young age encouraged my independence. She would give me
assignments, from age five or six I think, to go buy something in the grocery store...she

would walk behind me and watch and | would go in by myself and buy something and she
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was very proud of me.” Martha also reflected on the notion that she was the defining purpose
of her mother's life. “I was always in the center: come stand on a chair and sing, tell stories
and read to us...it was a lot of fun.”

In his interview, Shay described the advantages of his upbringing. “My mother, with
everything that's wrong with her...she understands other things — she knows how to love a
child and give...in that she's better than a regular mother...I feel I got my warmth and
compassion from home. Because my mother is good-hearted | am a better person...I learned
to be good and not exclude anybody, | learned to accept and love, the way she did.”

Reflecting on her life, Alex stated: “This situation has taught me. It brought me to a
place of compassion, of flexible thinking, of creativity, of a rich inner world. It made me
develop things that otherwise probably wouldn't have developed if | wasn't raised this way.”
Tom described similar sentiments. “I remember myself at a very young age observing other
people's behaviors. Maybe because my circumstances were so different and | wanted to
understand why me and not others, so | looked how other people acted and responded and |
drew patterns.” Tom, with a career in the therapeutic services — like five of the other
interview participants — credited his career to his upbringing.

Mostly they described feeling strong and accomplished; that they had succeeded, even though
the odds were against them. In Alex's words: “My life is really good and...I feel I deserve it

— that | worked hard for it.”

6. Discussion

Being raised by a PWD creates unique challenges with short- and long-term
implications on the personal, familial and social levels. Naturally families, just like people,

vary, as does the manner in which they handle adversity. This study will hopefully provide
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new insights into the childhoods that they experienced, the lives they now lead, and the

factors that contributed to their positive adjustment and personal growth.

6.1 Growing up with a parent with or without a disability: differences and

commonalities

"It's not a regular mother...it's something completely different" (Naomi)

Surprisingly, and despite the variations in their childhood circumstances, the common
denominators in the outcomes of children raised by a parent with a disability and those that
were not one are abundant.

The first and main difference is in the levels of perceived stress, participants raised by
a PWD expressing higher levels of perceived stress. Regardless of the type of parental
disability, being raised by a PWD is considered a source of stress. Chronic strain is defined as
persistent objective conditions that require continual readjustment, repeatedly interfering with
the adequate performance of ordinary role-related activities (Pearlin et al., 1981). Wallander
et al.'s (1989) model conceptualizes perceived stress as a result of the effects of such chronic
strains.

Stress is perceived to be the product of the imbalance that a person may experience
between the demands of the environment and the available personal resources (Lazarus et al.,
1985): the greater the demands on limited resources, the greater the perceived stress. It is
evident that this perception, of life as a stressful situation, would be greater for people raised
by PWD. Their childhood stories speak of life filled with uncertainty and unpredictability; of
shame, discrimination, and the stigma associated with mental disabilities; and of
overwhelming responsibilities, not always age appropriate. These experiences, together with

the added burden of their present lives — the lack of parental support systems and the need to
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take care of their parents — may be the source of this stress. In Alex's words, “it's like always
carrying and extra heavy load on myself.” This perceived stress has, it is presumed, further
negative implications on growth and adjustment.

As the stressful life situation of being raised by a PWD has implications on the
emotional, familial and social levels, differences between these groups were found in other
aspects of life as proposed by Hypothesis 1 — that adults raised by a PWD will differ from
adults raised by a parent without a disability, with respect to both intrapersonal and social

ecological factors.

In terms of differences in perceptions of parental bonding, people raised by PWD
perceived lower levels of paternal and maternal care than those raised by a parent without a
disability, as predicted by Hypothesis 1.

PWD may at times be less available to meet their children’s essential needs, leaving
them lacking in terms of parental care and involvement. “She functioned at home on some
level...but I didn’t consider her a parent,” Lea observed. Similar feelings emerged from most
of the interviews, supporting the perception of lower levels of parental bonding. In Ori's
words: “My mother was not a mother — unequivocally! Everything she ever told me, it was
all a mistake.”

A parent's early interactions with their child may be influenced by the strain of living with a
disability, which may affect their ability as caregivers to sensitively respond to a child’s
needs (Cunningham et al., 2004).

With regards to parental patterns, it was interesting to see the variations in perception
between the two groups. The research participants raised by PWD did not perceive their
parenting as optimal — far from it, actually. While a pattern of optimal parenting

(characterized by high care and low overprotection scores) recurred more frequently for the
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participants who did not have a parent with a disability, in the PWD group, the most frequent
recurring pattern was affectionless control (characterized by low care and high overprotection
scores). In essence, they reported that while their parents functioned to the best of their
ability, they personally did not feel that their parents indeed cared for them as they perceived
parents should. They did not feel that their parents fully understood them and their troubles.
“I always missed that part of talking to my mother — what's up? How was school?...My
mother didn't take interest in those things” (Shay). As Alex attempted to explain this feeling,
saying: “There was something warm and cheery about her, but it was very impersonal.”

Affectionless control parenting style is frequently reported by patients with depression
(Parker, Tupling & Brown; Parker, 1983, 1984; Grant et al., 2012), anxiety disorders (Parker,
1984; Silove et al., 1991; Wiborg & Dahl, 1997; Grant et al., 2012) and suicidal tendencies
(Martin & Waite, 1994), and has also been linked with impairments in the formation of
positive working models of the self and other (Otani et al., 2016). In essence, the distinction
between being raised by a PWD and not is captured in the feeling of less care and greater
overprotection from their parents.

Those who were raised by a PWD reported a lower perception of social support. This
included, among other factors, the feeling of lacking someone close when needed, and not
always receiving needed support from family and friends.

Their past struggles may explain the perceptions of lower support that they experience
today. As children, they dealt with overcoming prejudice directed towards their parents — and,
by implication, towards them as their offspring. They were "those parents’ children”, as Lea
put it —describing how many of them felt being perceived. They were often reluctant to share
their feelings of burden due to the possible stigma that they may encounter in response, or the
fear that the authorities may intervene and separate them from their parents (Pakenham et al.,

2006). These reasons contributed to their families, very often, deciding to distance
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themselves voluntarily from the community around them — and thus, ironically, distancing
themselves from the very support that they might have received otherwise.

In her interview, Lea said that her siblings don't talk much about her mothers'
disability: “We only talk about certain episodes but don’t dig deep.” She also stated that of
the people she has met in her adult life, only one friend knew about her mother. This friend
was dealing with similar issues, encouraging her to finally confide in her, albeit with
reservations: “I don't think we ever sat down and properly talked about it.” For the research
participants in the PWD group, their parent's disability remained a well-kept secret, not easily
shared with new people in their lives. There seems a clear risk that they still harbor feelings
of shame and embarrassment with regard to their parents' disability (Meadow-Orlans, 2002);
consequently, they distance themselves from those around them, a strategy that may be the
cause of the lower levels of social support that they perceive to be an aspect of their present

life experience.

In the realm of mental health, the research participants raised by a PWD reported higher
levels of emotional distress — and thus, decreased levels of mental health — in comparison
with those raised by a parent without a disability.

It has been argued that the experience of being raised by a PWD places immense
strains on the individual. This distress has its roots in their childhoods, as is evident from the
interviews conducted in the qualitative stage of this research study. “I remember myself (at
the age of four or five) truly, emotionally hurting,” Alex recalled. Many people raised by
PWD exhibited the tendency to develop maladaptive behaviors when their parent was
displaying the symptoms of their illness — withdrawing, avoiding, and distancing behaviors,
for instance (Maybery, Ling & Szakacs, 2002). There is a common presumption that a

parent's pathology can be detrimental in its effects on their children (Ackerson, 2003).
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According to Jo, there “was a great fear of becoming like her, to be crazy, to not know what
I'm doing.” This fear still accompanies her today. Children who have PWD may be at risk of
neglect (although, usually, not abuse) as well as developmental, academic, behavior and
psychiatric problems (Feldman & Aunos, 2010). All these experiences may contribute to the
diminished sense of mental health that often characterizes the adult life of people raised by a
PWD. Alex: “I'm still in a very painful story. Even as | evolve and my life changes and | do
things it all leads back to my childhood story...it follows me...and I still need to address it

and deal with it.”

The commonalities — or rather, the sparse differences — between these very different
groups of people was interesting in itself and exceeded the expectations of the study’s
hypotheses. Hypothesis 1 assumed that differences would be found in all aspects between
participants raised by a PWD and those who were not. Despite this presumption, no
significant differences were found in levels of self-esteem, coping strategies, attachment
orientation and personal growth.

When looking at attachment orientation this lack of differences takes on a greater
significance. Attachment to a primary stable caregiver, usually the mother, from early
childhood is considered to have a crucial effect on one's development. The lack of distinctive
differences in attachment orientation suggests that growing up with PWD incorporated both
productive and unproductive interactions with the caregiving adults in the immediate
environment (though these were not necessarily their parents). No marked differences in this
respect could be identified between them and those who grew up with parents without a
disability. Events during childhood, particularly within child—caregiver relationships, tend to
strongly influence the nature and the quality of an individual’s adulthood relationships

(Bowlby 1979; Maccoby 1980). “I tend to assume it has to do with the fact we were seen
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from so many angles by parents and grandparents,” Jo said, describing childhood for her and
her siblings as a shielded one. “We grew up feeling secure.”

Following the same line, no significant differences were found in the levels of self-
esteem. Both groups displayed high levels of self-esteem. This suggests that those who grew
up with a PWD may have felt valued by those around them, quite possibly due to the
extensive responsibilities that they took upon themselves, giving them a higher sense of self-
worth. It can be assumed that because they were able to overcome their adversities, they are
less likely to interpret life’s difficulties as a mark of their own lowered worth, and thus
experience less negative affect in negative events (Rosenberg, 1965). It may be that in
hindsight the ability to grasp what they had overcome and accomplished has also contributed
to a heightened and positive self-image. Shay, for example, proudly recounted his
conversation with his in-laws when he asked for their daughter's hand. “Your daughter could
have chosen a pilot, an officer, a millionaire...whatever she wanted she could have but she
chose me — with no degree and a family with a disability...she chose me because I make her
happy and that's what's important.”

