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Personal growth among parents of children with intellectual disability: The role
of social support and attitudes toward use of services

Abstract

Background:

This study focuses on a population of parents of individuals with ID and those with a
dual diagnosis of ID and psychopathology that has been understudied in the personal
growth literature. As a result of another existing gap in knowledge, it sought to
examine parents’ social support as a measure of receiving informal help, and their
attitudes toward use of services as a proxy measure of the actual use of formal
support, services as mediators between the child's disability and parental distress, to

personal growth.

Method: Structured questionnaires were completed by 195 parents of individuals with
ID or dual diagnosis of ID and psychopathology. The questionnaires collected
information on the psychopathology of the child, parental distress, attitudes toward

use of services, social support, and personal growth.

Results: Direct relationships were found between parent’s social support and their
perception of their child's emotional state and personal growth. Subjective parental
distress and the child's psychopathology were found to be associated with personal
growth and mediated by social support. Parents’ attitudes toward use of services was

not found to be related to any of the other variables.

Conclusions: Social support plays a pivotal role in the life of parents of children with
ID and children with dual diagnosis of ID and psychopathology. Professionals
working with individuals with 1D and their parents should seek to enhance their social

support.
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INTRODUCTION

Parenting a child with an intellectual disability and personal growth

Caring for a child with an intellectual disability (ID) is a prolonged process
(Cairns et al. 2014). Often, such prolonged care has a negative effect on parents’
physical, mental, and functional status, their ability to work, their economic situation,
and their social relations (Emerson 2003; Green 2007; Williamson & Perkins 2014).
At the same time, the literature on parenting a child with ID has also stressed its
benefits, including improved self-confidence, skillfulness, assertiveness, being able to
focus on the important aspects of life, developing social relationships, empathy for
others, and providing an opportunity for a process of personal development and
growth (Beighton & Wills 2019; Findler 2011; Green 2007).

The notion of personal growth is one such positive benefit. Tedeschi and
Calhoun (2004) agreed that an individual may struggle with severe life crises and
significant challenges, but also noted that these experiences may lead some people to
personal growth. They defined personal growth or post traumatic growth as an
experience of individuals whose development, at least in some areas, has surpassed
what was present before the crises. Not only have the individuals survived the crises,
but they have also experienced important and profound changes, as a result of which
they rose above their previous condition in five domains: personal strength, new
possibilities, relating to others, appreciation of life, and spiritual change (Tedeschi &
Calhoun 1996; 2004).

Various studies have examined personal growth in family members of people
with ID. For example, parents of children with ID have reported positive growth from
their parenting experience in the US (Counselman-Carpenter 2017), Poland (Bargiel-

Matusiewiczet et al. 2019), Australia (Strecker et al. 2014), and in Israel (Udah 2014).
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Studies conducted in Israel found higher levels of psychological growth in siblings of
children with 1D than in siblings of children without ID (Findler & Vardi 2009), and
higher levels of personal growth in mothers of adolescents with developmental
disability than in mothers of adolescents without such disability (Manor-Binyamini
2014; 2016).

Research has shown that personal growth is frequently related to the child's
level of disability and to parental distress. A positive association has been found
between the severity of the child's ID and reported feelings of maternal growth (Rubin
& Schreiber-Divon 2014). Whereas greater needs of the child being related to higher
levels of burden on caregivers (Oh & Lee 2009).

The present study focused on personal growth in parents of people with ID
and people with dual diagnosis of ID and psychopathology. The psychopathology of
children with 1D was examined using two variables: the existence of additional
behavioural, emotional, or psychiatric difficulties beyond the ID (Dekker et al. 2002;
Weiss & Lunsky 2010), and parents’ perceptions of the emotional, behavioural, or
psychiatric state of their child (Rubin & Schreiber-Divon 2014; Williamson & Perkins
2014).

In addition to the child's level of disability, parental distress was also selected
as a background variable because distress has been found to be associated with
personal growth in family caregivers (Dekel et al. 2011). Moreover, distress plays a
crucial role in the process of personal growth over time, and both can co-exist in
parents of children with ID (Young et al. 2019).

To the best of our knowledge, no study has examined to date how social
support may mediate the association between the child's disability and parental

distress to personal growth in these parents. The present study sought to examine the
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mediating role of social support, as a measure of informal support, and attitudes
toward use of services, as a proxy measure of the actual use of formal support
services.

Social support, attitudes toward use of services, and personal growth in parents
of children with ID

Given the complex needs of children with ID and the high demand placed on
parents (Newton & McGillivray 2017), the need for support is clear (Hewitt et al.
2010). In the present study, social support refers to the availability of people whom
parents consider to be close to them when they need support (Auslander et al. 2005).

Studies have shown an association between social support and positive
influences on parents of individuals with ID (Oh & Lee 2009; Vanegas & Abdelrahim
2016). Mothers of adolescents with developmental disability reported higher levels of
social support and personal growth than did mothers of adolescents without disability
in Israel (Manor-Binyamini, 2014; 2016). Another study pointed out the positive
contribution of the need to rely on others and the beneficial effect that supportive
interactions have on Australian parents of children with developmental disability
(Strecker et al. 2014). In light of the above, one aim of the present study was to
examine the association between social support and personal growth in parents of
individuals with ID.

