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Abstract

Families play an important role in the lives of people with intellectual disability as
they do for everyone. However, little research has addressed the views of people
with intellectual disability about their families by using self-report. Individual family
members may hold different views about their family relationships. Therefore, we
used a social capital theoretical perspective to examine (a) how perceptions of people
with mild intellectual disability (MID) about their family support networks compare
to those of their family members and (b) what factors are associated with any diverg-
ing perceptions. Randomly selected participants with MID (n = 111) and their family
members (n = 111) were interviewed individually at their homes using the Family
Network Method—Intellectual Disability (FNM-ID). The FNM-ID examines how peo-
ple define their family groups and how they perceive existing supportive relation-
ships within this group. The findings showed that participants with MID perceived
that they had somewhat denser family networks (i.e., bonding social capital) than
family members perceived them to have and were more likely to report bridging so-
cial capital. They reported more relationships that involved them providing support
to family members. This difference in estimation was greater when the participant
with MID displayed higher levels of externalizing behaviour problems. They also per-
ceived more reciprocity in their relationships with family. No differences were found
in the estimated numbers of significant family members and relationships in which
support was received. It is concluded that people with MID and their family members
have different perceptions on several aspects of the family support network. Family
professionals and services should seek the views of people with intellectual disability

and their family members when carrying out assessments or organizing supports.
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emotional support, family relationships, perceptions, reciprocity, social capital, social

networks
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people with MID.

MID.

ing behaviour.

1 | INTRODUCTION

The informal supportive networks of people with mild intellectual
disability (MID) have become increasingly important in a time of aus-
terity and cuts to services. However, the levels of informal support
provided to people with MID are often low (Sanderson et al., 2019).
Their informal support networks are found to mainly consist of family
members (Van Asselt-Goverts et al., 2013), with parents as the main
provider of practical (Sanderson et al., 2017) and emotional support
(Giesbers et al., 2020a). Accordingly, due to cuts to services, people
with MID have become more reliant on their families for their sup-
port (e.g., Malli et al., 2018), and families may play an important role
in facilitating the social participation and inclusion of people with
MID (Simplican et al., 2015). As such, the research literature requires
a theoretical foundation and associated method to build knowledge
on the supportive resources within families of people with MID.

Several studies have shown that social capital is a useful theo-
retical framework to examine support in the family relationships of
people with MID (Giesbers et al., 2019; Kramer et al., 2013; Widmer
et al., 2013). Broadly defined, social capital is about human relation-
ships and networks (Bourdieu, 1986). There has been much debate
on what constitutes social capital and how it should be measured
(Tzanakis, 2013), though there seems to be a growing consensus that
“social capital stands for the ability of actors to secure benefits by
virtue of membership in social networks or other social structures”
(Portes, 1998, p. 6). Social capital centres on the mutual exchange of
supports or resources (i.e., reciprocal supportive relationships) be-
tween network members (Bullen & Onyx, 1999). The social capital
available to individuals has been frequently linked to factors such as
the individual's sex (e.g., Van Emmerik, 2006), subjective well-being
(e.g., Umberson & Montez, 2010), and internalizing and externalising
behaviour problems (e.g., McPherson et al., 2014).

As families are social structures in which supportive relation-
ships are typically provided, they are considered a significant source
of social capital (Furstenberg & Kaplan, 2004). The two main types
of social capital are relevant with respect to family networks: bond-

ing and bridging social capital. Bonding social capital refers to a

What this paper adds?

What is known about this topic?

e People with MID have become more reliant on their families for their support.

e Previous family research has tended to focus on the perceptions of family members of

e Perceptions about the family are often not shared by individual family members.

e Participants with MID and their family members held similar views about supportive re-
sources available to the person with intellectual disability
e They differed in their views about the support that was contributed by the person with

e This difference was greater when the person with MID displayed higher levels of externalis-

family with a high density of relationships in which all or most family
members are interconnected (Coleman, 1988). As dense networks
enhance expectations, obligations, and trust among members, sup-
port within such a network becomes collective. Bridging social cap-
ital refers to weaker connections between subgroups of a network
that give some members (i.e., brokers) the potential to mediate the
flow of resources between family members (Burt, 1995). A “broker”
role may lead to feelings of autonomy, competence, and control
(Burt, 1995).

To characterize individuals' perceptions of their social capi-
tal, Krackhardt (1987) conceptualized social networks as cognitive
structures, based on the assumption that “perceptions are real in
their consequences, even if they do not map one-to-one onto ob-
served behaviors” (p. 128). By defining social networks as cognitive
structures, the focus is not on the actual configuration of relation-
ships surrounding individuals, but on the pattern of relationships as
perceived by the different individuals. It is assumed that family net-
work data from a single informant may be the idiosyncratic view of
that individual family member, rather than a consensual reflection
from multiple family members (Bartle-Haring et al., 1999). As such,
Krackhardt's (1987) conceptualization stresses the importance of
gaining insight into the individual's perception of their family rela-
tionships, and underlines the importance of including the percep-
tions of people with intellectual disability themselves.