No differences were found in the use of coping strategies, with both groups scoring
higher on problem-focused coping as opposed to emotion-focused coping. “All the extra
duties...You get used to it,” Jo remarked. “You learn to handle it day-to-day.” Coping is the
process that allows an individual to pursue various options in the process of overcoming
challenges and preventing future harm (Folkman et al., 1986). The creative ways they had
been obliged to learn, and from a young age, in order to accomplish life's many tasks may
have served as an incubator for effective coping. The various adult figures in their lives may
have served as a good opportunity for observing and learning many different models of

coping.
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No differences were found in personal growth either, with both groups displaying
high levels of growth. Personal growth is seen as the end point of a successful struggle with
adversity in life (Tedeschi & Calhoun, 1995). According to Ori: “Everything passes...and at
some point it (this childhood) becomes a trigger for you.” Being raised by a PWD can be a
potential catalyst for personal growth, as too other significant life events encountered that
people raised by parents without a disability, leading to similarities between these groups.

As with self-esteem, the perspective from a later age in life may enable a broader,
more positive view of personal journeys and accomplishments. Speaking about what she
gained from her unique life, Alex remarked that “this situation has taught me...it made me
compassionate, advanced my flexible thinking, my creativity, my inner world. | mean this
situation brought me to gateway of many things that probably wouldn't have evolved if | had
grown up differently.”

It seems that although being raised by a PWD can be a source of greater perceived
stress, and does take its toll on the parent-child bonding experience, the child’s sense of
social support and levels of mental health, in other areas of life this toll was not as significant
as anticipated. The parenting that they experienced may have had more significant
consequences in these, areas rather than in others.

Attachment orientation, coping strategies and self-esteem were similar, as was the
eventual personal growth. It indicates that various life experiences, at different stages in life,

had an effect on one's adjustment and growth and shaped the people they grew up to be.

6.2 Parents with IDD or MD - does the disability make a difference?

Disability as a broad term does not reflect the various implications of different disabilities. In
this study, two distinct parental disabilities were explored — MD and IDD. While the

guantitative data did not reveal any distinctions in the experience of being raised by a PWD
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with regard to the specific parent disability, the qualitative data raised a few interesting and
noteworthy findings.

When addressing the issue of the well-kept family secret concerning the parent's
disability (Theme 1), differences emerged with regards to how the participants described their
dealings with this issue. In the case of PWD with a MD, the notion of a well-kept family
secret was more distinct and present. Hospitalization of a parent could not be completely
hidden from the child, self-evidently; often, this was masked by explanations for the parent’s
lengthy absence from home. Due to the apprehension of stigma and judgmental attitudes, the
child was directed to keep the family circumstances secret. Either due to a greater fear of
stigma or the ability to better conceal the disability, it would seem that the atmosphere
surrounding a diagnosis of a parent with a MD is a family bore deeper implications.

An analysis of key terms used in the interview texts highlighted that the phrases “ill”
or “illness” were used 10 times more in the interviews with participants raised by a parent
with a MD (40 times) as opposed to those raised by a parent with an IDD (4 times). The
phrases “disability” or “disabled” were used 3 times more in the latter category (52) than the
former (17). The different choice of words when describing the parent's difficulties indicates
clearly the way the understanding was constructed for the child. In an effort to make sense of
these differences our choice was to seek explanation in the common "everyday" definitions as
presented in the Oxford Dictionary. The Oxford Dictionary’s (2019) definition of the two
phrases sheds light on this distinction:

Illness: A disease or period of sickness affecting the body or mind.

Disability: A physical or mental condition that limits a person's movements, senses, or
activities.

An illness is considered more of a temporary state, while disability is a more limiting and

permanent one. At times, manifestations of the parents' MD appeared sporadically or at a
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later stage in life, unlike IDDs, which is generally a congenital condition. Within mental
illness, there are phases of remission and functioning; these give hope and add to a sense of
normalcy. IDD, on the other hand, is a permanent and given state without many elusions.
This key element could explain the difference in participants’ attitudes, brought on by what
they learned at home, with regards to their parents’ state of being.

The words “difficult” or “difficulty” appeared more often in interviews with
participants raised by a parent with a MD than those raised by a parent with IDD (113 to 71).
This is not to say that one parental disability raises more difficulties for the children than the
other; rather, it raises the possibility of differences in their states of mind.

Because this study is concerned with adults who, as children, were raised by PWDs, it
is largely retrospective in nature. The differences in the way the participants viewed their
parents’ disabilities may be reflected in how they grasp its implications for their lives, and
how it shaped their futures. This can be seen in two separate descriptions of how interviewees
saw their parents. Regarding her mother, who had a MD, Lea said: “To me she wasn't a
parent...I never viewed her as one and explains her fear of being crazy like her and not know
what I'm doing.” Tom, whose mother has an IDD, observed: “I always felt she wanted to be
my mother — there was always something maternal about her.” He then described the need he
felt, at the time, to protect her from the neighborhood kids.

An earlier study about being raised by parents with IDD raised an interesting
perspective — anger towards the parent was, on the whole, not part of the feelings that arose in
their life stories (Weshler 2009). Mostly, they did not blame their parents for the cards they
had been dealt, because they as they viewed their parents as children — mostly innocent, and
not responsible either for their choices or for the outcomes of those choices. The atmosphere

that emerged from this state of mind was one of acceptance; this seems to have freed them
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from being bogged down in difficult emotions to no end, and allowed for meaningful
participation and eventually greater resilience.

The quantitative phase of this study did not identify significant differences between
children raised by a parent with MD as opposed to those raised by a parent with IDD. For this
reason an in order to shed a greater light on this phenomenon discussion on these two groups
was done in unison. Combining both dimensions- the quantitative data with the sentiments
expressed in the qualitative interviews- may open a window on to a deeper understanding of

these children and their lives.

6.3 Effects of perceived parental bonding patterns on perceived stress

“My dream was to be a ‘latch key kid’ — to come home and my parents wouldn't
always be there” (Jo)

Parental bonding was a key element in this research, specifically the attempt to distinguish its
effect on the levels of stress experienced by those growing up with a PWD, when
experiencing lower levels of maternal and paternal care and overprotection (hypothesis 2).

In this study, a positive association was identified between perceived stress and both
paternal and maternal overprotection. In addition, care and overprotection were positively
associated to both mothers and fathers — leading to an understanding of a synchronized
parental effect, of either care or overprotection from both parents.

An interesting finding was that even though being raised by a PWD was linked with
lower levels of perceived maternal and paternal bonding, it is the paternal care factor that
served to mediate the connection to perceived stress (Figure 6). The father — or rather, the
paternal caring bond — seems to play a crucial role in the child's perceptions and outcome,

whether the father is the PWD or not.
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When considering the impact of parental bonding, the study adhered to the constructs
of perceived care: the child's perception of nurture and warmth, as opposed to neglect and
rejection and perceived protection, and an appropriate level of concern for the child's safety
and security, as opposed to overprotection and intrusive control (Parker, Tupling, & Brown,
1979).

It has been observed that parental bonding — or rather the lack thereof — is linked with
childhood adversity and influences future psychological distress, with an emphasis on the
combination of low levels of parental care and high levels of parental overprotection as being
notably detrimental (Cubis, Lewin & Dawes, 1989; Gao et al., 2010; Parker, Tupling &
Brown, 1979; Parker, 1983).

The perception of paternal rejection, was found to be a strong predictor of
psychological distress and subsequent low self-esteem. Likewise, the perception of parental
rejection (low care) was a greater predictor of psychological distress than the perception of a
parent as over-controlling (high overprotection) (Curcio, Mak & George, 2018).

Stafford et al. (2016), in their study of young adult women found that paternal care
was more strongly associated than maternal care to a child's future wellbeing. A study
assessing the impact of parental bonding on their children's future quality of life (Rikhye et
al., 2008) found that the quality of paternal bonding was linked to the effect of childhood
maltreatment on the adult quality of life. Furthermore, the study found that paternal care, as
opposed to maternal care, is a unique predictor on adult quality of life, indeed more so than
the childhood maltreatment itself.

Whether maternal or paternal, these complicated bonding patterns are also evident in
the qualitative data, as expressed by the mixed feelings that the children of PWD had towards

their parents (Theme 4). “I always felt my mother wanted to be a mother, there was
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something maternal about her,” Tom reflected, going on to explain: “but the messages |
received from those around me...it made me feel ashamed of her.”

Most people look up to their parents: they admire them, and see in them the adults
they aspire to become. For the participants in this study, these particular feelings are mostly
unfamiliar. It's not always easy being those parents' children, as Lea put it. They love their
parents; but yet, they also resent them for the hardship that is part and parcel of their
relationship. They experience feelings of shame and anger, for the burden they must bear. But
they still wish to find in them the parents that they desire.

These mixed feelings play an ongoing central role in their lives. In her very candid
manner, Ronai (1997, p. 40) articulates this sentiment: “I feel ambivalent, one moment
protective of my mother, the next furious, and the next profoundly sad. | want to avoid her
and control her life for her, all at the same time.” As adults, the interviewees still struggle
with balancing their feelings towards their parents, a balance that can easily be tilted. Lea,
for instance, described her greatest fear as that of becoming her mother. ““I didn't consider her
a parent. When she was a zombie I wasn't sorry for her...I was sorry for us...l had awful
fears to become like her — crazy.”

Children growing up with a parent with a MD or IDD may lead unstable lives. The
situation is not always clear-cut for young children, and less so if not mediated properly. As
Naomi recalled, “She started falling apart and talking nonsense...I found it very funny [as a
child].” It was only years later that she understood the import of this “funny behavior” and
felt conflicted at her behavior.

The children may also be incorporated into the parent's delusional behavior, or be
subject to emotionally unavailable parents (Jacobsen & Miller, 1998; Reupert & Maybery,
2007). Jo put it in context when she observed: “There is something very unnatural to talk to a

child about madness and expect her to understand.” The children of parents with intellectual
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disabilities are at risk of neglect on multiple levels; their parent's limited ability to protect
them, due to their inability to fully grasp intentions and behaviors of those around them,
becomes a defining feature of childhood (Feldman & Aunos, 2010). All these descriptions of
life experiences coincide with the affectionless control and neglectful parenting patterns as
described by Parker, Tupling & Brown (1979).

“It's like constantly carrying an extra weight on my shoulders” (Alex). This weight
must be negotiated early on. Understandably, the children feel burdened, but at the same time
yet are conflicted, due to this same feeling. Harboring these feelings of shame and
embarrassment that emerges from awareness of their parents’ condition, as well as the
higher levels of stress associated with these bonding patterns, may impact not only on the
relationship they have with the parent but also on relationships with others around them as

well, a pattern that may well follow them throughout their lives.

