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Abstract

This study examined the roles of stigma and of enabling factors in help-seeking by parental caregivers of individuals with
intellectual disabilities and dual diagnosis. Questionnaires were completed by 195 family caregivers. Lower family stigma was
related to higher personal enabling factors (e.g. knowledge about services and previous experience in seeking help), which
in turn was related to higher help-seeking behaviors. Higher professional enabling factors (e.g. attitude of the professional,
services in the vicinity) were related to higher intentions to seek help, which were related to higher help-seeking behaviors.
Professionals can help families achieve a greater sense of self-efficacy in their own help-seeking process by providing them
with knowledge about services and facilitating a more positive experience in the process.
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Introduction

Help-Seeking for Persons with Intellectual
Disabilities and Dual Diagnosis

Intellectual disability (ID) denotes significant impairment of
cognitive functioning (IQ below 70) and of adaptive behav-
ior comprising three skill types: conceptual, social, and prac-
tical skills. Both of these must have their onset before the
age of 18, usually during childhood (Schalock et al. 2010).

Studies have estimated the prevalence of ID to be between
2 and 3% of the general population (Szymanski and King
1999). Studies from Western countries have consistently
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found that the prevalence of psychopathology among per-
sons with ID is higher than among the normal-intelligence
population (Dekker et al. 2002), ranging between 17 and
56%, depending on study methodology and the population
studied (Dekker et al. 2002; Lowe et al. 2007). Psychopa-
thology denotes significant and persistent behavioral, emo-
tional, or psychiatric disturbances not explained by the ID
itself (Einfeld et al. 2006). Individuals in this condition are
referred to as having a dual diagnosis.

Both individuals with ID and those with dual diagnosis
may face cognitive, physical, psychiatric, communication,
and social challenges. The needs of individuals with dual
diagnosis are more complex than the needs of individuals
with ID only (Morgan et al. 2008; Taua and Farrow 2009),
and more services are needed to satisfy them (Davis et al.
2008). This reality may have serious implications for daily
functioning, social inclusion, and psychological wellbeing
(Morisse et al. 2013). It is therefore important to ensure that
both populations receive appropriate and effective profes-
sional support (Williams and Heslop 2005).

The importance of providing accessible, high-quality
services for people with disabilities is clearly stated in the
UN Convention on the Rights of Persons with Disabilities
(CRPD; UN General Assembly 2007) as well as in the UN
Convention on the Rights of the Child (UN General Assem-
bly 1989). Research indicates, however, that persons with
ID frequently do not receive adequate or effective preventive
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and rehabilitative services (Douma et al. 2006b; Weiss and
Lunsky 2010) given limited training and inadequate knowl-
edge especially in specific areas related to the mental health
needs of these individuals (Werner et al. 2013). This may
lead to more severe problems (Turner 2012), reduced quality
of life, and increased direct and indirect costs for both the
individuals and their family. Seeking and obtaining suitable
help may reduce these negative consequences. The current
study focuses specifically on help-seeking in Israel, a coun-
try that is dominated mostly by Israeli Jews with Arabs con-
stituting the main minority group, making up 20.1% of the
general population (Israel Central Bureau of Statistics 2018).

Help-seeking refers to the search for assistance of both
formal and informal sources of help (Gourash 1978). At a
young aged it is the parents’, especially mothers’, role to
assist individuals with ID and dual diagnosis in searching for
appropriate services and sources of help (Weiss and Lunsky
2010). Studies have shown that although caregivers report
high levels of service needs (Weiss and Lunsky 2010), many
do not seek out services for their family member with an ID
(Einfeld et al. 2006). Research examining the factors that
influence these caregivers’ decision to seek help is relatively
scant (Douma et al. 2006b; Weiss and Lunsky 2010).

The socio-behavioral model (Andersen 1995) provides a
useful framework for understanding help-seeking processes.
The model assumes that use of services is dependent upon
the individuals’ intent to seek services (Godoy et al. 2014;
Spoth et al. 1997), which in turn is dependent upon predis-
posing and enabling (Andersen 1995) factors. Predisposing
factors are biological and social imperatives that include,
among others, beliefs and attitudes toward health and help-
seeking (e.g., fear of stigma) (Huynh et al. 2016). The roles
played by enabling factors and stigma in the help-seeking of
caregivers for individuals with ID and with dual diagnosis
have rarely been examined (Douma et al. 2006a; Weiss and
Lunsky 2010).