The study also examined social support as a mediating variable between the
child's disability and parental distress on one hand and personal growth on the other.
This examination is based on research that has shown an association between the
child's disability and social support (Werner et al. 2019). A meta-synthesis of 17
qualitative studies found that family caregivers of individuals with ID perceived the

individuals' challenging behaviour to be associated with the harm to their social and
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family life (Griffith & Hastings 2014). Finally, many studies have found an
association between distress and social support in different populations (Burnette et
al. 2016; Schury et al. 2017; Soares et al. 2016). One study on parents of children
with 1D has found that the child’s behaviours and parental level of social support are
key factors in the etiology of parental psychological distress (Gallagher et al. 2008).

Beyond social support, formal services are another source of support for
parents. Parents resort to various formal services and professionals, both related and
unrelated to disability, including health services, disability centers, social services,
educational services, and professional care providers (Barker 2007; Duvdevany &
Abboud 2003; Lapshina & Stewart 2019). Use of services has been found to predict
growth (Matsui & Taku 2016). At the same time, using services may be challenging,
and some parents avoid using formal services for various reasons, such as wanting to
solve problems on their own, lacking knowledge about where to access services,
having had previous negative experiences with services, and perceiving help-seeking
as challenging (Douma et al. 2006a; 2006b; Weiss & Lunsky 2010). Many studies
have shown that caregivers and individuals with 1D were not satisfied with the
treatment provided by formal services (Hamdani & Lonsky 2016; Weise et al. 2018),
but a few described services and professionals who provided useful information,
advice, and treatment (James 2013).

Theories on help-seeking processes, such as the socio-behavioural model,
have maintained that attitudes toward the use of services are an important predictor of
their actual use (Bradley et al. 2002). Whereas positive attitudes have been found to
predict use of services and parental wellbeing (Bonabi et al. 2016), negative attitudes
have been found to hinder cooperation with mental health and counselling services

(Harrison et al. 2004). The present study examined the association between attitudes
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toward the use of services and personal growth. Based on findings showing that
parents' perceptions of their child's condition was associated with their intention to
use services (Wu et al. 1999), we examined attitudes toward use of services as a
mediator between the child's level of disability and personal growth. Given that
parental distress may be predictive of whether problems are recognized and whether
treatment is considered (Sayal, 2006), we also examined attitudes toward use of
services as a mediator between parental distress and personal growth.

Study aims and model

The present study had three aims: (a) examine the association between parents'
perception of their child's emotional state, psychopathology, parental distress in
parents of children with ID to personal growth; (b) examine the association between
social support and attitudes toward use of services and personal growth in parents of
individuals with ID; and (c) examine how social support and attitudes toward use of
services serve as mediators between the child’s psychopathology, parental perception
of the child’s emotional state, and subjective parental distress on one hand, and

personal growth on the other.

Figure 1 shows the study model based on the above aims and literature review.

Insert figure 1 here

Hypotheses

1. The child's psychopathology, parent's perception of the child's emotional state,
and subjective parental distress will be positively related to the parent's personal
growth.

2. Parent’s social support will be positively related to the parent's personal growth.
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3. More positive parental attitudes toward use of services will be related to higher
levels of the parent's personal growth.

4. Higher levels of the child's psychopathology and of parent's perception of the
child's emotional state will be negatively related to social support and to parent's
attitudes toward use of services.

5. Greater subjective parental distress will be related to weaker social support and
more negative attitudes toward use of services.

6. The association between the child's psychopathology, the parent's perception of
the child's emotional state, and parental distress on one hand and the parent's
personal growth on the other will be mediated by social support and attitudes
toward use of services. Each of the three background variables will be negatively
related to social support and attitudes toward use of services, and both mediators

will be positively related to parent's personal growth.

METHODS

Participants and procedures

This article is based on the data collected in Israel as part of a larger binational
(Israeli and German) study. Participants were a convenience sample of parents of
individuals with ID (one parent for each individual) aged 10 to 30 years. This age
range was selected because the parents are likely to be beyond the preliminary stages
of coping with a diagnosis of ID for their child and are still likely to be the caregivers
for their child. The study was part of a larger project in which we sought to achieve a
heterogeneous sample, therefore we oversampled individuals of Arab ethnicity in

comparison to their proportion in the population.
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We employed various means to address the challenge of recruiting such a
sample. We used a snowball technique, a list of potential families provided by the
Israeli National ID Registry, an Internet-based digital questionnaire distributed
through newsletters and different online support groups. The researchers also
approached special education schools, departments of social services, and three
community clinics for the treatment of individuals with ID. In total 195 parents
responded: 156 were interviewed face-to-face, 31 answered the online version of the
questionnaire, five returned the questionnaire by mail, and three were interviewed by

phone. Eight individuals were removed because of missing data.