6.4 Avoidant Attachment Orientation as an asset

“You can grow up without food, without water, without clothes...everything passes”

(Ori)

With regard to personal growth as the outcome, no significant interactions between perceived
stress and anxiety or avoidance were identified. Moreover, the role of perceived stress as a
mediator of the path between being raised by a PWD and personal growth was neither
moderated by avoidance nor by anxiety. (Hypothesis 5).

While perceived stress was found to be associated with both insecure attachment
orientations, it was only avoidant attachment that interacted as a mediator. Avoidant
attachment thus seems to be adaptive, as it mediated the effects of stress on mental health.

Avoidant attachment is viewed as allowing to adjust children's behavior to the requirements
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of an inconsistently available attachment figure, by encouraging the suppression of negative
emotions (Mikulincer & Shaver, 2007). People with avoidant orientation are assumed to be
more inclined to rely on cognitive and emotional distancing in order to cope with stressful
events (Holmberg et al., 2011; Shallcross, Frazier & Andres, 2014).

Given as the life experiences of those raised by PWD may very likely have been
defined by the instability of caregiver relationships, the role of avoidance as the mechanism
that preserved their vitality and allowed for necessary everyday functionality seems clear.
Furthermore, it may also have enabled them to adapt to a higher level of adjustment and
resilience. Avoidance, as an attempt to block out attachment needs that are not met, is often
accompanied by the regulation of emotions such as fear, anxiety, shame, distress, guilt and
anger — all of which have the potential to exacerbate feelings of vulnerability (Mikulincer &
Shaver, 2007). While adaptive in uncertain childhood situations, avoidant tendencies can be
harmful to the wellbeing of adults with low interdependence capabilities, and are not able to
seek support and help from those around them (Shaver & Mikulincer, 2002).

These sentiments of distress, shame and anxiety coincide with the imperative to
withhold the secret of their parents' disability (as presented in Theme 1) that characterizes
children of PWD. Their parents were different from other parents — there was never any
doubt about that, and they understood this distinction from an early age. But why? What
made them different? What were their parents dealing with? These questions, and many
more, remained unanswered for many years; on some level, these questions still remain
unresolved. “I didn't know what was different,” Lea recalled. She, as well as the other
participants, raised the issue of vague explanations, concealment and ambiguity with regard
to the full nature and extent of the parent's disability. The participants noted that they were
not given an explanation, whether from a family member or a professional, as to the nature of

their parent's disability. They grew up hearing limited and unconvincing explanations;
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listening in on conversations and picking up threads of information; trying to unravel
ambiguous comments and unambiguous insults directed towards them and their meaning. All
this time, they had the responsibility of keeping the family secret, but not knowing why. This
practice of “what happens in the family stays in the family” may have taught them to rely solely
on themselves, and to limit their trust in those around them.

This secrecy may have many sources. Reid and Walker (2003), defining it as “a
selective denial of uncomfortable truths” (p.85) suggest that in the context of undisclosed
iliness, secrecy may lead to an unequal power imbalance in the family relationship. These
uncomfortable truths were mostly well-hidden or denied in the lives of the participants in this
study, as they describe them. Most remain unclear regarding the precise diagnosis, or the full
meaning of their parents’ disability.

The fear of stigma is one reason for keeping family secrets. Stigma as a term refers to a
discrediting characteristic, rendering someone as flawed or inferior in others perspectives,
and can lead to social disapproval and a devaluation of social status (Crocker, Major &
Steele, 1998; Bos et al., 2009; Bos, et al., 2013). As Tom explained: “I always felt that my
mother wanted to be my mother, she always had something maternal about her...but the
messages | got from people around me...it was...I was ashamed, especially as a teenager.”
Stigma affects the person with an illness or disability as well as the members of their
immediate family —a phenomena described as stigma by association (Van Der Sanden et al,
2014). Lea, who grew up in a small settlement, recalled receiving help from the community;
but yet, “they looked at us weird...sometimes ignored us.... We were ‘the kids with the crazy
mother’; | think every small community has one.” As with children of incarcerated parents,
the associated shame and stigma leads many families to conceal the parent's status from the
outside world as well as the inner one — that of the children (Lockwood & Raikes, 2015). Jo,

for example, spoke about constructing a cover story for her father's absence whenever he was
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hospitalized. ““I learned many concealment behaviors,” she said. These partial truths and
elaborate constructed stories to account for a parent's absence may themselves create
significant stressors. Though failing to openly share secrets is viewed as detrimental to an
individual’s well-being, (Bradshaw, 1995; Hunt & Paine-Gernee, 1994; Webster, 1991),
uncovering family secrets may also have unfavorable and sometimes harmful effects on
individuals and their interpersonal relationships; consequently, this generally occurs only
under certain circumstances (Vangelisti, Caughlin & Timmerman, 2001). Naomi recalled that
“I was told I should never say anything about it to anyone, it was a very defining statement —

you can't talk about it!” The avoidant practices learned in childhood may accompany then

into their adult relationships — keeping people at arm's length, but losing out on the possibility
to seek assistance as a consequence.

Carol Ronai (1997, p. 1) writing of her experiences with her intellectually disabled
mother gives a very clear picture of this stress. “I am never sure how to speak of this to
others. When | am asked, Is your mother still alive?” or “What does your mother do for a
living?’ or ‘Where does your mother live?’ | am filled with dread.” She explains how even
today, as a successful adult, she is faced with conflict whenever she has to decide whether to
use a cover story and evade the need to answer, or to “fess up” and tell the truth about her
mother. The conflict exists due to the irrevocable change — or the anticipation of this — in the
relationship with the person asking these questions, once the answer is given. Tell the truth
and endure pity or awe as to your normal outcome; or evade the question and seem distant
and alienating.

In the course of the interviews that constituted the qualitative stage of this study,
several examples detailing the variety of forms of communication within the families were
mentioned. For some, it was concealed completely. This was the case with Martha and Lea,

up until the point where it was impossible to conceal it any longer. In other cases, like Naomi,
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Shlomit, Alex and Jo, it was swept aside, labelled as inappropriate knowledge for children
and ignored. With Shay, Ori and Tom, it just hovered in the background of their reality, never
receiving further explication.

All of the interview participants described the feeling of missing important knowledge
and understanding of their parents’ disability, information that they now believe would have
been crucial for them at the time. The burden of keeping the secrets, and lacking the proper
tools needed to deal with the stigma that they faced was a great stressor in their lives. This
distress was intensified by the awareness of the wider public’s typically negative attitude to
the parent’s disability — and to the family, by association, as well (Van Der Sanden et al,
2014). There is evidence suggesting that the inability to reveal and process personal
information can have negative physical and psychological outcomes for the individual
(Petrie, Booth & Pennebaker, 1998; Greenberg & Stone, 1990).

Throughout their childhoods they learned to conceal their family secret from those
around them, to keep their distance and rely on themselves and these learnt efforts have
followed them, partially or fully, into adulthood. In light of all this it appears avoidance has a
potential of serving them well in mediating the possible negative effects of stress on their

mental health.

6.5 The contribution of Social Support to Adjustment and Growth

“I think miraculously | was blessed with having many good and positive people

around me that bettered my life ” (Jo).

A network of significant others —family, friends, teachers and other empathetic figures able to
accompany and support — are considered an important asset in one's life, especially in times

of stress. For this reason, this study sought to examine social support as a possible moderator
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of perceived stress on the growth and mental health of those raised by PWD. Surprisingly, it
did not produce this desired effect in the current study (Hypothesis 6); this is not to say it was
not in itself significant, however.

Though social support was not found to serve as a significant moderator of perceived
stress, it nevertheless was found to manifest — and in equally high levels — for both the
participants raised by PWD and those who were not. In addition, social support was found to
have a negative association to perceived stress, such that the more social support one
perceives oneself as possessing, the less perceived stress experienced. A perception of social
support was also found to be associated with life satisfaction, with high levels of mental
health, and with personal growth.

Social support refers to the experience of being valued, respected, cared about, and
loved by others who are present in one's life (Gurung & Belmont, 2006). These experiences
can present themselves in various forms: either tangible assistance or the perception of
having support readily available when needed (MdYasin & Dzulkifli, 2010; Hengl, 1997).

This perception that others around us will support us when we need help is an
important asset, carrying the potential to shield us from the detrimental effects of stress
(Cohen, 1988; Uchino, Cacioppo & Kielcolt-Glaser, 1996). It also facilitates social skills,
responsibility and competence and overall positive self-conceptions (Oswald & Suss, 1994),
and contributes to growth and adjustment (Taubman-Ben Ari, Findler & Kuint, 2010).

These feelings — reflecting their perception of adequate social support today, and
manifested accordingly in the results of the quantitative study — may have roots in their
childhood as reflected in the qualitative themes. They had a chance to learn the value of the
“supportive others” when their parents were unable to satisfy their ongoing emotional and

practical needs and help them to develop their social skills.
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The importance of a social network and the contribution of extended family members
(as presented in Theme 2), and of significant supportive models throughout life (as presented
in Theme 3) was evident in the interviews. It may be that the lessons learned in their
childhood, of the many channels available for receiving support and how this can be of use to
them, are still applied in their present lives.

The interview participants referred to the important role that extended family
members continued to play in their lives. They noted the even more significant role that they
played in their childhoods (Theme 2), and in helping them become the people they ultimately
became. Whether grandparents, aunts, uncles or even cousins, the underlying fact was that
the children of PWD had positive significant adult figures in their lives: this made all the
difference then, and continues to do so. Shlomit, for instance, described her uncle by saying
that “he’s like a father to me.”

In the absence of functioning supportive parental figures, the extended family stepped
in to fill this gap. “I was missing support,” Shay noted; “and when it was difficult and I didn't
have a mother I could talk to...I turned to the family — my grandmother, my cousins, my
aunt.” Boss (1999) proposes the term “ambiguous l0ss” to describe a state in which a loved
one is present physically but psychologically absent. This confusing situation is a cause of
great grief and possible trauma, as there is no opportunity for resolution or a closure, as exists
with other forms of loss — the loved one is there but not all there (Boss, 2009). Similarly, for
the children of PWD, the parents are both present and absent. They exist and have a title, but
do not fully function as parents. Parents with a MD were at times absent physically, due to
hospitalization; or mentally, due to a diminished mental state for periods of time. In the case
of IDD, the parents themselves might have required ongoing support and care, and would
have been incapable of placing their children’s needs ahead of their own. In such situations,

members of the extended family often stepped up to take over the care of the children thus
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impacted. This show of support may have been the life lesson that accompanied them into the
present; as a result, they now surround themselves with people they can count on. Those
participants who have living grandparents or other relatives speak of them as their main
safety net today. As Jo described them: “My grandparents are my extra set of parents...they
looked out for me and do so to this day.”