Enabling Factors and Help-Seeking

According to the socio-behavioral model (Andersen 1995),
enabling factors predict intentions to seek help and help-
seeking. Enabling factors can be attributes specific to the
caregiver (personal) or to the community (Andersen and
Davidson 1997), and they may encourage or discourage
an individual from using services (Keysor et al. 1999). At
the personal level, studies have considered the effect of the
child’s condition on the caregivers (Logan and King 2001),
the parents’ knowledge and understanding of the service
system (Douma et al. 2006b; Kerkorian et al. 2006; Sayal
et al. 2010; Weiss and Lunsky 2010), attitudinal and finan-
cial factors (MacNaughton and Rodrigue 2001), and previ-
ous experience seeking services (Cunningham and Freiman
1996; Owens et al. 2002).
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Community level attributes include the availability of
quality services and professionals in the vicinity, the cost
of services, and good client-therapist relationships (Douma
et al. 2006a; Iskra et al. 2015; Rawlinson and Williams
2000; Weiss and Lunsky 2010). Community level factors
are important because they may be amenable to change, and
may affect many families (Schraeder and Reid 2015).

The Role of Stigma in the Help-Seeking Process

The present study focuses on two types of stigma: family
and help-seeking. Family stigma (also known as “courtesy
stigma”) refers to negative attitudes held by others toward
families of someone with a disability (Ali et al. 2012; Stru-
ening et al. 2001). Research on family stigma with respect
to ID has produced mixed findings. Some researchers have
found that ID brings shame on families and fear that others
would regard them negatively (Weiss 2008), especially in
certain societies (McKonkey et al. 2016). The stigma is rein-
forced if the person with ID also has associated behavioral
challenges (Ingstad 2001). Stigma may lead families to dis-
tance themselves from the extended family, the community,
and potential services (Essop 2012; Haihambo and Lightfoot
2010; Foundation House & Centre for Multicultural Youth
2013; McCann et al. 2016). Other studies have found rela-
tively low to moderate levels of internalized stigma in fami-
lies, with variations according to disability type (Chiu et al.
2013; Mak and Cheung 2008; Mak and Kwok 2010; Werner
and Shulman 2015).

The pathway to help-seeking may also be shaped by
skepticism toward mental health service professionals and
toward the treatment offered (Harrison et al. 2004; Lauber
and Rassler 2007). Structural discrimination and paucity of
governmental and public support systems within the mental
health field were also recently found in a study conducted
within the Czech Republic (Krupchanka et al. 2018). Thus,
help-seeking stigma, or concern about the negative percep-
tion held by others regarding those who seek mental health
services, may discourage individuals from seeking services
(Corrigan 2004a; Mukolo et al. 2010). Additionally, indi-
viduals may also refrain from using help because of the fear
of receiving a formal diagnosis, a phenomenon known as
“label avoidance” (Corrigan 2004b).

Background Variables of the Help-Seeking Process

The socio-behavioral model identifies the recognition of
a problem as yet another predictor of help-seeking. Stud-
ies have shown that parents are more likely to seek ser-
vices for their child when they recognize a problem and
when the problem is severe (Godoy et al. 2014; Haines
et al. 2002; Thurston et al. 2015). Thus, we used the car-
egivers’ appraisal of the child’s problem (disability) as a
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background variable in the present study. We also used soci-
odemographic characteristics of parental age and parental
education as background variables. Education was selected
because studies have shown that parents with more educa-
tion may be more aware of the potential benefits of using
services, and may be less likely to attach stigma to help-
seeking (Godoy et al. 2014). Furthermore, older parents
were found to be more likely to seek services than younger
ones (Thurston et al. 2015).

Study Aims and Model Examined

To the best of our knowledge, no prior study has examined
predictors of help-seeking by family caregivers of individu-
als with ID and dual diagnosis based on the socio-behavioral
model, and the roles of stigma and of enabling factors have
not been previously examined from this perspective. There-
fore, the general aim of the present study was to examine
which variables predict help-seeking behaviors of paren-
tal caregivers of individuals with ID and dual diagnosis.
The study sought to find answers to the following ques-
tions: (a) Do help-seeking intentions predict help-seeking
among these caregivers? (b) Do family stigma, help-seeking
stigma, and enabling factors predict help-seeking behaviors?
(c) Which path best explains the association between these
variables? Specifically, is the relationship between help-
seeking intentions and behaviors better explained by a model
in which stigma and enabling factors serve as moderators or
as mediators?

Study Hypotheses

Figure 1 illustrates the model on which the study is based.
We examined the following hypotheses:

1. A positive association exists between help-seeking inten-
tions and behaviors.

2. A positive association exists between enabling factors
and help-seeking behavior. This association is mediated
by intentions to seek help.

3. A negative association exists between family and help-
seeking stigma and help-seeking behaviors. This asso-
ciation is mediated by intentions to seek help.