The remaining 187 participants were parents, except for one aunt with whom
the individual with ID resided. Of the participants, 83.4% were female (n=156), with
a mean age of 48.1 (SD=8.03; range 30-69); 55.6% (n=104) were Jewish, and 44.4%
(n=83) Arab. Mean years of education were 12.84 (SD=3.35; range 1-24); 73.3%
reported their level of income as below average, 10.7% as average, and 16.1% as
above average. Of the individuals with 1D, 55.1% (n=103) were male, with a mean
age of 17.10 (SD=4.16; range 10-30). According to parental reports and based on the
diagnosis levels used by the Israeli ID Diagnosis Committee, the level of ID was
reported as mild for 17.6% of participants (n=33), mild-moderate for 10.7% (n=20),
moderate for 25.1% (n=47), moderate-severe for 2.7% (n=5), and severe for 15.5%
(n=29). A further 28.3% (n=53) reported on ID without specifying its level of
severity. Mean age at the time of the diagnosis of ID was 2.41 years (SD=3.01).
According to parental reports, 111 individuals had a motor or physical difficulty in
addition to 1D, 31 had a sensory impairment, and 40 were diagnosed with autistic
spectrum disorder. Based mainly on the Developmental Behaviour Checklist, 78.6%

(n=147) of individuals had another psychopathology, in addition to ID, and 21.4%
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(n=40) were diagnosed only with ID. Of the children, 90.9% (n=170) lived with their
parents, 8.0% (n=15) lived in a supervised setting for less than one year, one lived on
his own, and another with his aunt. Regarding their daily setting, 75.4% studied in a
special education school or a special education class within a regular school, 13.4%
were in a sheltered work setting or sheltered day center, and 3.7% had no structured
daily setting. Only 5.3% attended non-segregated schools or work settings. A further

2.1% of caregivers did not specify their child's daily setting.

Ethics

The study protocol was approved by the Ethics Committee of the [blinded for review]
of the [blinded for review] University. All participants provided their consent before
participation.

Instruments

Structured questionnaires collected the following information:

Child’s psychopathology. The short form of the developmental behaviour
checklist (DBC-P Taffe et al. 2007) was used to ascertain the existence of
psychopathology, specifically emotional, behavioural, or psychiatric difficulties of the
child with 1D. Parents were asked to indicate on a 3-point scale (0=Not true,
1=Somewhat or sometimes true, and 2=Very true or often true) which of 24
behaviours (e.g., “grinds teeth,” “jealous,” “impatient”) describe their child’s
behaviour in the preceding six months on a 3-point scale (O=Not true, 1=Somewhat or
sometimes true, and 2=Very true or often true). The instrument had high inter-rater
reliability, test-retest reliability, and internal consistency (Cronbach's a=0.94) (Einfeld

& Tonge, 2002). The scale was translated into Hebrew for the purpose of the current

study. Internal consistency in the present study was found to be good (Cronbach’s
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a=0.87). The total psychopathology score was calculated as a mean score for the 24
items.

Perceived emotional state of the child. Participants' perceptions of the child's
emotional, behavioural, or psychiatric state were examined by averaging two items
based on Douma et al. (2006a) translated into Hebrew by the researchers. On the first
item, parents rated their perception of the emotional, behavioural, or psychiatric state
of their child in the preceding six months on a 5-point Likert scale (1=Very good,
5=Very poor). On the second item, parents rated their agreement with a statement that
their child needs professional treatment because of emotional, behavioural, or
psychiatric problems on a 5-point Likert scale (1= Very strongly agree, 5=Disagree).
The first item was recoded for clarification purposes and to be able to compute both
items together. The new item represents the parents’ perception of their child’s
emotional state, with a higher score indicating a worse state. A moderate correlation

was found between the two items (r=.424, p=<.001.).

Subjective parental distress was measured using the Hebrew version (Berg-
Warman et al. 2015) of the shortened version of the general health questionnaire
(GHQ-12) (Goldberg et al. 1997). The scale includes 12 items intended to measure
the state of the parent's mental health, focusing on coping with positive and negative
feelings and stress situations. Parents were asked to rate their recent psychological
distress on a 4-point Likert scale (0=Never, 3=Always) (e.g., “Have you been losing
much sleep because of worrying?”). Internal consistency for the present study was
good (Cronbach’s a. = 0.94). The total score was calculated by averaging the items.

Social support was measured by the social support scale (Auslander et al.
2005). Participants were asked to indicate on a 5-point Likert scale how frequently

certain types of support were available to them from other people when needed (e.g.,



62

"Someone who will provide information, counseling, or advice in a crisis”) (1=Never,
5=All the time). Internal consistency of the original study was very good (Cronbach’s

a=0.94; Auslander et al. 2005), and of the current one (Cronbach’s a=0.85).