Other than family, as life progresses the need arises for extended support. The
participants all described a specific need, in the main met by the positive figures throughout
their lives who believed in their abilities and worth and saw more in them than just being the
children of “those parents” (Theme 3). Mostly figures that appeared naturally later in
childhood or adolescence and later in life, they constitute the supportive social circles that the
children of PWD chose for themselves. These figures that supported them in the past may
have served as the model for the people whom they surround themselves with today. “I
married the perfect woman and she has a warm loving family,” Ori commented; his wife's
family are his support today.

When reflecting on the past, the children of PWD often referred to the people who
crossed made a difference in their lives —teachers, coaches, neighbors or friends. Sometimes,
even a single who really saw them for who they are — rather than as a function of their
parents’ disability — was enough to instill a sense of worth. Naomi explained the significance
of her school teacher — with whom she remains in touch — in such terms. “She told me she
saw something special in me and wanted to get to know me better.” These are the memories
and the people who they turn to today.

Bowlby (1988) argued that the capacity to create strong emotional bonds with other
individuals is a basic element in human nature. We seek these interactions wherever we can
find them. Research in the developmental fields suggests that a child with one or more caring

adult in their lives has a greater prospects for ultimately maturing into a productive adult
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(Jekielek et al., 2002; Rhodes, Ebert & Fiscer, 1992; Scales & Leffert, 1999). The offer of
social support and connectedness by at least one caring adult present in their lives has been
identified as a protective factor for children and adolescents at risk (Fraser, Kirby, &
Smokowski, 2004; Rutter, 1987; Werner & Smith, 2001). When these relationships occur in
the child's environment naturally, these individuals are termed “natural mentors”. Mentor-like
adults can be a meaningful resource of positive well-being for children: these relationships
can contribute to social competence and academic success, and effect positive outcomes in
their future (DuBois et al., 2002; Murphey et al., 2013). Meaningful encounters such as these
may have laid the groundwork for the connections they feel they have today.

Later in life, the supportive figures they chose for themselves are a great comfort.
“My friends became something I really lean on” (Lea). They referred to these supportive
figures that they chose, and who value as a part of their present. In Martha's words, “my
husband is there for me and I have a group of close friends.”

Their childhoods taught them the value of a good support system, a concept they
continue to maintain in their lives. Whether it was the extended family in childhood, the
natural mentors and supportive figures in adolescence, or the people they chose for
themselves and who populate their current lives, this social support was and remains crucial.
It is thus clear that the perception of strong social support plays an important role in
managing the effects of stress, and in facilitating adjustment and growth, even in the face of

adversity.

6.6 The role of Self-esteem in Adjustment and Growth

“As a child my parents fought and [ was the bridge between them...I later went on to

study psychology and was officially the house therapist” (Martha)
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The moderating contribution of self-esteem on the effects of perceived stress on the mental
health and personal growth of those raised by PWD was, surprisingly, not found to be
significant (Hypothesis 6). With that said, the relatively high levels of self-esteem found for
both the research participants raised by PWD and those that were not, is in itself an
interesting finding. In addition to this, positive associations were evident between high self-
esteem and high levels of personal growth and mental health, while a negative correlation
was found with perceived stress.

All these findings imply that the benefits of high self-esteem cannot be disregarded —
prompting the question regarding what indeed may be the element promoting the high levels
of self-esteem in the research participants who were raised by PWD. It may be that self-
esteem is singly an asset not intrinsically connected to stress or variations in parental rearing.

Self-esteem applies to the appraisal and evaluation of one's worth (Leary &
Baumeister, 2000; Orth, Robins & Widaman, 2012). Much has been written of self—esteem:
its origins in childhood (Jordan, Zeigler-Hill & Cameron, 2015; Neiss, Sedikides &
Stevenson, 2002); the functions of high self-esteem in promoting stress resistance (Cohen &
Edwards, 1989; DuBois & Flay, 2004); its help in successful coping with negative life events
(Brown, 2010; Spencer, Josephs & Steele, 1993); and its contribution to positive adjustment
(Brandtstadter & Renner, 1990; Charles & Carstensen, 2010; Rosenberg, 1965; Swann et al.,
2007).

Self-esteem is assumed to have strong foundations in childhood experiences (Jordan,
Zeigler-Hill & Cameron, 2015); it is influenced by the surrounding environment (Neiss,
Sedikides & Stevenson, 2002), and evolves as a criterion of social inclusion (Leary &
Downs, 1995). All in all, the ability to feel good about oneself and one’s abilities depends, at
least in part, on feeling part of a supportive network and being valued within that network

(Holmes, 2001).
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The importance of a supportive network in moderating perceived stress and its
contribution to mental health and growth have been addressed in this paper. | would also like
to suggest that a further contribution to the sense of self-worth and esteem possessed by the
children of PWD are linked to the critical functions that they inevitably fulfilled within the
family unit from a very young age, due to their parent's disability. They began to play these
roles they started playing at a young age, and indeed some still do; this may have fed into
their feelings of competence in the present.

These adult roles expected and at times demanded of them, by their parents and
extended family members, was a main theme that emerged from the interviews (Theme 5).
“Mom and Dad are disabled, you need to help them... it was always there in what was said
and what we evolved into”: Jo, repeating her grandparent's mantra, said over and over to her
and her siblings. They are the children of PWD: everybody was overjoyed when they were
born, and born “normal”. They will be able to take over the care of their parents when they
grow up. But even as young children, they were obliged to bear the burden of being the
responsible adult. They dealt with the many household responsibilities that children are
usually blissfully unaware of; they were the house therapists and administrators; they looked
after their parents and protected them. They didn't always understand why it was their role,
but they nevertheless carried it out as best as they could. As Shay remarked, “When | was
young and my mom said ‘help me’ I didn't get it...over time I understood more and was able
to support her.”

Children of PWD tend to develop coping strategies that feed into stronger levels
independence, autonomy, and self-reliance, relative to their developmental stage (Klein,
1990). The parent-child roles tend to shift occasionally or even permanently from a very early
age creating a heightened sense of responsibility (Bleuler, 1978; Brown, 1981; Greer, 1985;

Hoffmeister, 1985; Klein, 1990; Royster, 1981). This sense of responsibility and competence —

99



with the intimation that they are needed and important to the family’s success — may form the
basis of the high sense of self-esteem they possess as adults, given that they succeeded in
carrying out the responsibilities thrust upon to them. Taking all this into account, the positive
association between self-esteem and problem-focused coping, with perceived social support,

and with mental health and personal growth, as identified in this study, is not surprising.

6.7 The role Coping Strategies play in Adjustment and Growth

“As a child it was very difficult for me when my mother would say ‘help me"... |
couldn't understand it. With time you understand more and are more supportive ”

(Shay)

Coping styles were considered in this study as possible moderators of the stress that being
raised by a PWD placed on the growth and mental health of the children as they transitioned
into adulthood (Hypothesis 4).

The mediation of perceived stress on mental health was higher when lower levels of problem
focused coping were found. In other words, the perceived stress that results from being raised
with PWD has a greater negative effect on the mental health of individuals with low problem-
focused coping capacities.

When addressing the personal growth of children of PWD, emotion-focused coping
came into play. The mediation of perceived stress on personal growth was higher at high
levels of emotion-focused coping, suggesting that the more one relied on emotion-focused
coping, the higher the negative effects of perceived stress on growth. In addition a positive
association was found between problem-focused coping and mental health, and a negative

association between emotion-focused coping and personal growth. To recap: it appears that
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greater reliance on problem-focused coping, and less on emotion-focused coping, plays an

important role in supporting better mental health and growth in this case.

The ability to cope with various life situations is an important contributor to positively
managing stress. Problem-focused coping is associated with addressing the source of stress;
emotion-focused coping, for its part, seeks to address the feelings and thoughts associated
with this stress (Folkman & Lazarus, 1985). While emotion-focused coping allows for the
regulation of stressful emotions, problem-focused coping addresses the source of the stress
and not necessarily the emotions it generates (Folkman, 2008; Folkman et al. 1986; Lazarus
& Folkman, 1985; Park & Folkman, 1997; Aldwin, 2007). This suggests that the use of
problem-focused coping is usually effective in situations where something can be done, while
emotion-focused coping is suited for situations that have to be accepted “as is”. Positive
emotions may serve is sustaining distress, motivating coping in the process and restoring
coping resources (Lazarus, Kanner, & Folkman, 1980) but positive emptions are harder to
accomplish and maintain when dealing with a stressful situation. High emotional arousal and
a pre-occupation with one's deficiencies undermine effective use of one's competencies and
are ineffective in the coping process (Bandura, 1982). Thus emotional focused coping in the
face of life-long stressors may be an unstable and ineffective strategy sustaining the long term
growth process.

When addressing the need to learn to stay functional, the association with descriptions
of their extended roles in the household (Theme 5 — discussed earlier) are explicit. The
parent-child roles in the case of children raised by a PWD tend to shift occasionally or even
permanently from a very early age, creating a heightened sense of responsibility (Bleuler,
1978; Brown, 1981; Greer, 1985; Hoffmeister, 1985; Klein, 1990; Royster, 1981). Children with

extended family responsibilities tend to develop coping strategies, which feed into greater
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levels of independence, autonomy and self-reliance relative to their developmental stage
(Klein, 1990).

Because they don’t have any say in a situation that confronts them at a young age,
without preparation or guidance, there’s no feasible (active) option other than to adjust to it. In
this case, problem-focused coping may be a serviceable asset.

The role of the extended family members in their lives (Theme 2 — discussed earlier) may have
also served as an incubator for internalizing a strategy of problem-focused coping. For most of
these children, the family as a whole took them on as a mission; they were, at least at a young
age, the family's responsibility, in essence a problem to be dealt with. “My grandmother...she
took upon herself the control and leadership over the family and us,”” Shlomit said by way of
explanation. This and other examples of family problem-solving may have inspired the
development of this strategy in the children, now manifesting as they reach full maturity.

Their experiences of witnessing their immediate family members (e.g. aunts, uncles,
grandparents) being held responsible for the disabled family members behaviors (Van Der
Sanden et al, 2014) and the ways they cope with this responsibility is a lesson in problem
focused coping in itself. They have learned how to positively cope, and continue to do so; this
shed light processes of problem-focused coping, generally found to be negatively associated with

perceived stress today and its mediating effect on mental health.