No clear hypothesis can be formulated based on the lit-
erature regarding the moderating role of stigma and enabling
factors in the relationship between intentions and help-seek-
ing in practice, but we tested whether such moderation exists
nevertheless.

Methods
Participants and Procedures

Participants were recruited through a convenience sample
of family (mainly parental) caregivers of individuals with
ID or dual diagnosis, aged 10-30 years (one caregiver for
each individual). The age range was selected for two rea-
sons: (a) to sample individuals whose parents are most likely
beyond the preliminary stages of coping with a diagnosis
of ID for their child; and (b) to sample parents who are still
most likely caregivers for their child with ID. Additionally,
this study was part of a larger research project in which we
sought to achieve a heterogeneous sample, and therefore we
oversampled individuals of Arab ethnicity. Differences in
service use between these populations will be described in
a separate paper.

Recruiting such a sample is a challenge, therefore we
resorted to various means of recruitment, including a list
provided by the National ID Registry in Israel, an Inter-
net-based digital questionnaire distributed through family
groups, newsletters, Facebook groups, special education
schools, departments of social services, two specialized
community clinics for the treatment of individuals with dual
diagnosis, and we used the snow-ball technique. In total, 195
family caregivers responded: 156 were interviewed face-to-
face, 31 answered the online version of the questionnaire,
five completed the questionnaire and returned it by mail, and
three were interviewed over the phone. Eight individuals
were removed because of missing data.

Fig-1 Studymodel Stigma:
- Family Stigma
Control variables: - Help-seeking
Psychopathology stigma

Parents’ age
Parents’
education

Intentionsto seek help Help-seeking behavior

- Personal

Enablingfactors:

- Professional

| ——

@ Springer



324 Administration and Policy in Mental Health and Mental Health Services Research (2019) 46:321-333

Power analysis using G*Power (Faul et al. 2009)
revealed that for a small-to-medium effect size of
f2=0.10, for nine predictors in a multiple regression,
a=0.05, and power =0.85, the required sample size is
184 participants.

The remaining 187 participants were parents, apart for
one aunt with whom the individual with ID resided. Of
the caregivers, 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) were 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, with average
income defined as around 15,000 NIS (equivalent to
approximately $4000) for the entire family.

Of the individuals with ID only, 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 Com-
mittee, the level of ID was reported as mild in 17.6% of
participants (n=33), mild-moderate in 10.7% (n=20),
moderate in 25.1% (n=47), moderate-severe in 2.7%
(n=35), and severe in 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 ID, 31 had a sensory impairment, and 40 had autism
spectrum disorders. Furthermore, 78.6% (n=147) of indi-
viduals had dual diagnosis and 21.4% (n=40) only ID,
diagnosed mainly based on the Developmental Behavior
Checklist, described below. No differences were found
between the ID and dual diagnosis groups in gender, age,
or level of ID.

Of the individuals, 90.9% (n=170) lived with their par-
ents, 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 spe-
cial 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% were in 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 Commit-
tee of the Paul Baerwald School of Social Work & Social
Welfare within the Hebrew University of Jerusalem. All
participants were asked to provide their consent before
their participation.
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Instruments

This article is based on the data collected in Israel as part of
a larger binational (Israeli and German) study. Instruments
were translated from English to Hebrew for the purpose of
the current study. Structured questionnaires collected the
following information.

Help-seeking behavior Caregivers were asked to answer
either yes or no to questions about their past use of a series
of 29 formal and informal services and sources of help (e.g.,
mental health professionals, general practitioners). Items
were adapted from the relevant literature, as well as from the
Actual Help Seeking Questionnaire (Rickwood et al. 2005),
the Perceived Availability of Services Scale (Corrigan and
Michaels 2012), from three preliminary focus groups con-
ducted by the researchers, and from the researchers’ own
knowledge. Internal consistency of the present scale was
good (Cronbach’s a=0.72).

Help-seeking intentions were measured by adapting the
above 29-item scale. Participants were asked to rate each of
the 29 possible sources of help according to the likelihood
that they would approach each one if their child had an emo-
tional, behavioral, or psychiatric problem. Each item was
rated on a 5-point Likert scale, ranging from 1 =Not at all
likely to 5 = Very likely. Internal consistency of the overall
scale was good (Cronbach’s «=0.90).

Preliminary factor analyses of the actual help-seeking
scale and of the help-seeking intentions scale revealed that,
in addition to the overall score, help-resources may be clas-
sified into four types: (a) frequent resources, which include
10 frequently used services (e.g., physician, school, local
social services); (b) mental health/ neurological resources,
which include five services (e.g., neurologist, psychiatrist);
(c) ID-specific resources, which include five services (e.g.,
ID diagnosis unit, sheltered workshop); and (d) informal
supports, which include four sources (such as support pro-
vided by friend and spouse).