Attitudes toward use of services were measured using eight items from the
help-seeking attitudes subscale of the Parental Attitudes toward Psychological
Services Inventory (Turner 2012). Parents rated their degree of agreement with
statements concerning the use of professional help and services for their child with
ID. Answers were rated on a 5-point Likert scale, ranging from 1=Strongly disagree
to 5=Strongly agree. Example item: “Seeking professional help is a sign of
weakness.” Internal consistency was acceptable, in the original study (Cronbach’s
0=0.77; Turner 2012) and in the current study (Cronbach’s a=0.72). An overall score
was calculated by averaging the items.

Personal growth was measured using the Hebrew translation (Harshoshanim-
Breitbart 2011; Haroosh 2013) of the Post Traumatic Growth Inventory (PTGI
Tedeschi & Calhoun 1996). The scale consisted of 21 items focusing on changes in
the parents’ life since the birth of the child with ID. Participants were asked to rate
their agreement with each item on a 6-point Likert scale, ranging from 1=Not at all to
6=To a very large extent. Example items: "I changed my priorities about what matters
to me in my life," "I have greater sympathy for others," and "I have stronger religious
faith." The reliability of the original scale was Cronbach’s a=0.90 (Tedeschi &
Calhoun 1996). In Israeli studies, internal reliability ranges from Cronbach’s 0=0.92
to 0.96 (Haroosh 2013; Harshoshanim-Breitbart 2011). For the present study,

Cronbach’s a=0.91._The total score was calculated by averaging the items.

Control variables were parents’ gender (1=male, O=female), parents’ health

status in the preceding four weeks, rated on a 5-point scale, ranging from 1=Excellent
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to 5=Very poor, and parents’ ethnicity (1=Jewish, 0=Arab). Gender was controlled for
because higher levels of personal growth were found in mothers than in fathers
(Hungerbuehler et al. 2011; Vishnevsky et al. 2010). Health status was controlled for
because it was found to be strongly related to parents coping strategies (Murphy et al.
2007). Finally, ethnicity was controlled for because it may play an important role in
personal growth and attitudes toward use of services (Matsui & Taku 2016; Werner
2019).

Data analysis

Means, standard deviations, and correlations between study variables were
calculated. Next, the research model was examined using path analysis (AMOS
ver.25), controlling for parent’s ethnicity, gender, and health. Multiple hierarchical
regressions were calculated to examine the extent to which child psychopathology,
perception of child's emotional state, subjective parental distress, social support, and
parental attitudes toward use of services were related with personal growth. Control
variables were entered in the first step: parents’ gender (1=male, O=female), parents’
health status (1=Excellent to 5=Very poor), and ethnicity (1=Jewish, 0=Arab). The
independent variables were entered in the second step, and the mediating variables in

the third step.

RESULTS

Means, standard deviations, and correlations of main study variables

Results (Table 1) show that personal growth was related mainly to lower
subjective parental distress and higher social support. It was further related to parent’s
gender and health status, with personal growth being higher in females and in parents

with better perceived health.
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Parents’ social support was negatively related to parents’ gender, child
psychopathology, subjective parental distress, and perception of the child's emotional
state, and positively related to parents’ health status and ethnicity. In other words,
higher support was related with being a female, Jewish, and in a better parental health,
as well as to lower child psychopathology, subjective distress, and perception of the

child's emotional state.

Attitudes toward use of services were found to be positive and rather high. The
attitudes were negatively related to both parents’ gender, and positively to ethnicity
and social support, with attitudes toward use of services being more positive among

Jewish parents and women.

Perception of the child's emotional state was higher for Arab participants, and
in the case of more severe child psychopathology and higher subjective parental
distress. Subjective parental distress was higher in Arab participants, in parents with
lower perceived health, and in the case of more severe child psychopathology.
Finally, child psychopathology was higher in male patients, Arab participants, and

children whose parents reported lower perceived health.

Insert Table 1 here
Table 2 shows the direct relationships between study variables. As can be seen
from the table, the study model was found to be significant and to fit the data well
[¥%(10)=11.59, p=.313, NFI=.964, NNF1=.980, CFI=.994, RMSEA=.030]. As shown
in Table 2 and Figure 2, personal growth was positively related to social support and
perception of the child's emotional state, and it was not related to parental attitudes
toward use of services, subjective parental distress, or the child's psychopathology.

Parents’ social support was negatively related to both the child's psychopathology and
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to subjective parental distress, and it was unrelated to perception of the child's
emotional state. Parents’ attitudes toward use of services were not related to any of

the other variables.

Insert Table 2 here
Figure 2 and Table 3 shed light on several indirect relationships involving the
child’s psychopathology and subjective parental distress as independent variables, and
social support as a mediator, all of which were significant. The total indirect effects
stemming from child psychopathology and subjective parental distress are significant,
yet the indirect effect of the perception of child's emotional state on personal growth
is non-significant. The effect of perception of the child's emotional state on personal
growth is positive and direct.
Insert Table 3 here
Thus, social support and attitudes toward use of services appear to mediate the
relationship between child psychopathology and subjective parental distress on one
hand, and personal growth on the other. These possible mediations were examined
with Selig and Preacher’s Monte Carlo method for assessing mediation with
bootstrapping (Selig & Preacher 2008), as shown in Table 4. Results reveal significant
mediated relationships for social support but not for attitudes toward use of services.
Lower child psychopathology and lower subjective parental distress were related to

higher social support, which in turn was related to higher personal growth.