6.8 The relationship between Perceived Stress and Adjustment and Growth

“I never forget, every time and everywhere — I'm proud of what | was and where | am

today ” (Shlomit).

This study's objective was to examine the impact of perceived stress, as an outcome of being

raised by a PWD, on the growth and adjustment of their adult children.
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As predicted (Hypothesis 3), this perceived stress served as a mediator for lower levels of
mental health and growth among those raised by a PWD. Perceived stress was found to have
a high negative association with personal growth and mental health; the greater the levels of
perceived stress, the lower the levels of growth and mental health reported. Stress inevitably
takes its toll on growth and adjustment when viewed through this narrow scope.

As discussed, being raised by a parent with a MD or IDD can place great social and
emotional strains on a child, leading to emotional distress manifesting across a wide range of
physical and mental disorders, such as anxiety and depression, within maladaptive adjustment
(Luhmann et al., 2012; Pakenham et al., 2006; Wallander et al., 1989; Zeidner, 1998). That
said, it is important to reiterate that no distinct differences in personal growth were found
between those raised by a PWD and those who were not, with both showing relatively high
levels of growth. With regards to mental health, a small but distinct difference was found.
However, even though the levels of mental health perceived by children of PWD were lower,
both groups displayed relatively high levels of mental health.

While the theoretical framework of Wallander et al. (1989) suggests that perceived
stress may have detrimental effects on adjustment, it also makes claims for various possible
outcomes in accordance with the existence of risk and resistance factors. The risk-resistance
model of Wallander et al. (1989) was partially validated in this study, when addressing
through the quantitative part of this study.

An analysis of the texts embracing a life view of “the glass half full” (Theme 6),
taking together with the quantitative data pertaining to these risk and resistance factors,
indicates clearly that the interviewees articulated and displayed high levels of growth and
adjustment. As Ori put it: “There is the bottom and only you can rise from there. We were

hurt but at some point it becomes a trigger for you.”
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In other words, a picture of very resilient individuals emerges from the texts. The term
“resilience” applies to a dynamic process of positive adjustment in the context of meaningful
hardship and stress (Luthar, Cicchetti & Becker, 2000; Werner & Smith, 1992). This term
encompasses two important conditions: the fact that the person has been subjected to a
stressful situation; and the actuality of positive adjustment, despite many obstructions to
natural processes of development (Masten, Best & Garmezy, 1990; Luthar & Zigler; 1991,
Werner & Smith, 1992; Rutter, 1987). Stressors create tension that may be dissipated using
the internal or external resistance resources available to the individual. Both risk factors and
protective factors are essential for developing resilience (Garmezy, Masten & Tellegen, 1984,
Rae-Grant, et al. 1988, Rutter 1985, Werner & Smith 1982, Wyman, et al. 1991).

Resilience, is then a resource that can be used to explain individual growth within and out of
a stressful situation.

Though perceived stress — in this case as a result of being raised by a PWD — is a risk
factor that can contribute to lower levels of personal growth and mental health, in reality a
range of protective factors may exist naturally, or maybe instilled in these children’s lives.
These include lessons in gaining social support, examples of positive coping strategies, and
instilling the high self-esteem that allows for a resilient end result. In Alex's words: “I have a

really good life and I feel I deserved it...I worked hard for this life.”

7. Theoretical Implications of the Study

This study brings to light a group that has not been sufficiently recognized and addressed in
research until now. Even though research regarding people with disability — including parents
— within have gained traction over recent years, their children and their unique life
experiences have been largely neglected. There is insufficient literature at the present time

about the discrete issue of parents with a disability; less so about their children, and hardly
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any considering the child's perspective, whether present experiences or retrospective
assessments. Their voices are important, and it is important to incorporate them into the
research literature.

This research allows for a deeper understanding of the inner lives of a group of such
children, now adults themselves, and who they grew up to be within the context of being
raised by a parent with a disability. In the study, perceived stress was identified as positively
associated with being raised by a PWD was in turn found to be associated with lower levels
of mental health and personal growth. However, it was equally evident that other factors may,
and in the case of the participants in the qualitative stage of this research, did —make a
difference in the journey to adulthood. All in all, they presented as functioning resilient
adults, and in most aspects fare equally well as people raised by a parent without a disability.
This finding in itself allows for a new and profound vantage point regarding children of
PWD. It seems that the result of this upbringing is not as irretrievably bleak as the scant
literature available at the moment suggests (Benjet, Azar & Kuersten-Hogan, 2003; Proctor &

Azar, 2013; Feldman, McConnell & Aunos, 2012).

As discussed here, the children of PWD evinced lower levels of parental care and
higher levels of parental overprotection, with the emphasis on the possibility of greater
paternal care in mediating the possible detrimental effect of stress on mental health and
growth. This is an important issue to note, as the role of fathers — specifically, the
contribution of the bonding patterns they form with their children — had not been established
previously. The shame that they reported feeling during their formative years, and the mixed
feelings they retain for their parents, may have had an impact on the bond that developed
between them and their parents.

Avoidant attachment orientation was found to mediate the effects of perceived stress

on mental health; the stronger the manifestation of avoidant attachment orientation, the
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higher the levels of mental health reported. The need to constantly conceal the family secret
of disability, and the need to battle the stigma they faced, may have contributed to the further
development of these avoidant patterns.

The children of PWD are functional, and cope with life's demands by using a more
problem-focused coping strategy. This was found to serve as a moderator of the effects of
stress on mental health while emotion focused coping strategies were found to have a
negative effect on personal growth. This understanding that specifically problem-focused
coping, as opposed to an emotion-focused coping, can contribute to their mental health while
not compromising their growth process is central to understanding the strategies that enables
personal development and functioning on an ongoing basis. The extended roles they played in
the household from a young age may have served to incubate this capacity for coping. The
extended family, and the example that they set when taking them on as a “mission to be dealt

with”” may have provided a further lesson in problem-focused coping.
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8. Limitations

This study was based on self-reports at one point across the life span, and thus serve as a
snapshot of sorts: a unique and important, but also narrow perspective of the experience of
being raised by a PWD. It can only tell the story of their attitudes, feelings and attributes at
this point in time. The phenomena that this study seeks to explicate, however, is a lifelong
developmental one. Due to the complexity of the study's target and the mediating attributes of
many of the variables research allowing for more points or reference during the lifespan may
be of great asset.

This study is based on quantitative questionnaires and qualitative interviews, yielding
a limited amount of data specific to a single encounter with the study population. Long-term
research approaches may be a useful multi-dimensional approach to the topic. These could
include meeting with participants across several points in time; and focus groups, which
allow for many voices to be heard at once (and possibly catalyzing suppressed memories or
experiences etc.). These could prove to be an invaluable asset in developing a comprehensive
understanding of their life experiences. The contribution of qualitative data, added at a later
part of this study, proved to be of the utmost importance and had a vast contribution to
understanding the findings. Combining a more substantial amount of qualitative data in
studies such as this has the potential of allowing for a wealth of data to be considered and a
greater understanding of life experiences of new populations explored.

The generalization of the findings is limited to children with parents having one of the
two disabilities chosen (either MD or IDD) with other parental disabilities not accounted for.
Furthermore many familial structures may exist, with either one or both parents having a
disability, and possibly both having different disabilities. These situational nuances are not
reflected in this study. Researching and comparing those growing up with parents with

various disabilities may shed a more distinct light on similar or different experience. In
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addition, the significance of various familial structures, parental disability combinations and
forms of habitations as well as order of birth was not addressed in this study and may be
another aspect worth looking into in the future.

This study is limited in the amount of participants and thus points of view it
represents. Recruiting participants for this study proved as the main challenge. This is a
population that has not been studied thoroughly before. Most of these now adult children are
not known to the social service systems, and are not always aware themselves of being a part
of a larger group. For these reasons they were extremely hard to reach and recruit as
participants. In addition, as most of them have not “come out” as the children of PWD, and
have never had the opportunity to explore the topic with professional guidance, the issues
brought forward by the study and the scope of subject encompassed proved difficult (as was
reported by some of the participants). Also important to suggest is that those who were
willing participants in this study may represent a group that is at peace with how their lives
turned out and thus willing to share their life's experiences.

Finally, a wider view of this phenomenon would contribute greatly to the
understanding of all the complexities it entails- including family members, supportive
professionals and other key figures across the life span may yield a broader picture.

This study allows for new and important knowledge and yet much more is yet to be
discovered. Hopefully, this knowledge will be used to develop much needed professional
frameworks and support systems. Suggestions for these as arise from this study will be

brought in the recommendations.
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9. Recommendations

The findings of this study can be adapted for future consideration and practice on two levels —

fundamental and practical.

On the fundamental level:

First and foremost, it is necessary to acknowledge that this population — people with
distinct needs, due to their connection to PWD — exist. There needs to be an
understanding of the fact that this is not only a limited phenomenon but a large and
rapidly growing group in need of professional attention. The first step on the way to

improvement is gauging the actual realm of this population.

This phenomenon needs to be brought further into the light. As we keep promoting
discussion on PWD we will allow for dispelling the anonymity of their children.
Promoting an open discourse on this population may allow for less concealment and
the feelings of shame arising from it, allowing for more children and adults to come

forth and seek assistance and support.

As this study has shown, the children of PWD feel that beyond the hardships and
challenges, they gained great assets from their unique parents and homes. Further
research into the concept of resilience and the role it plays in these children's future
lives may be an important perspective of inquiry. Furthermore, allowing for a shift in
the discussion of if PWD can and should be parents to what type of support they may
need to improve their parental abilities is an important step in realizing their rights as

granted in the convention on the rights of people with disabilities (U.N., 2006).
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On the

As discussed, the stress related to having a PWD is exacerbated by the need to keep
the parent’s disability secret — compounded by a lack of full understanding of the full
import of this this secret. The further impact of this stress can be mitigated by
providing children with honest and open explanations (Manby et al., 2014). An
important conclusion arising from a former study on this issue (Weshler, 2009) was
the importance of professional support for these children as well as their family
members in helping them get a clearer understanding of their situation, of their
parents' disability and its meaning and especially to help them understand that they
are not alone in their situation by opening communication channels relevant to their

varying developmental stages.

practical level:

It goes without saying that the earlier the interventions, the higher the success rate
when working with children at risk. An offer for support and planned interventions at
as early an age as possible with both parents, their supportive family members and the
children themselves may be significant for these children's future. Allowing a family
with a PWD help and support so life tasks do not fall at the feet of their children is

necessary.