Family stigma was measured by adapting the seven-
item Devaluation of Consumer Families Scale (Struening
et al. 2001), which measures the extent to which caregivers
believe that most people devalue families with an individual
with mental illness. In the current study, items were adapted
to relate to people with dual diagnosis. For example, “Most
people in my community would rather not be friends with
families that have a family member with ID and emotional,
behavioral, or psychiatric difficulties.” Items were rated on
a 5-point Likert scale, ranging from 1 = Strongly disagree to
5=Strongly agree, with higher scores indicating greater per-
ception of family stigma. Internal consistency of the origi-
nal (Cronbach’s a=0.71; Struening et al. 2001) and current
(Cronbach’s a=0.75) scales was good.

Help-seeking stigma was measured using eight items
derived from the Stigmatization subscale of the Parental
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Attitudes Toward Psychological Services Inventory (PAT-
PST; Turner 2012). These items rate the degree to which the
participants feel that stigma is attached to services or service
providers. For example, “I would not want to take the person
with an ID to a professional because of what people might
think.” Items were rated on a 5-point Likert scale, ranging
from 1 = Strongly disagree to 5 =Strongly agree, with higher
scores indicating greater perception of stigma. Internal con-
sistency in the previous (Cronbach’s a=0.88; Turner 2012)
and the current study (Cronbach’s a=0.80) was good.

Enabling factors This scale was developed for the present
study, based on the literature and on insights gained from
preliminary focus groups. Participants were asked to rate the
degree to which each of 14 possible enabling factors enabled
them to seek services. Items are rated on a 5-point Likert
scale, ranging from 1=Did not help at all to 5=1It helped
very much, with higher scores indicating a greater degree
of enabling help seeking. Factor analysis revealed that the
items represented two distinct factors. “Personal” enabling
factors included six items (e.g., knowledge about services,
previous experience in seeking help), and “professional”
enabling factors included seven items at the level of the
professional or the system (e.g., attitude of the professional,
services in the vicinity). Cronbach’s alphas were good for
the overall, personal, and professional scales (Cronbach’s
a=0.86, a=0.81, a=0.85, respectively).

Recognition of psychopathology The existence of psy-
chopathology was ascertained with the Short Form of the
Developmental Behavior Checklist (DBC-P, Taffe et al.
2007). This 24-item scale provides a brief measure of behav-
ioral and emotional problems of people with ID. Problems
observed in the preceding six months (e.g., bangs head) are
scored on a 3-point scale (0 =Not true, 1 =Somewhat or
sometimes true, and 2 = Very true or often true). The instru-
ment has been found to have high inter-rater reliability, test
re-test reliability, and internal consistency (Cronbach’s
a=0.94) (Einfeld and Tonge 2002). The total behavior prob-
lem score was calculated as a mean score for the 24 items.
The cut-off score for psychopathology was set at 0.48 (Taffe
et al. 2007). Internal consistency in the preset study was
found to be good (Cronbach’s a=0.87).

Sociodemographic background included parental age and
parental years of education.

Data Analysis

Data were analyzed with SPSS (ver 24.0) and AMOS (ver
24). Intercorrelations were examined between the study
variables, and multiple regressions were calculated for the
various dimensions of help-seeking behaviors. The research
model was examined with path analysis (AMOS ver 24),
controlling for psychopathology, parents’ age, and parents’
education. Control variables, independent variables, and

mediating variables were allowed to intercorrelate within
their own category. Control variables were allowed to inter-
correlate with all other variables as well. Selig and Preach-
er’s procedure with bootstrapping (Selig and Preacher 2008)
was used to examine possible mediated relationships. Mod-
eration was examined within the path analysis, and inter-
preted with simple slopes (Aiken and West 1991; Dawson
2014).

Results

Means, Standard Deviations, and Correlations
of Main Study Variables

Table 1 presents the means, standard deviations, and cor-
relations between the main study variables. Participants
reported very low levels of help-seeking stigma (M =1.32;
SD =0.48) and higher levels of family stigma (M =2.32;
SD =0.85), although these were still below the midpoint
of the scale ranging from 1 to 5. Rating of the enabling
factors was relatively high, with higher scores attributed to
professional (M =3.90; SD=0.88) than to the personal ena-
bling factors (M =3.59; SD=0.98; t=4.19, p<.001). Help-
seeking intentions (M =3.81; SD=0.79) and help-seeking
behaviors (M =0.65; SD=0.14) were also rated above the
mid-point of the scale.