Insert Table 4 here

Insert figure 2 here
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DISCUSSION

The present study focused on parents of individuals with ID and those with a
dual diagnosis of ID and psychopathology. It examined the association that parental
distress, parents' perception of their child's emotional state, and the child’s
psychopathology has with personal growth. The study also examined the association
between social support and attitudes toward use of services and personal growth
among these parents. Finally, social support and attitudes toward use of services were
examined as mediators between parental distress, parents' perception of their child's

emotional state, and psychopathology on one hand, and personal growth on the other.

Consistent with previous studies (Binyamini 2016; Udah 2014), parents in the
current study showed high levels of personal growth, and a moderate association was
found between social support and personal growth. By contrast, parents’ attitudes
toward use of services were not found to be related to personal growth or to any of the
other variables in the study. This finding contradicts our hypothesis. Note that there
was low variation in parents’ attitudes toward use of services in this study, with most
parents reporting generally positive attitudes. This suggests that using services to
address their child's needs was highly important to these parents, therefore their
attitudes toward use of services remained positive regardless of the level of the child's
psychopathology, the child’s emotional situation, or the level of parental distress. This
explanation is consistent with findings that the authors have reported elsewhere
(authors, blinded for review), showing that parents of children with ID and those with

dual diagnosis of ID and psychopathology frequently resort to a variety of services.

Results show that parents’ subjective distress was relatively low, their

personal growth levels were high, and the association found between the two was
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negative, with borderline significance. This finding does not clearly prove or disprove
our hypothesis that higher subjective parental distress is related to lower levels of
parental personal growth. Because of the weak relationship found, and because the
level of growth is high, it can be concluded that even parents who feel that their
situation is difficult, can still experience growth regardless of the lack of a clear
relationship between distress and personal growth. This finding is supported by the
literature claiming that distress and personal growth can coexist (Laufer & Salomon
2006; Taku et al. 2008). Given that all children in this study were above the age of 10,
it is possible that participating parents have become accustomed to their children's
disability and needs, and were more likely to see the positive aspects of their situation,
which may explain why their levels of distress may not be high (King et al. 2012;
Young et al. 2019).

Our findings regarding social support confirmed most of our hypotheses.
Consistent with previous research (Tedeschi & Calhoun 2004), our study showed a
positive correlation between social support and personal growth. Social support was
also found to mediate the association between child's psychopathology and subjective
parental distress and personal growth. We suggest that in situations in which parents
of individuals with disabilities face difficulties and experience distress, the people
surrounding them may tend to keep away, providing them with little support

(Hammond et al. 2014; Werner et al. 2019), which is essential for personal growth.

The study revealed two instructive differences between parents’ descriptions
of their child’s psychopathology and their description of the child’s need for
professional treatment. Child’s psychopathology was negatively associated with
social support, and not associated with personal growth. In other words, more severe

child’s psychopathology was associated with lower social support, which in turn was



68

associated with lower personal growth. Put differently, parents’ perception of the
child's emotional state was not associated with social support, but it was positively
associated with personal growth. Thus, parental report of greater need for treatment

for their child was associated with lower parental personal growth.

These results disprove the study hypothesis that both these measures are
negatively related to social support and positively related to personal growth. Rather,
the results indicate a more complex picture, in which the path from psychopathology
and perception of the child's emotional state to personal growth differs: the path from
lower psychopathology to personal growth is moderated by social support, whereas
the path from higher perception of the child’s emotional state is directly associated

with personal growth.

These findings can be explained by studies showing that parents whose
children exhibit challenging behaviours may experience their social systems as
distancing themselves from the family because of these behaviours (Douma et al.
2006a). At the same time, parents who recognise their child's difficulties and need for
help may feel that they have taken a step forward in their coping process, reporting

higher levels of personal growth (Young et al. 2019).

Theoretical and practical implications

This study has theoretical implications and several contributions. First, it
focuses on a population of parents of individuals with ID and those with a dual
diagnosis of ID and psychopathology that has been understudied in the personal
growth literature. Second, it stresses the importance of social support for development
of personal growth in these parents, thereby contributing to knowledge about both

personal growth and caregivers of people with intellectual disability.
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The practical implications of the study concern professionals and services
working with people with ID and their families, increasing awareness of the
connections between of psychopathology of the child and subjective parental distress
to personal growth. These support systems should mediate and encourage the
acceptance of the psychopathology of the child with ID in these parents’ social circle,
encouraging members of that circle to support the parents. These actions are likely to
enhance parents’ personal growth. Practitioners should pay attention to experiences in
the parents' lives that they find to be encouraging and helpful for the development of
growth, without denying the existence of distress. This may be accomplished by
helping them manage basic coping tasks and encouraging them to participate in self-
support groups and to make contacts with their peer group (Calhoun & Tedeschi
2004; Roepke 2015).