When examining the family-based social capital of people with
MID from their own perspective, people with MID reported fewer
family relationships with given and received support than people with-
out disability (Widmer et al., 2008). Their family support networks
were also less dense (i.e., bonding social capital), and they had a less
central position in their network (i.e., bridging social capital). These
findings imply that their family-based social capital is lower on aver-
age, and this finding was even stronger for those who also have psy-
chiatric problems (Widmer et al., 2008). However, people with MID
may experience different types of family networks with different lev-
els of social capital. For one, their family support networks may be de-
pendent on living situations (Kozma et al., 2009; Widmer et al., 2013).

For example, people with MID who lived in community settings had a
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larger share of professionals and friends in their family network than
those who lived with their parents (Widmer et al., 2013).

Thus, previous research has included the perceptions of people
with MID about their family support experiences. Even though family
data derived from people with MID themselves is of great value, as
stated, a perspective from a single informant within the family may be
the view only of that individual family member. Several studies have
shown that perceptions about the family are often not shared, and
that family members experience the same events in different ways
(Henggeler et al., 1987; Jager et al., 2012, 2014; Van Heel et al., 2019).
For example, Henggeler et al. (1987) assessed intrafamilial agreement
concerning three dimensions (i.e., affect, conflict, dominance) of family
relations and found that individual family members' reports showed
low-moderate agreement. Moreover, Jager et al. (2012) demonstrated
that each family member's unique perspective on family dysfunction
was associated with his or her own adjustment.

These findings underline Barnes and Olson's (1985) idea that it
may be advantageous to examine the extent that informants differ
in their views of family relations, as the description of these differ-
ences may advance our understanding about the nature of family
functioning. Therefore, it is of interest to explore differences in the
perceptions of people with MID and their family members about
their family relationships and social capital, to examine the extent
of (dis)agreement between family members and the extent to which
they share a reality. Widmer et al. (2010) found that, compared with
a non-clinical sample, 17 people with MID and psychiatric disorders
perceived less support within their families. Their family members
held the same view about a lack of family support. However, there
were also differences in the perceptions of people with MID and
their family members; family members perceived the family net-
work to be smaller and denser than people with MID perceived.

Widmer et al.'s study (2010) focused on a relatively small, purpo-
sive sample of people with MID and psychiatric disorders residing in a
psychiatric unit of a hospital. Our study adds to this previous work by
recruiting a much larger and randomly selected sample of 111 people
with MID (and a family member) with, but also without, comorbid psy-
chopathology, who received support of mainstream intellectual disabil-
ity services. All participants with MID lived apart from their birth family.
Moreover, our study explored factors associated with any divergence
in perceptions of the person with MID and their family member.

Specifically, the first aim of the study was to examine support in
the family networks of a randomly selected sample of people with
MID, by assessing both their own perceptions, and the perceptions of
their family members about the network of the person with MID, and
comparing both perceptions on key social capital measures. Second,
this study aimed to explore factors associated with any divergence
in perceptions of the person with MID and their family member to
obtain a broader understanding of the nature of converging versus
diverging perceptions. Potential correlates of divergence in percep-
tions were factors commonly associated with social capital in general:
sex (e.g., Van Emmerik, 2006), subjective well-being (e.g., Umberson
& Montez, 2010), and internalizing and externalising behaviour prob-

lems (e.g., McPherson et al., 2014), and the social capital of people
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with intellectual disability in particular: type of support/living setting
(Kozma et al., 2009), and the number of years living apart from family
with the support of a service provider (Widmer et al., 2013).

2 | METHOD
2.1 | Participants

Participants were people with MID (IQ 50-70; n = 111) and their
family members (n = 111). Inclusion criteria for people with MID
were (a) MID (IQ 50-70) initially according to file records (later con-
firmed), (b) aged 18-40 years, and (c) receiving professional sup-
port at least once a week for a minimum of 6 months. The limit for
inclusion was set at 40 years old, since parents of older individu-
als are likely to be elderly and less able to provide support (Grey
et al., 2015). Living with their birth family was an exclusion criterion
for participants, as family support is found to be associated with liv-
ing situation (Widmer et al., 2013). Family members were selected by
the participants with MID based on the criterion that they felt this
family member could best be questioned about their family support
experiences. Key support workers (who had supported the individual
for at least 6 months) were included in the study as proxy informants
on the emotional and behavioural problems of the participants with
MID. Demographic characteristics of the three participants groups
are described in Table 1 (participants with MID) and Table 2 (family

members and key support workers).

2.2 | Measures
2.2.1 | Family networks

Participants with MID and family members were interviewed indi-
vidually using the Family Network Method—Intellectual Disability
(FNM-ID; Giesbers et al., 2019). The FNM-ID is designed to map
the family network and to identify significant family members, as
well as family members who provide emotional support. Consistent
with the FNM-ID procedure described in Giesbers et al. (2019), par-
ticipants with MID were asked about their perception of their fam-
ily support network. Family members were interviewed about their
perception of their relative's support network.