Family stigma was negatively associated with personal
enabling factors (r=-.22, p<.01) and with professional
enabling factors (r=—.17, p<.01), and help-seeking stigma
was negatively associated with both personal enabling fac-
tors (r=—.21, p<.01) and help-seeking behaviors (r=—.23,
p<.01). Both personal and professional enabling factors
were found to be related to help-seeking behaviors (r=.30,
p<.001;r=.15, p<.05).

Higher levels of psychopathology (DBC scores) were
related to greater levels of family stigma (r=.29, p<.001),
lower levels of personal (r=—.34, p<.001) and professional
enabling factors (r=—.17, p<.05), and higher levels of
help-seeking intentions (r=.24, p<.001). Parents’ age was
negatively related to family stigma (r=—.25, p<.001) and
help-seeking intentions (r=—.30, p<.001). Parents’ years
of education were positively related to personal enabling
factors (r=.30, p<.001) and help-seeking behaviors (r=.19,
p<.01), and negatively associated with family stigma
(r=-.17, p<.05) and help-seeking intentions (r=—.33,
p<.001).

Table 2 shows the means and standard deviations of
each of the help-seeking behavior factors, and the correla-
tions between the factors. The highest degree of help-seek-
ing behavior was found for frequent services (M =0.87;
SD =0.14), followed by informal supports (M =0.68;
SD =0.25), and mental health/neurological services
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Range

Mean (SD)

Help- Help-

Enabling fac-

Enabling

DBC Parents’ age Parents’ education Family stigma Help-

Table 1 Means, standard-deviations, range, and correlations between main study variables
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seeking

seeking

tors (profes-
sional)

factors (per-
sonal)

seeking
stigma

behavior

intention

0-1.67

0.74 (0.40)
48.10 (8.03) 30-69

-0.01

0.11

024+

—-0.17*%

0.13
0.11

— 0,345

0.14

0.10

0.29%#:*

—0.36%%*
0.20%*

1

Psychopathology—DBC (0-2)

Parents’ age

0.

—-0.02
—-0.08

0.11

—0.25%%
-0.17*

12.84 (3.35) 1-24

0.19%*
-0.02

Parents’ education

2.32(0.85) 1.00-4.00

—-0.17*% 07

—0.06

— (.22
—0.21%%*

Stigma

1.32 (0.48) 1.00-3.50

—0.23%%*

—-0.10

Family stigma (1-5)

Help seeking stigma (1-5)

1.00-5.00
1.00-5.00

3.59 (0.98)
3.90 (0.88)

0.30%**
0.15%

-0.05
0.11

Enabling factors (total)

Personal (1-5)

Professional (1-5)

3.81(0.79) 1.88-5.00

0.09

Help-seeking intention (total; 1-5)
Actual help seeking (total; 0—1)

0.65 (0.14) 0.32-1.00

#p<.03; *#p<.01; #¥p < .001

(M =0.53; SD=30); the lowest degree of utilization was
for ID-specific sources (M =0.34; SD=0.26; F(5)=314.82;
p <.001). Low-to-moderate associations were found between
all but one of the factors, ranging between 0.14 and 0.74.

Testing of the Research Model

The research model was tested using path analysis (AMOS
ver 24), as shown in Fig. 2 and Tables 3 and 4, control-
ling for psychopathology, parents’ age, and parents’ edu-
cation. The study model was found to fit the data well:
x? (26)=27.67, p=.375, NFI=0.894, NNFI=0.983,
CFI=0.992, RMSEA=0.019. As shown in Table 3 and
Fig. 2, help-seeking behavior was positively related with
intentions to seek help and with personal support, and neg-
atively related with help-seeking stigma. The intention to
seek help was positively related with professional support,
and negatively related with help-seeking stigma. Family and
help-seeking stigma were negatively related with personal
support, and family stigma was negatively related with pro-
fessional support as well.

The model involving the significant relationships was
found to fit the data as well: X2 (31)=27.67, p=.384,
NFI1=0.875, NNFI=0.985, CFI=0.992, RMSEA=0.017.
As shown in Table 4, several indirect relationships involv-
ing help-seeking behavior and intentions to seek help on
one hand, and stigma and social support, on the other hand,
were significant.

Table 3 and Fig. 2 suggest that professional enabling fac-
tors may mediate the relationship between family stigma
and the intention to seek help, that personal enabling fac-
tors may mediate the relationship between family stigma and
help-seeking behaviors, and that personal enabling factors
may mediate the relationship between help-seeking stigma
and help-seeking behaviors. Intentions to seek help may
mediate the relationship between help-seeking stigma and
help-seeking behaviors, as well as the relationship between
professional enabling factors and help-seeking behavior.