Study limitations and recommendations for further research

The study has several limitations. First, it is based on a convenience sample.
Second, because it is cross-sectional nature, it provides a snapshot of the parents’
lives, without the ability to map changes over time. Third, all variables were
examined based on subjective parental reports, which differ from objective measures,
such as actual social support provided. Finally, social support was measured based on
the parents' perception of the availability of support provided by other people when
they were needed. It was not specified which types of social support they consider to

be helpful and from whom they would prefer to receive it.

Future studies should also differentiate between the various types of social
support (e.g., formal/informal) provided to parents of individuals with ID and
examine the associations between these types of support and the children's and

parents' health status. Studies should also examine whether different types of supports
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serve as mediators between these and the parents’ personal growth levels. Using a
longitudinal design, studies should further examine changes in social support over
time. We also recommend for future studies to examine the association between
parents' attitudes toward use of services and their actual use of services to their

personal growth levels.
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Table 1. Means, standard deviations, and Pearson correlations for study variables (N =

187)
M(SD) 2 3 4 5 6 7 8 9
1. Parent’s
gender ‘(3(-).1377) 09 -24%* 20%* 06 10 -23%% 21 _1g%
(male)
2. Parent’s
health status ?1859) 13 -22%% _40%** 04 35%%* 01  18*
(1-5)
3. Ethnicity 0,56 LAQXRR 34xRx_3Fre ZoRak OTxRx 05
(Jewish) (0.50)
4. Child’s
psychopatho (()6720) AB**R AFRR 3g%Rx 06 -11
logy (0-2)
5. Subjective
parental 0.84 20Kk _4gEEE 0D 00w
distress (0.52)
(0-3)
6. Perception
of child's 3,34 155 -04 .10
emotional (1.05)
state (1-5)
7. Social
support ?ng) A7% 267
(1-5)
8. Attitudes
toward use  4.23 -.02
of services  (0.63)
(1-5)
9. personal  4.46
growth (1-6) (0.99)
*p < .05, ** p < .01, *** p < .001
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Table 2. Direct relationships between study variables (N = 187)

DV \Y) B SE P

(R% R)

Social support Child's i

(.32, .57) psychopathology A7 20 022
Perception of the
child's emotional .07 .07 310
state
S_ubjectlve parental .33 15 < 001
distress

Attitudes t(_)ward Child's _o1 14 935

use of services psychopathology

(.12, .35) Perception of the
child's emotional .05 .05 542
state
S_ubjectlve parental 14 09 070
distress

Personal growth  Child's

(.14, .37) psychopathology 07 20 388
Perception of the
child's emotional .16 .07 .037
state
S_ubjectlve parental 16 16 056
distress
Social support 22 .07 .009
Attitudes toward - 06 11 11

use of services
Note. DV = dependent variable, IV = independent variable, R? = percent of explained

variance. Ethnicity, parents’ gender, and parents’ health status served as control

variables.



Table 3. Indirect relationships between study variables (N = 187)

81

DV v Standardized SE P 95%Cl
(R?) indirect effect
Personal  Child psychopathology ~ -.037 .025 .045 -101,-.001
growth  pe ception of the 013 018 353 -.014,.076
(14) child's emotional state

Subjective parental -.080 .037 011 -.197,-.027

distress

Table 4. Specific indirect effects of child psychopathology and subjective parental

distress on personal growth (N = 187)

DV Mediator v 95%ClI
(R?)
Personal  Social support Child psychopathology ~ -0.211,
growth -0.0044
(.14)
Attitudes toward use of Child psychopathology -0.039,
services 0.0435
Social support Subjective parental -0.262,
distress -0.0292
Attitudes toward use of Subjective parental -0.069,
services distress 0.0239
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Figures

Figure 1. Study model

Child's
psychopathology = ) Social support
*
-
~ .-
- * *
Perception of the [~ \ 4 Personal
child's emotional ~
X growth
state R .
N~ N\
* \ *
. 7/ ‘AN
v Attitudes toward
Subjective parental | o == = use of services
distress

Positive correlation: m———— Negative correlation: — = =
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Figure 2. Path analysis for child’s psychopathology, perception of the child's emotional
state, subjective parental distress, social support, attitudes toward use of services, and

personal growth.

17

Child's

psychopathology
Social support (.32)
22%
Perception of the 16 Personal growth
child's emotional (.14)
state
_.33***
Attitudes toward

Subjective parental use of services

distress (.12)

*p<.05, **p<.01, ***p<.001

Note. Ethnicity, parents’ gender, and parents’ health status served as control variables.
The control variables and the values of non-significant relationships are excluded from

the figure for purposes of clarity.