It has been shown that parenting intervention programs contribute to promoting the
mental health and emotional well-being of both the children and the parents
themselves (Olds, Sadler & Kitzman, 2007). Programs designed to guide and support
these parents from an early stage are essential. As most people with a disability are
known to the social systems, planned parenting or the reality of pregnancy should be

raised with current or future PWD and their family members as needed. For the
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children of PWD, there is no single solution; the variations in their childhood
experiences, and of the people who help raise them, are great. In most cases the
parent/s will need support and assistance to negotiate the challenges of parenthood. It
is important to understand the form of assistance needed, what can be done to support
the child in receiving the best care possible within the family, and what can be done to

support the family members involved.

As was evident in this study, a caring relationship with one's father can play a
significant role in reducing the effect of stress for children raised by PWD. This
merits deeper consideration when constructing working models for fathers in families
where there is a PWD (even if he is not the parent with a disability). Many barriers
exist in engaging fathers in parenting interventions — mostly due to the undervaluing
their role, and how these interventions are designed to focus on the mother as prime
care-takers. There is an urgent need for re-evaluating the design of such interventions

(Panter- Brick et al, 2014).

The contribution of an affiliation group, one that they felt a part of, was a recurring
idea in the participant interviews. For most of these individuals, a support group
made up of other children/adults dealing with similar challenges would have been
helpful on many levels, especially as a reminder that they are not alone in their
experience. Counseling from a young age — both individual and in a group setting —
can create a safe zone within which they can express themselves, make sense of the
conflicted feelings they have for their parents, and to work through them (Weshler,

2009).
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Being raised by a PWD may be a very unstable life experience, both emotionally and
practically. It demands the ability to constantly adjust to events at home and demands
from the wider environment. The children who succeed in remaining focused and
organized, addressing these issues less emotionally, will ultimately be the better for
this. The main challenge is that both practical problem-solving skills and emotion
management are life lessons that need to be taught and modeled — an experience not
always readily available to the children of PWD. Personal programs aimed at teaching
and training these skills, helping the children of PWD to express and sort through the

complex emotions they carry, would be an important asset.

Rabbi Shlomo Carlibach articulated a life-affirming concept in saying "All a child
needs is one adult to believe in him". We all wish for someone to see us as we are, and
believe in our potential. We need someone to judge our book, not by its cover but by
the texts that construct our life stories — and to believe that investing in the stories that
make up the person would ultimately be worthwhile. This, in essence, describes what
the participants of this study identified as making a significant difference in their
lives. Itis important for every child, especially those who lack support and positive
models at home, to have an adult that sees them and believes in them — a mentor.
Whether chosen by them or for them, whether they are the natural mentors who
already form a part of their lives, or formal mentors matched with them: this appears

to have been a vital asset in these children's lives.
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10. Concluding Remarks

Imagine a childhood memory. Who helped you with homework? Who sat by your bedside
when you were sick? Who came to cheer at your first sports game? Who did you consult
when you had a problem? For most of us, our parents were the ones who were there for these
crucial moments, and many more besides. For the children of a PWD, these memories are
complex; quite often, they involve people other than their parents.

After many years of struggling to convince policy makers and professional field
workers that there are actually a vast number of people in the general population who were —
or continue to be — raised by a PWD, | truly hope that at least this point is now obvious. |
believe there is much more to be learned about this issue, especially at a time when the rights
of people with a disability to be parents is being asserted, through changes to human rights
and (hopefully) primary legislation. I believe that the number of these children that we still
don't know about exceeds those who we do. These children exist and their numbers will keep
growing, emphasizing the urgency to further look into the components constructing their
lives, their needs, the needs of their parents and those of the family members supporting
them.

The reasons for the isolation that many children of PWD grow up with and carry on to
adulthood is that to this day, no one talks publicly about such experiences. Consequently, the
phenomenon is assumed to be not as widespread as it actually is (Ronai, 1997). It is not yet
considered a big enough issue to deal with — to research, write, and talk about. These are
ideas that hopefully this study and its findings make worth considering and addressing. Being
raised by a PWD is presented in this study as a source of stress affecting all life domains;

however, the voices of these children shows a possibility of bright futures nonetheless.
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Appendix

Item 1- Research guestionnaires- English (original scales)

The Perceived Stress Scale (PSS: Cohen, Kamarck, & Mermelstein, 1983)

The questions in this scale ask you about your feelings and thoughts during the last month. In

each case, you will be asked to indicate by circling how often you felt or thought a certain

way in the last month.

In the last month

confident about your ability
to handle your personal

problems?

Never | Almost | Somewhat | Fairly Very
never often often
1 How often have you been 1 2 3 4 5
upset because of something
that happened unexpectedly?
2 How often have you felt that | 1 2 3 4 5
you were unable to control
the important things in your
life?
3 How often have you felt 1 2 3 4 5
nervous and “stressed”?
4 How often have you felt 1 2 3 4 5
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How often have you felt that

things were going your way?.

How often have you found
that you could not cope with
all the things that you had to

do?

How often have you been
able to control irritations in

your life?

How often have you felt that

you were on top of things?

How often have you been
angered because of things
that were outside of your

control?

10

How often have you felt
difficulties were piling up so
high that you could not

overcome them?
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Experience in Close Relationships scale (ECR: Brennan, Clark & Shaver, 1988)

The statements below concern how you feel in emotionally intimate relationships. We are
interested in how you generally experience relationships, not just in what is happening in a
current relationship. Respond to each statement by circling a number to indicate how much

you agree or disagree with the statement.

Very much | Equally agree and | Very much

agree disagree disagree

1 2 3 4 5 6 7

1 I would rather not show other 1 2 3 4 5 6 7

people how I feel inside

2 I'm worried | will be abandoned 1 2 3 4 5 6 7

3 | feel uncomfortable in other 1 2 3 4 5 6 7

people's presence

4 I worry about my relationships 1 2 3 4 5 6 7

5 | steer away when people try to get | 1 2 3 4 5 6 7

close to me

6 | worry that people won't care 1 2 3 4 5 6 7
about me as much as | care about

them

7 | feel uncomfortable when people |1 2 3 4 5 6 7

want to get close to me
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I worry that I will lose those close

to me

| don’t feel comfortable opening

up to people

10

I would like others feelings for me
to be as strong as my feelings

towards them

11

I want to be close to other people

but I keep pulling away

12

| often want to fully merge with

others and it pushes them away

13

I become tense when others get to

close

14

I'm afraid of being alone

15

| feel comfortable sharing my
thoughts and feelings with other

people

16

My desire to be very close

sometimes scares people away

17

| try to avoid getting to close to

others

18

I need many reassurances from

those close to me
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19

| feel it's easy for me to get close

to others

20

| feel 1 sometimes make people
show more feelings and

commitment

21

It's hard for me to depend on

others

22

| don't often worry about being

abandoned

23

| would rather not be close to other

people

24

If I can't make other people show
interest in me | get angry or

frustrated

25

| open up to those close to me

26

I feel other people don’t want to

be as close as | would like

27

I usually discuss my problems and

worries with those close to me

28

When I'm not in a relationship |

feel anxious and insecure

29

| feel comfortable being dependent

on others
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30

| get frustrated when others aren’t

around as much as | would like

31

I don’t mind approaching others

for comfort, advice or aid

32

| get frustrated when others aren't

as available when | need them

33

It helps me to approach others in

times of need

34

When others don't validate me |

feel bad about myself

35

| approach others about many
things including comfort and

validation

36

It makes me resistant when those

close to me spend time away
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Posttraumatic Growth Inventory (PTGI: Tedeschi & Calhoun, 1996)

Childhood experiences vary from family to family. Indicate for each of the statements below
the degree to which you experienced each feeling in your life as a result of the childhood in

your home, using the following scale.

Not at all | Very somewhat | Moderately | Very | Greatly

little much

1 | changed my 0 1 2 3 4 5
priorities about
what is

important in life.

2 | have a greater | O 1 2 3 4 5
appreciation for
the value of my

own life.

3 | developed new | O 1 2 3 4 5

interests.

4 | have a greater | 0 1 2 3 4 5
feeling of self-

reliance.

5 | have a better 0 1 2 3 4 5
understanding of

spiritual matters.

6 I more clearly 0 1 2 3 4 5
see that | can
count on people
in times of

trouble.

7 | established a 0 1 2 3 4 5
new path for my
life.
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| have a greater
sense of
closeness with

others.

I am more
willing to
express my

emotions.

10

I know better
that | can handle
difficulties.

11

| am able to do
better things
with my life.

12

| am better able
to accept the
way things work

out.

13

| can better
appreciate each

day.

14

New
opportunities are
available which
wouldn't have

been otherwise.

15

I have more
compassion for

others.

16

| put more effort
into my

relationships.
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17

I am more likely
to try to change
things which

need changing.

18

| have a stronger

religious faith.

19

| discovered that
I'm stronger
than | thought |

was.

20

| learned a great
deal about how
wonderful

people are.

21

| better accept

needing others.
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Rosenberg self-esteem scale (RSES: Rosenberg, 1965)

Below is a list of statements dealing with your general feelings about yourself.

Please indicate how strongly you agree or disagree with each statement.

Strongly Agree disagree Strongly
agree disagree

1 On the whole, | am satisfied | 1 2 3 4
with myself.

2 At times | think I am no 1 2 3 4
good at all.

3 | feel that | have a number | 1 2 3 4
of good qualities.

4 | am able to do things as 1 2 3 4
well as most other people.

5 | feel I do not have muchto | 1 2 3 4
be proud of.

6 | certainly feel useless at 1 2 3 4
times.

7 | feel that I'm a person of 1 2 3 4
worth, at least on an equal
plane with others.

8 | wish I could have more 1 2 3 4
respect for myself.

9 All in all, I am inclined to 1 2 3 4
feel that | am a failure

10 | take a positive attitude 1 2 3 4

toward myself
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The Mental Health Inventory (MHI: Veit & Ware, 1983)

The following statements are about how you feel and how things have been for you during
the past month.

For each statement choose the description that represents to how you feel.

All the Most of | Agood | Some of Alittle None of
time the time | bit of the | the time O_f the the time
) time
time
1 1 2 3 4 5 6
How much of the
time, during the
past month, has
your daily life
been full of things
that were
interesting to
you?
2 Did you feel 1 2 3 4 5 6

depressed during

the past month?