We examined these possible mediations with Selig and
Preacher’s Monte Carlo method for assessing mediation with
bootstrapping (Selig and Preacher 2008). Table 5 shows all
the significant mediated relationships found. Note that lower
family stigma was related to higher professional enabling
factors, which in turn was related to higher intention to seek
help. Similarly, lower family stigma was related with higher
personal enabling factors, which in turn was related with
higher help-seeking behaviors. Lower help-seeking stigma
was related with higher personal enabling factors as well as
with higher intention to seek help, which in turn were related
with higher help-seeking behaviors. Finally, higher profes-
sional enabling factors were related with higher intention
to seek help, which in turn was related with higher help-
seeking behaviors.
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Table 2 Correlations between help-seeking behavior factors (n=187)
Help-seeking behaviors
Frequent Mental health/neuro-  ID-specific sources Informal sources Overall help Mean (SD)
sources logical sources seeking
Frequent 1 0.20%* 0.38%%* 0.14* 0.69%#* 0.87 (0.14)
Mental health/neu- 1 0.20%* 0.09 0.60%** 0.53 (0.30)
rological
ID-specific 1 0.34#5%% 0.74%%* 0.34 (0.26)
Informal 1 0.52%%#* 0.68 (0.25)
Overall 1 0.65 (0.14)
*p<.05; #p<.01; **¥*p<.001
Fig.2 Path analysis for the
research model. *p <.05; Family stigma
*#p <.01; **¥*p < .001. Psy-
chopathology, parents’ age, o1+
and parents’ education served L1 0
as control variables, which are -.18%
excluded from the figure for rea- 207
sons of clarity. Values on arrows Personal enabling
are p values; valu;,s within the factors (.06) Intentions Help-seeking
parenthesis are R 15% .
to seek behaviors
help (.08) (.20)
Professional enabling
-14% factors (.04)
p
Help-seeking
stigma
;able 3 D'%rect relati.onships DV (R?) v B SE P
etween stigma, social support,
intei?tion t(;lsefek help, and help- Personal enabling factors (0.06) HS stigma —0.138 0.069 0.047
secking behavior (V=187) Family stigma ~0206 0070 0.004
Professional enabling factors (0.04) HS stigma —0.044 0.076 0.549
Family stigma —0.183 0.074 0.013
Intention to seek help (0.08) HS stigma —-0.157 0.066 0.014
Family stigma 0.109 0.073 0.131
Personal enabling —-0.081 0.076 0.269
Professional enabling 0.207 0.069 0.003
HS stigma X professional enabling —-0.129 0.070 0.049
HS behavior (0.20) HS stigma —-0.225 0.009 0.001
Family stigma 0.060 0.009 0.388
Personal enabling 0.218 0.010 0.003
Professional enabling 0.014 0.010 0.854
Intention to seek help 0.149 0.009 0.034
Personal support X Intentions to seek help ~ 0.206 0.010 0.002

DV dependent variable, IV independent variable, HS help seeking, R? percent of explained variance
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Table 4 Indirect relationships
between stigma and enabling
factors, and between intention
to seek help and help-seeking
behavior (N=187)

Table 5 Indirect effects of

stigma and social support on
intention to seek help and help-
seeking behavior (N=187)

DV (R?) v Standardized indi- SE p
rect effect

Intention to seek help (0.08) Family stigma —0.030 0.017 0.015

HS behavior (0.20) Family stigma —0.049 0.021 0.005
HS stigma —0.048 0.023 0.014
Professional support 0.025 0.018 0.023

DV dependent variable, IV independent variable, HS help seeking, R? percent of explained variance

DV (R?) Mediator v 95% CI

Intention to seek help (0.08) Professional support Family stigma —0.068, —0.0035

HS behavior (0.20) Personal support Family stigma —0.013, —0.0012

Personal support
Intention to seek help

Intention to seek help

—0.0092, —0.0001
—0.0074, —0.00006
0.00006, 0.0081

HS stigma
HS stigma
Professional support

DV dependent variable, IV independent variable, HS help seeking, R? percent of explained variance
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3.8 1

ﬂl

3.4 A

Intentions to seek help

3.2 1

low professional EF high professional EF

—+—lowHS stigma  --#-- high HS stigma

Fig.3 Help-seeking stigma as a moderator between professional sup-
port and intention to seek help. EF enabling factor

In the final step, two moderated relationships were found
to be significant. First, help-seeking stigma was found to
moderate the relationship between professional enabling fac-
tors and intentions to seek help. Interpreting it with simple
slopes (Aiken and West 1991; Dawson 2014) revealed that
the slope for low stigma was significant (coefficient=0.28,
t=3.59, p<.001), whereas the slope for high stigma was
non-significant (coefficient=0.003, t=0.03, p=.972), as
shown in Fig. 3. In other words, higher professional sup-
port is related to higher intention to seek help for low help-
seeking stigma.