Values on arrows = B values; values within the rectangles = R2.
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help-seeking attitudes subscale of the Parental Attitudes toward Psychological Services
Inventory (Turner 2012).
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Post Traumatic Growth Inventory (PTGI Tedeschi & Calhoun 1996), Hebrew

translation (Harshoshanim-Breitbart 2011; Haroosh 2013)
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Abstract

Parents of children with intellectual disability (ID) and of children with a dual
diagnosis of intellectual disability and psychopathology (i.e., mental, emotional, or
behavioral disorders) play an important role in providing support and maintaining a
good quality of life for their children. Caring for a child with ID requires meeting a
range of practical challenges: managing care, seeking help, and using services. All
these require the investment of mental and physical inputs on their part (Faust &
Scior, 2008; Griffith & Hastings, 2014). These challenges increase and are
exaggerated when, in addition to the 1D, the child is also diagnosed with a
psychopathology (Douma et al., 2006a).

The literature on parenting a child with ID has also stressed the benefits, of
caring for a child with ID including improved self-confidence, skillfulness,
assertiveness, being able to focus on the important aspects of life, developing social
relationships, empathy for others, and providing an opportunity for a process of
personal development and growth (Beighton & Wills 2019; Findler 2011; Green
2007). Many studies have suggested the use of problem-focused strategies, including
seeking help, as a factor that promotes growth among these parents (Byra et al.,
2017).

Personal growth describes an experience of positive change that occurs as a
result of psychological and cognitive struggle with highly challenging life crises
(Calhoun & Tedeschi, 2001). Struggle or coping is a process that involves
introspection, searching for meaning, and constructing new schemes or perceptions
and beliefs about one's world (Calhoun & Tedeschi, 2006). Growth is manifested in
acceptance and the creation of meaning around the challenging event, and in the
achievement of new and positive basic assumptions of individuals toward themselves
and their environment. Thus, one not only survives the crisis but experiences
important and profound changes in one’s life, which improved compared to its
previous condition (Tedeschi & Calhoun, 1996; 2004). There are five main domains
in which personal growth is manifested: higher appreciation for life, changes in
interpersonal relationships, a sense of self-empowerment, seeing new possibilities in
life, and spiritual development (Tedeschi & Calhoun, 1996). Nevertheless, there is
still a lack of understanding of the factors that encourage personal growth in parents
of children with ID.
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Previous research in the field of disability studies has dealt with patterns of
personal growth (Tzur-Schwartz, 2013; Zimmerman, 2011) and the help-seeking
practices of parents of children with ID and dual diagnosis (Douma et al., 2006a;
Weiss & Lunsky, 2010). These studies suggest that personal growth and help-seeking
are processes associated with a variety of areas in parents' lives, and therefore also
related to their ability to support their children. Nevertheless, only a handful of studies
have made a comprehensive examination of the relationship between help-seeking
and personal growth. In a review article dealing with post-traumatic growth and the
seeking help behavior among people who have survived cancer (Matsui & Taku,
2016), the authors argue that a close connection exist between the processes and that
use of services predicts post-traumatic growth. Also, in order to expand the
framework of the connection between post-traumatic growth and help-seeking
behaviors, the cultural background and personal characteristics of the population
being studied should be addressed (Matsui & Taku, 2016). A study conducted in the
United States among students who experienced different types of trauma (Burrick,
2014), found a relationship between the nature and impact of the traumatic event and
the degree of post-traumatic growth. Moreover, more help seeking intentions and
more positive attitudes toward seeking help predicted higher personal growth
(Burrick, 2014).

Finally, no studies have examined this relationship among parents of
adolescents and young adults with ID or with dual diagnosis. By examining the
connection between help-seeking and personal growth, the present study can guide
researchers, professionals, and decision makers in assisting parents of adolescents and
young adults with ID and dual diagnosis in the process of help-seeking and the use of
services, enhancing the likelihood of these parents achieving personal growth.

In the present study, | used a mixed methods design, suitable for research in
the areas of clinical interventions and policy research. The combination of research
methods helps deepen the understanding of existing processes, attitudes, and
motivations in these domains (Creswell et al., 2007). The first study (“Unpublished”),
using a qualitative approach, provides an initial glimpse of the phenomena under
examination and the associated general concepts (Denzin & Lincoln, 1998).

The purpose of the study presented in the first chapter was to gain a deep
understanding of the attitudes and experiences of parents of children with ID

regarding help-seeking and using services, as background knowledge for the
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quantitative research I conducted afterward. Specifically, the study focuses on factors
that enable and hinder help-seeking and using services. Previous studies have already
addressed help-seeking and the condition of services for people with ID, as well as the
positive aspects of parenting a child with ID and dual diagnosis and their role as main
caregivers for their children. Nevertheless, no studies have focused exclusively on the
parents’ help-seeking and use of services. Thus, | decided to focus on factors that
enable and hinder the parents' help-seeking and using services for their children.