3 During the past 1 2 3 4 5 6
month, how much
of the time have

you felt loved and

wanted?

4 How much of the |1 2 3 4 5 6
time, during the
past month, have
you been a very

nervous person?
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During the past
month, how much
of the time have
you felt tense or

“high-strung”?

During the past
month, have you
been in firm
control of your
behavior,
thoughts,
emotions or

feelings?

During the past
month, how often
did you feel that
you had nothing
to look forward

to?

How much of the
time, during the

past month, have
you felt calm and

peaceful?

How much of the
time, during the
past month, have
you felt
emotionally

stable?

10

How much of the
time, during the
past month, have
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you felt
downhearted and

blue?

11

How much of the
time, during the
past month, were
you able to relax
without
difficulty?

12

How often, during
the past month,
have you felt so
down in the
dumps that
nothing could

cheer you up?

13

During the past
month, how much
of the time have
you felt restless,
fidgety, or

impatient?

14

During the past
month, how much
of the time have
you been moody
or brooded about

things?

15

How much of the
time, during the
past month, have
you felt cheerful,
lighthearted?

144




16

During the past
month, have you
been anxious or

worried?

17

During the past
month, how much
of the time were

you a happy
person?

18

During the past
month, how much
of the time have
you been in low
or very low

spirits?

145




The Coping Orientation to Problems Experienced (COPE: Carver et al., 1989)

The following statements examine how people respond to difficult or stressful situations in

their daily lives.

Please select the number you feel represents how much you use each strategy.

from interrupting me from

handling it

When | encounter a stressful Notatall | Alittle | A medium | A lot
situation in my daily life I: bit amount

1 Tried to get advice or help 0 1 2 3
from other people about what
to do

2 Look for something good in 0 1 2 3
what happened

3 | put my faith in god 0 1 2 3

4 Turned to work or other 0 1 2 3
activities to take my mind off
things.

5 I admit to myself that | can't 0 1 2 3
handle it and stop trying

6 I refuse to believe this is 0 1 2 3
happening

7 | force myself to wait for the 0 1 2 3
right time to do something

8 Use alcohol or other drugs to 0 1 2 3
make myself feel better.

9 Make jokes about it 0 1 2 3

10 | I feel great distress and express | O 1 2 3
this feeling

11 | Learn to live with it 0 1 2 3

12 | I try to prevent other things 0 1 2 3
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13

Try to get comfort and

understanding from someone

14

I think how I can handle things
better

15

| do what needs to be done step

by step

16

| focus my strengths to do

something

17

| form a plan of action

18

| accept the fact that it is

happening and it's changeable

19

I'm moody and unaware of it

20

| talk to someone about my

feelings

21

| put other issues aside to focus

on solving the problem

22

| try to limit the amount of
effort | put into solving the

problem

23

| sleep to much

24

| pray a lot

25

| try to talk to someone who

can do something about it

26

I learn something from the

experience

27

I make jokes about the

situation

28

Use alcohol or other drugs to

help myself get over it

29

Stop myself from reacting to

early

30

Pretend as if it never happened
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The Multidimensional Scale for Perceived Social Support (MSPSS: Zimmet et al., 1988)

The following statements are about your relationships with family and friends in your life.

For each statement choose how much it is true for you today.

Not very Somewhat Very
much much

1 | There is a special person who |1 3 |4 6
is around when | am in need.

2 | There is a special person with | 1 3 4 6
whom | can share joys and
SOrrows

3 | My family really triesto help |1 3 4 6
me.

4 | | get the emotional help & 1 3 |4 6
support | need from my
family

5 | I have a special person whois |1 3 |4 6
a real source of comfort to
me.

6 | My friends really try to help 1 3 4 6
me.

7 | can count on my friends 1 3 4 6
when things go wrong.

8 | can talk about my problems | 1 3 4 6
with my family.

9 | have friends with whom | 1 3 4 6
can share my joys and
SOrrows.

10 | There is a special person in 1 3 4 6
my life who cares about my
feelings.
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11

My family is willing to help
me make decisions.

12

| can talk about my problems

with my friends.
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Parental Bonding Instrument (PBI: Parker, Tupling & Brown, 1979)

This questionnaire lists various attitudes and behaviors of parents. Choose for each sentence

how much it represented your mother and fathers behavior toward you in your childhood.

Please answer for each parent separately.

In this questionnaire answer about your childhood feelings towards your mother

Very Moderately | Moderately | Very like
unlike unlike like
1 | Spoke to me in a warm and 1 2 3 4
friendly voice
2 | Helped me as much as I needed 1 2 3 4
3 | Let me do those things I liked 1 2 3 4
doing
4 | Seemed emotionally cold to me 1 2 3 4
5 | Appeared to understand my 1 2 3 4
problems and worries
6 | Was affectionate to me 1 2 3 4
7 | Liked me to make my own 1 2 3 4
decisions
8 | Wanted me to grow up 1 2 3 4
9 | Tried to control everything I did 1 2 3 4
10 | Invaded my privacy 1 2 3 4
11 | Enjoyed talking things over with | 1 2 3 4
me
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12

Frequently smiled at me

13

Tended to baby me

14

Seemed to understand what |

needed or wanted

15

Let me decide things for myself

16

Made me feel I wasn’t wanted

17

Could make me feel better when |

was upset

18

Talked with me very much

19

Tried to make me feel dependent

on her

20

Felt I could not look after myself

unless she was around

21

Gave me as much freedom as |

wanted

22

Let me go out as often as | wanted

23

Was overprotective of me

24

Praised me

25

Let me dress in any way | pleased

If you chose not to answer questions about your mother please state why:

| did not know my mother

My mother was not a part of my life

Other:
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In this questionnaire answer about your childhood feelings towards your father

Very Moderately | Moderately | Very like
unlike unlike like

1 | Spoke to me in a warm and 1 2 3 4
friendly voice

2 | Helped me as much as I needed 1 2 3 4

3 | Let me do those things I liked 1 2 3 4
doing

4 | Seemed emotionally cold to me 1 2 3 4

5 | Appeared to understand my 1 2 3 4
problems and worries

6 | Was affectionate to me 1 2 3 4

7 | Liked me to make my own 1 2 3 4
decisions

8 | Wanted me to grow up 1 2 3 4

9 | Tried to control everything I did 1 2 3 4

10 | Invaded my privacy 1 2 3 4

11 | Enjoyed talking things over with | 1 2 3 4
me

12 | Frequently smiled at me 1 2 3 4

13 | Tended to baby me 1 2 3 4

14 | Seemed to understand what | 1 2 3 4
needed or wanted

15 | Let me decide things for myself 1 2 3 4
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16

Made me feel I wasn’t wanted

17

Could make me feel better when |

was upset

18

Talked with me very much

19

Tried to make me feel dependent

on her

20

Felt I could not look after myself

unless she was around

21

Gave me as much freedom as |

wanted

22

Let me go out as often as | wanted

23

Was overprotective of me

24

Praised me

25

Let me dress in any way | pleased

If you chose not to answer questions about your father please state why:

| did not know my father

My father was not a part of my life

Other:
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Personal background questionnaire

1. Gender: M/F

2. Year of birth:

3. Country of birth: Israel/other:

4. Year of immigration to Israel:

5. Religion: Jewish/Muslim/Christian/ Other
6. Religious affiliation: Secular/conservative/Religious/ Orthodox
7. Do you have a disability? Yes/No
If answered Yes is your disability: Physical/Mental/Intellectual/ other
8. Familial status: Single/ Married-in a relationship/ Widower/ Divorced
9. Does your partner (past or present) have a disability? Yes/ No
If answered Yes what disability: Physical/Mental/Intellectual/ other
10. Number of children (if relevant):
11. Does one or more of your children have a disability? Yes/ No
If answered Yes what disability: Physical/Mental/Intellectual/ other

12. How many siblings do you have?

13. What is your place in the birth order? Oldest / Middle / Youngest
14. Does one of your siblings have a disability? Yes/ No
If answered Yes what disability: Physical/Mental/Intellectual/ other
15. Does one of your parents have a disability?
¢ None of my parents have a disability
e My father has a disability- Physical/Mental/Intellectual/ other
e My mother has a disability- Physical/Mental/Intellectual/ other
16. Where did you spend most of your childhood?

e In my parents' home
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e Childcare placement or foster family
e With extended family members (grandparents/uncles/aunts..)
17. What is the level of your education?
e §8years
e 12 years
e Higher education
e Academic
18. Are you currently employed? Yes/No
If answered Yes are you: Independent/ hired
If answered Yes do you work: part time/full time
If answered Yes how satisfied are you with your job? Very satisfied/ Partially satisfied/
Not satisfied
If answered Yes how satisfied are you with your connection to your co-workers? Very
satisfied/ Partially satisfied/ Not satisfied
If answered No why are you not working? | don't have a profession/ | can't find work / |
was fired / | would rather spend my time doing other things /I can't find work that interests

me/ other

19. Socio-economic status: what is the net income of your family? Below average /
average / above average

20. What are your income sources (you may choose more than one answer)?
Disability allowance / personal salary / help from family and friends / partners salary /

savings /other
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Item 2- Interview manual (translated from Hebrew)

Open the interview with a short explanation on the study and its goals.

Opening question:

Please tell me about yourself / tell me your life story

Steering questions:

What do you remember of how you viewed your parents as a child? How did you

view your mother/father?

When/how did you first understand that there is something in your parents different?
How did you understand this? Was there a specific moment/ event you remember?
Can you give examples of the meaning of this difference?

Describe your relationship with your parents.

How do you feel your childhood experiences shaped the person you are today?
What was the role of your extended family in your life?

Were there other meaning figures you remember from your childhood?

Do you view your parent differently today than you did during your childhood?

What responses do you encounter (today or in the past) from society as to people with

a disability / your parents?