Second, personal support was found to moderate the rela-
tionship between intention to seek help and help-seeking
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to seek help

——low personal EF
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Fig.4 Personal support as a moderator between intention to seek help
and help-seeking behavior

behavior. Interpreting it with simple slopes (Aiken and West
1991; Dawson 2014) revealed that the slope for high per-
sonal support was positive and significant (coefficient=0.06,
t=4.02, p<.001), whereas the slope for low personal support
was non-significant (coefficient = —0.02, r = — 1.43, p=.156),
as shown in Fig. 4. In other words, higher intention to seek
help is related to higher help-seeking behaviors for high per-
sonal support.
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Discussion

The study adapted the socio-behavioral model to examine
help-seeking behavior of family caregivers of individuals
with ID and of those with dual diagnosis. We examined the
association between the intention to seek help and help-
seeking behavior, as well as the role of family and help-
seeking stigma, and of personal and professional enabling
factors in the help-seeking process.

Findings show that the conceptualization of the socio-
behavioral model is useful for understanding this area of
help-seeking, which has not been previously examined
using this model. Specifically, (a) intentions to seek help
predicted help-seeking behavior; (b) help-seeking stigma,
but not family stigma, predicted help-seeking; (c) per-
sonal enabling factors, and to a lesser degree professional
enabling factors, predicted help-seeking; (d) personal
enabling factors mediated the relationship between both
family stigma and help-seeking stigma on one hand, and
help-seeking behavior on the other; (e) intentions mediated
the association between both help-seeking stigma and pro-
fessional enabling factors on one hand, and help-seeking
behavior on the other; (6) personal enabling factors moder-
ated the relationship between help-seeking intention and
behavior.

We discuss three main issues based on these findings:
the roles of intentions, enabling factors, and stigma in the
help-seeking process.

The Role of Intentions in the Help-Seeking Process

Consistent with Andersen’s socio-behavioral model
(Andersen 1995) and with studies conducted in other fields
(Godoy et al. 2014; Spoth et al. 1997), our findings show
that intention to seek help of family caregivers of individuals
with ID and dual diagnosis predicted help-seeking behav-
iors. The intention to seek help was found to mediate the
association between help-seeking stigma and help-seeking
behaviors, such that higher help-seeking stigma predicted
lower intention, which in turn predicted lower help-seeking
behaviors. Finally, intention to seek help was found to medi-
ate the association between professional enabling factors and
help-seeking behaviors. These findings provide support for
the conceptualization of the help-seeking process whereby
the intention to seek help is a predictor of help-seeking.
Nevertheless, it is also important to note that the associa-
tion between intentions and help-seeking behaviors was not
very strong, pointing towards the greater importance of other
variables, such as personal enabling factors and help-seeking
stigma as well as, possibly, additional variables that were not
examined in the present study.

The Role of Enabling Factors in the Help-Seeking
Process

Although a slightly higher mean was reported for pro-
fessional than for personal enabling factors, the latter
appeared to be a more important predictor of help-seeking
behavior. Professional enabling factors did predict help-
seeking intent, but not help-seeking behaviors. Put differ-
ently, although personal enabling factors did not directly
predict intention to seek help, they did predict help-seek-
ing behaviors. Personal enabling factors moderated the
relationship between intention and help-seeking, such
that for higher (but not lower) personal enabling factors, a
relationship existed between intention and help-seeking.
Personal enabling factors also acted as a mediating vari-
able in the relationship between help-seeking stigma and
help-seeking, such that lower levels of help-seeking stigma
predicted more personal enabling factors, which in turn
predicted more help seeking. Finally, personal enabling
factors acted as a mediating variable in the relationship
between family stigma and help-seeking behaviors, such
that lower family stigma predicted greater personal ena-
bling factors, which in turn predicted greater help-seeking
behaviors.

Two complimentary explanations are possible for these
results. First, family caregivers appear to rely on their own
strengths and previous personal experiences with help-
seeking as factors that enable them to seek services, more
than they rely on the professional’s attitudes and knowl-
edge. This explanation is consistent with the theory of
planned behavior (Ajzen 2002), according to which one of
the main predictors of behavioral intention is self-efficacy
or the confidence that one feels about engaging in a par-
ticular behavior (Bandura 1986). Self-efficacy has been
found to be a more significant predictor of behavior than
professional support (Twyford and Lusher 2016), suggest-
ing that individuals seek help if they have confidence and
feel that they have internal control over the help-seeking
behavior (Twyford and Lusher 2016). Thus, internal con-
trol appears to be more important for help-seeking rather
than external control, such as close-by services or knowl-
edge and attitude of the professional.