This study was based on three focus groups, in which 16 parents of 14
adolescents and young adults with ID or with dual diagnosis participated. Parents
were asked about the factors that influenced their decision to use services, what
helped them and what prevented them from receiving services, and what were their
experiences and attitudes regarding the functioning of the various services and the
professionals caring for their children. The data underwent qualitative content
analysis. Ten key factors were found related to help-seeking and using services. The
parents provided examples of how each factor enabled or hindered their help-seeking
and their use of services, usually depending on whether this factor was present or
absent from their lives. All the factors were divided between two main themes: "the
parent as caregiver" and "professionals and services." The factors that enable help-
seeking and using services were extracted from positive experiences and opinions
expressed by the parents. They were used to achieve in-depth understanding of these
positive aspects in their lives and of the parents as main caregivers for their children.

The understanding served to support and enrich the subsequent quantitative findings.

The second chapter (“Submitted for publication”) presents a model which
examined the relations between the child's emotional, mental, or behavioral state (i.e.,
psychopathology), the parents' perception of the child’s condition, and the parents’
subjective distress vis-a-vis their personal growth. | also examined the role of social
support in the parents’ lives and their attitudes toward the use of services as mediating
variables in this correlation. To the best of our knowledge, no study to date has
examined how social support may mediate the association between the child's
emotional, mental, or behavioral state and the parents’ subjective distress as opposed
to their personal growth. The present study sought to examine the role of social
support as a measure of receiving informal help and of attitudes toward use of formal

support services as a measure of their actual use. To this end, three goals were
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defined: (a) examine the connection between the emotional, mental, or behavioral
state of the child (psychopathology), the parent’s perception of the child's emotional
state, and the parents’ distress and their personal growth; (b) examine the connection
between the parents’ social support and attitudes toward the use of services and their
personal growth; (c) examine how the parents’ social support and attitudes toward the
use of services mediates between their child's condition based on the diagnoses
(psychopathology), the parents’ perception of the child's condition, and the parents’
emotional distress on one hand, and personal growth on the other.

Participating in the study presented in chapters two and three were 195 parents
of adolescents and young adults with ID or with dual diagnosis. The parents
completed questionnaires used to collect information about the child's
psychopathology, parental distress, attitudes toward use of services, parents’ social
support, and personal growth. Eight parents were excluded from the study because of
missing data in the questionnaire. Social support has been found to play a key role in
seeking help and in the personal growth of parents of children with ID and children
with dual diagnosis, but attitudes toward seeking help have not played a significant
part in these processes. Professionals working with people with ID and their parents
should strive to increase the social support available to them. Following the
quantitative model designed for this study and the results obtained, it was decided to
incorporate a different research model, which appears in the third chapter, assessing
the role of attitudes toward help-seeking and their relations with actual help-seeking

and personal growth.

In the third chapter (“Unpublished”), based on the same sample and database,
| examined the relationship between intentions to seek help, attitudes toward help-
seeking, and actual help seeking vis-a-vis personal growth. | also examined the role of
actual help-seeking as a mediating variable between intentions to seek help and
attitudes toward help-seeking and personal growth, as well as the five dimensions of

growth and their connections with the other variables.

The results revealed a connection between help-seeking and personal growth.
The connection between intentions to seek help and personal growth was found to be
indirect, mediated by the variable of “actual help-seeking.” No connection was found

between parent's attitudes toward help-seeking and actual help-seeking or personal



143

growth. The child's psychopathology has been found to be related to greater intentions
to seek help and actual help-seeking. Regarding the domains of personal growth, |
found that more help-seeking is related to higher levels of personal growth and the

existence of more interpersonal relationships.

The main conclusions that emerged from the study were that intentions to seek
help and actual help-seeking contribute significantly to promoting personal growth in
parents of children with ID or with dual diagnosis. Conversely, | found no connection
between parents' attitudes toward help-seeking and actual help-seeking or personal
growth. The findings attest to the fact that actual help-seeking is more important than
preliminary attitudes toward help-seeking. The main conclusion was that parents, as
well as the professionals who help them, should be aware of the importance of actual
help-seeking and focus on these actions. Focusing on actual help-seeking can promote
feelings of parental self-efficacy and of greater control over their lives, aspects that

are part of the dimensions of personal growth.
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Synopsis

This study focuses the characteristics of help-seeking and the connections between
them and personal growth among parents of adolescents and young people with
intellectual disabilities or with dual diagnosis. The results of this doctoral dissertation
suggests that seeking help and using services are significant factors in the lives of
parents of children with ID or dual diagnosis and in their role as main caregivers of
their children, and that these factors may promote the parents personal growth. Social
support plays an important role because it may directly promote growth and because it
has been found to be a mediator between parental distress, their children's emotional,
mental or behavioral state and the parents' personal growth. Intentions to seek help
may promote personal growth, but only on if parents eventually do seek help. By
contrast, parents' attitudes toward help-seeking were not found to be a significant
factor related to their personal growth or to their actual help- seeking. In general, the
findings of the dissertation increase our understanding of factors that may promote
personal growth, and promote seeking and receiving help among parents of children
with intellectual disabilities or with dual diagnosis. This may enable professionals to
faciliate the parents role as main cargivers for their children and may help to improve

their quality of life.

Key words: personal growth, post traumatic growth, intellectual disabilities, help-

seeking, social support, service use, dual diagnosis
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