What is your position regarding the rights of people with disabilities to have and raise

children?
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DINNA DNYY NYPNNTIN NN DND MIYY 1ON DY HY NOVINN NPNDIN NPINND NYNIAND NN
1121291 NI DY MWXT 77D DPNPNIND NNOPYY DXINXD DNOWN NX DX20NY , NN NN NI

D»MNNINN DOXADYY DXDIN NN NNAWNN PIVAY 120N NMMYIN MIAIWYNNN THRNN T TN

(Atkin, 1992; Banks et al., 2002; Meadow- nY5150 ©DMYN0ONAY NRMNNN ,TNTPND NN

.Orlans, 2002; Pakenham et al., 2006)

PNT YN MPINON NNNN

NPYON NP MYI9N S¥W 20T NNV NOVANNY MIYY IR TPWIT NPINNY DNY My pnT

,TPVA) NINGIA DY MM NINIT NIMIND ML NNDXIIN MZHNDN .NNMINIY TPWIND NNNI YN

Zeidner, 1998; Luhmann et al., ©©n> mM>o7yn Pinvm 0192y 0Y2IPN MNNANMD 229D NHNNN

(2012)

Tedeschi & Calhoun, ) NN12) YR NNYIXD DIIND NIVY DMWN DMNN Y NNN DY MOYNND NI
MOIYN NNIYN : 0N PNT INI PR DNNND DMIVIRD I OMN MINN YN .(1995; 2004
D»NN NYNDID HY NYTIND NIV ,MINYN NDIONT Y21N MDY ,INND NIV NPYOIN PAN DONN

LDOWTN NMDTY YT 1)) OPNN DY NYTIND NN ,TPYIND

APHNH HVIY

NN TIPSV INIVN , (Wallander et al., 1989) o) 9791 HW OVNMINNN DTN NIND

-D»NI2IN OMIN,(NIXY NIIYN MIVPNN NNIKVINIIN) DOYIR-TIN DXARYN DY ONNMIN NX )INY
(MPWa) MNI) MZINONY ,NNN MDD DNXNN MTTINNN NMIVIVON) (NPNI2N NINHN) DINNIPN

PNTI N IPNNAINPNN N0 0I)) MDOY IN NOPW) MZANND DMNNY YN DXINL DY NIYIN NNIIND)



NN DY IDTHY DN DY NNPYA MDIYIIND INNYND NNYYI 1T NN .(MT¥2 1NN DY WP DN

. NN NOY

oy D/NNNY YTV 100 :PNDNN IPNNIINNYN 25-55 INDN2 DN TWY YNNI DOPNNND
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PNT :DONAN 09I WIDOY NYYI MMIND 1PN IPNNN HY NYRIN IPIN .NIAZWN DY) TIV) MY IPNN
(Parker, Tupling PBI-omno mavpnn ; (Cohen, Kamarck, & Mermelstein, 1983); PSS -van
novn ; (Brennan, Clark & Shaver, 1988) - ECR mwpnn n»svamn ; & Brown, 1979)
NMLIVON ; (Zimmet et al., 1988) MSPSS -nonaan nomn ; (Rosenberg, 1965) RSIS -nonsy

- NN (Veit & Ware, 1983) MHI -moway nnnn ;(Carver et al., 1989) COPE -my1mmnn

.(Tedeschi & Calhoun, 1996) PTGI

mRaam oy anh M
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(MHI) pws1 mx12 s
. &
onT (SLS) a»nmnn nxn myaw (PTGI) nem amnx
»
L

(PBI) 7% mwpni

(PSS) oon1 prit

PRT TR DWON 23R 2PNDIPR 21NN 2IWR

(COPE) m71mni ny3uuoN (ECR) M wpni n»eoIm R (MSPSS) n°nman 72mn

(RSES) nonxy noawn

(Wallander et al., 1989)) pomwr 1751 5w mmnay-1na30 5710 TING 32007 5740
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DY MNYPRIA PONINPD NP0 DY DXNN DY DT IWN

DINNNN
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NN’ 11T
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S5¥ MIONN IWIIY DIWNN DN NYY DY NN NN DMWY DN DN NOMIN HPNI1AN NOIWN SV
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INDMIY DXDNN DXTPINM .INY NIV NPYAN NINIAN ,IN NN NPYI PIN NMIVIVON DYINT
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NN DNNXY JYINY 1N TPDIIVIIN DY MNS NOY OIYPP 0T DY DNDOWN IWIRNN MDA

N2 N2MNM YPON NN TIIND) YOI DND IWANRD T52) DN NN DNYHNN NWIAN NINONN
.DOPIPY ON

N2IN2 MMV NV BOY DXNNY DT NPNY DTN DNVNND YN ,AININ DT IPNNYID e
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SV DPNIMDT YNNI DIVN TYN 1PN ONXTH MY NV MNN IVANRD DINDN NN

.D>1ND NY2IN DY DOWIN



NN NNIYI TNNN DV DXYIN MDD OY NNND MTID WIPNN PRTN,NT AIPNNI NTIV 9D

9207 NN NPV .IT NPTIOD NDOM ANNN DY KON 19N OMIAN IDIN IO NNNN NN

nwn Mpon .. (Manby et al., 2014)ny pNTa NYPN IWIRY NWY DPNN DY DASH HY 2

WYY NN Y Mmawnn NN (Weshler, 2009) xwna oTip Apnnn NNDY IWR NSO

IPNIWYD ANNN NN NANNN NNAVNT 22) DX DXTDD TINNPNN NOINM NNYPNN

2 MTTHINNNA 0720 DN YD NN

JMVYMN NNI2

ANNDXNY MDX0N DTN T2 9N OTPIN OMN 2DWA INPPN> NMAIWYNNY DI ¥ PIv) 12
NYNIN YIIN Y2 NNIDIND NM2IWNN ,NIMNNY NYSH .02 DYDY MyNa 12170 IWUND
1N 09N DYODNN NINMNN NNOYNN N2 DY DT DY ,NDANN DY DINNN DY
DY MN DY DIVANT 21VN DN NN POOY YPD XN NPN VINON .OTNY NNVIAND TP

DTN HY DMPANON DY
DX NNN HY VI TPYAN DNNNT DITPD MNNN D NNY MIAIWNN NMIDIN D NN
D>NN DY NN NN NMIMON IR NN .(Olds, Sadler & Kitzman, 2007) on>1Hn
D121 MYANNN DY DOVIND 2TV DTN NND APIVN PN DNTPI D7IAYWN WN

DXNTPI DXADYA 920 OMPNND MDD NT NDN NMMAIWYNN NINIAN IN DNNIN MDD

.DN2 DXIMINN NANMNIN NNAVNM 1) DT IOR DINN NAY

DINNNA NYION NPNY VY ARD DY MINT ND¥INN DXON> NIIWN ,NT IPNN NDIYY 195
YD1 DYPMIYN NN DIPOYW TSN NT XY .NDN DY DNND DXTD DY PRI NYOwn
D17 DYNMONN DIV .NDN DY NN W 1N MNIWNI MIANX DY NTIAYD DOV I8
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DN NION IPOYA .07 D372 NIVPNY PMYNIYN NPNY NNMN MMIYY DINDYT DX NNN DY

NMIVY SNXIAPI NV JPIND ,PYN 0N NP NN .OMNPNNA TAD DPNX DN 2D NYVINNN



WY MYINDNI MYNYN DY NNYNNDY DNSY NN WIANY 1991 12 NIV ANHN DIDAY DINY

.(Weshler, 2009) o> >2)b ond

YT NN .V OM OYYN 1N NN ONYA 7NN INNY MIYY NN OY AN M1 e
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NYNN Y 92791 2IN55 ,NPND ,9INYD NANY DO .00 DNPNY INDN DINYI DN HIMN IURI 192010
MOYYY N2IWN NXIPN NN DT IPNN D MIPN O9ID AT TPDIVIIND DIXINI DNIYN DY DMIND DTPI T
DYMNP NNY DX OMNMININD D32 YNIN PHTY NPNRI DT IPNNI NN NDN DY NNND MTHON .M

AON DNNN TXY MDINODN NNYHNY APN) PN DAY MIVOND NN DXIPYN 1IN D719 HY

YVINDI DT IPNN ONY MNP SWIN

NNNIN MPONNI D1ININD DT .1
ONNID NTIAYY DVITIVD .2
NONIN TIVNOINPON .3

NN OINNL OIPIN .4

NYYIP2 MNONI NPV OIVIN .5

TIPNOWIN .6

TYNRD IPNNY MNYNN

19230 DY DX NNY DXPYN DT HY OoPdPNPIN .1
22N DY DXNND DIMPN DIYNPN NPPO .2
TPOIDOIND 29N NOWN .3

Y20 DY DXNNY DY DY IPINN YOIN NN 4

NMY MON DY DMNND DT PANVAPITONP .5



O°NAv)

APNNN ININY

29 DYV

NVYDININD TV DINIDI Y1) WY TONINID NTIAYD 190N 1222 HMINN YNNI NNN I IPNNN

AN-12

21 N2 DY NN DY 2N -MNY MNIWNI DTV DIWIN DY DININ DPND MYINDNL POIW IPNND
TYPN APNNNT T NIZINDNY OXNINNN DNYN DXNINN NN PIAND NIVHNI ,ND2IN DY NHIRY NNN OY

.25-50 Y'ND1 DOWIND
STNND D720 DXWIY DN TR 9T NYHL DXNDNN DIMNORYN .DMNINRY 1900 19D

N9 AT .PONYN NN DHWYN NPNIND NN 2IPY NIN . NIRYN MDY NPOIN MONSN NOXY DD 912y

JPT 209 RN NORWND

/N TIYN MNON IPNNT .RYNA YN NANIND ©IINDY DT IPNN GRNVAY TMNDI DY 5 DY TN NN

PNN2 DN DXV YINOY NYY» KDY, 1IN NPTID DY NPNY

TMN2Y NYYWINR MOOYN ROY NY o2 DMNDNWYN NP NN 70910 IN DINYNYN NN XDND 290D 107N

To1 NIRSIND
PN MANNYNY NRODN NNNKB NINRYN Y Myn

9N NNAY N MADN NIRY DI2),NIMIND PIPT TIN MNN-IX 1I7Y DNONRYN DN

mehkarhistaglutl@gmail.com : mpINn -15v) T

findler@biu.ac.il -nspnn NNIN -99799 NINOY 7T



mailto:צmehkarhistaglut1@gmail.com
mailto:findler@biu.ac.il

The Perceived Stress Scale (PSS: Cohen, Kamarck, & Mermelstein, 1983)
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Experience in Close Relationships scale (ECR: Brennan, Clark & Shaver, 1988)
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Posttraumatic Growth Inventory (PTGI: Tedeschi & Calhoun, 1996)
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Rosenberg self-esteem scale (RSES: Rosenberg, 1965)
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The Mental Health Inventory (MHI: Veit & Ware, 1983)
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The Coping Orientation to Problems Experienced (COPE: Carver et al., 1989)
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The Multidimensional Scale for Perceived Social Support (MSPSS: Zimmet et al., 1988)
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