A second associated explanation is that external pro-
fessional enabling factors may be considered to be char-
acteristics that are beyond the individuals’ ability to con-
trol or change. This is especially true of public services
over which individuals have no personal control as they,
usually, can not chose the specific professional to turn to.
Thus, families may seek help regardless of how they per-
ceive these professionals and their abilities because they
cannot see an alternative to a professional or to certain
services.
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The Role of Stigma in the Help-Seeking Process

Although participants reported higher levels of family
stigma than help-seeing stigma, and although a higher
degree of psychopathology was found to correlate with
greater family stigma, the latter nevertheless seemed a
more important predictor in the help-seeking process.
Family stigma was not found to be directly related to inten-
tion to seek help or to help-seeking behaviors, whereas
help-seeking stigma was related to both intention to seek
help and help-seeking behaviors. Help-seeking stigma also
acted as a moderating variable in the relationship between
professional enabling factors and intent to use services,
such that when stigma was low, a positive association was
found between professional enabling factors and intention
to seek help.

These findings show that family stigma was less impor-
tant for help-seeking than the additional stigma associated
with seeking mental health services. The finding may be
related to the notion of “double stigma” (Mizock 2012),
according to which families may fear that greater stigma
will attach to them if they seek services. Families may
feel that stigma associated with services is an additional
type, above and beyond the family stigma. The fear of
exposing the individual and the family to a double stigma
is not unrealistic, studies having shown that even profes-
sionals held a higher degree of stigmatic attitudes toward
individuals with greater psychopathology (Werner and
Araten-Bergman 2017).

Study Limitations and Future Studies

First, the study was based on a convenience sample.
Although we used various techniques of recruitment, con-
venience samples risk missing individuals who are not in
contact with any kind of service. Second, the study focused
solely on Jewish and Arab participants living in Israel which
may not be representative of stigma and help-seeking across
other cultures. Third, the study was based on a measure of
current psychopathology. Thus, it is not inclusive of indi-
viduals that may have faced psychopathology and sought
services in their past. Fourth, we measured help-seeking
stigma as an overall construct. Future studies should exam-
ine stigma attached to specific services and inquire which
services are perceived as more stigmatic by families. Fifth,
the study did not investigate the objective usefulness of the
services provided. This is an aim for future studies that could
also conduct in-depth interviews regarding service use.
Finally, some of the measures utilized were modified by the
research team for the purpose of the current study. Thus, the
extent to which reliability and validity of these measures was
affected may bias the results in unknown ways.
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Conclusions and Implications

The study has several important theoretical and practical
implications. Theoretically, it extends the use of the socio-
behavioral model to a field of research in which it has not
been previously applied. The study also introduces both
family and help-seeking stigma as constructs that require
attention in the help-seeking process.

The results of the study stress the importance of con-
tinuing the engagement of families in the course of the
help-seeking process. As families do not always seek for
services, it is important that professionals that are cur-
rently involved with the families, such as the social worker
or the general practitioner help enhance the families’ sense
of self-efficacy in their help-seeking process, and empower
families to feel that the help-seeking process is under their
control. This is possible to achieve by providing families
with knowledge about various services and about how to
find them, and by making the process a positive experi-
ence. By meeting with other family caregivers and profes-
sionals, family caregivers can gain a stronger feeling that
they are taking the lead in these processes, which allow
for their autonomous decisions. At the same time, there
is a need to strengthen the relationship between family
members and professionals. Even public services should
provide family members the opportunity to meet various
professionals and select those with whom they feel most
comfortable. This would enable family members to gain
a sense of positive team work rather than a feeling that
professional attributes are beyond their control. At the
same time it should be acknowledged that professionals
working with individuals with ID and psychopathology
are relatively few. Therefore, families should be clearly
advised as to those professionals that are experts in the
fields. At the same time, more should be done to train
more knowledgeable professionals. Specifically, more
training and knowledge should be provided to profession-
als working with individuals with ID and their families in
assisting them to meet their needs. Finally, professionals
working with families should be aware of the factors that
facilitate families’ help-seeking processes. This would
make professionals aware of the important role they play
in helping families understand this process from the early
stages, when the children are still young, and throughout
their lives. Specifically, it is important that professionals
understand that stigma and especially structural discrimi-
nation evident within the current service system may deter
families from seeking services.
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