The FNM-ID has four main steps. First, participants are in-
structed to map the family network. The term ‘family’ is not defined
by the researcher; participants are told to use their own definition
of ‘family’ and define who they consider to be their (or their rela-
tive's) family. Second, participants are invited to define significant
family members (according to their own definition) from those listed
in the first step. The third step concerns questions about emotional
support provision. Participants not only estimate their own relation-
ships with their family members by asking them “If you are feeling
‘out of sorts’, who is there for you?” (or in case of family members:

The relationships between their relative and their family members),
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TABLE 1 Demographics of participants with MID (N = 111)

Variable n (%) M (SD)
Gender

Male 62 (55.9)

Female 49 (44.1)
Age in years 28.4 (6.08)
Cultural background

Dutch 105 (94.6)

Other 6(5.4)
Living setting

Community-based setting 94 (84.7)

Facility 17 (15.3)
Living situation

Together with other service users 69 (62.2)

Individually 35(31.5)

Together with a partner 4 (3.6)

Other 3(2.7)
Additional diagnoses

Yes 50 (45.5)

No 60 (54.5)

Unknown 1(0.9)
Additional diagnoses specified

Autism 26 (23.4)

Disorder of impulse- or aggression 9 (8.1)

regulation

Genetic syndrome 7 (6.3)

Personality disorder 6(5.4)

Attention deficit hyperactivity 5(4.5)

disorder

Attachment disorder 4(3.6)

Post-traumatic stress disorder 2(1.8)

Other 5(4.5)
Physical impairment

Yes 28(25.2)

No 83(74.8)
Sensory impairment

Yes 15 (13.5)

No 96 (86.5)
Years of living apart from family 10.6 (6.19)

but also the relationships existing among all family members (e.g.,
“When grandpa is feeling ‘out of sorts’, who is there for him?”). Key
demographic characteristics of all the listed family members (e.g.,

gender, age, place of residence) are also collected.

2.2.2 | Subjective well-being

A Dutch version of the Personal Wellbeing Index-Intellectual
Disability (PWI-ID; Cummins & Lau, 2005) was used with the

participants with MID. The PWI-ID contains seven satisfaction items
rated on a five-point Likert scale, each corresponding to a quality of
life domain (i.e., satisfaction with standard of living, health, achieving
in life, relationships, safety, community-connectedness, and future
security), and one question about “satisfaction with life as a whole”.
McGillivray et al. (2009) reported a Cronbach's alpha of 0.76 and the
domains form a single stable factor that predicts over 50% of the var-
iance in “satisfaction with life as a whole”. Within the current study,

the sum score of the seven quality of life domains was used.

2.2.3 | Cognitive ability

Two subtests (i.e., vocabulary and matrix reasoning) of the Dutch
Wechsler Adult Intelligence Scale (WAIS-IV-NL; Wechsler, 2012)
were administered to participants with MID only. These two WAIS-
IV-NL subtests correspond with the two-subtest form of the Wechsler
Abbreviated Scale of Intelligence (WASI-II; Wechsler, 2011). As no
Dutch WASI-Il is available, an estimation of 1Q scores was made based
on the subtest standard scores of the two corresponding WAIS-IV sub-
tests. When both WAIS-IV-NL standard scores were indicative of a level
of cognitive ability above or below the MID range (taking the standard

error into account), a participant was considered to not have MID.

2.2.4 | Behavioural and emotional problems

The Dutch Adult Behaviour Check List (ABCL; Achenbach &
Rescorla, 2003) was completed by the key support workers. The
ABCL consists of 118 items (using a 3-point scale) and examines a
broad range of behavioural and emotional problems. We used the
scales concerning internalizing behaviour (i.e., anxious/depressive
problems, somatic complaints, and withdrawn behaviour) and ex-
ternalizing behaviour (aggressive behaviour, rule-breaking behav-
iour, and intrusive behaviour). Psychometric data suggest that this
instrument can be used with people with MID (Cronbach's alpha
ranged from 0.69 to 0.95 (M = 0.84), interrater reliability ranged
from 0.57 to 0.76 (mean ICC = 0.68; Tenneij & Koot, 2007).

2.3 | Procedure

Ethical approval was obtained from the Ethical Review Board of
Tilburg University. Participants with MID were recruited from five
intellectual disability services in the Netherlands. To increase the
representativeness of the sample, participants who met inclusion
criteria were randomly selected from each service provider using
a stratified sampling procedure (i.e., stratified by service provider).
Service providers were asked to determine the total number of their
service users who met the inclusion criteria of the study. From each
service provider, 10% of their service users who met inclusion criteria
participated in the study to reach the target number of about 150

participants (see Figure 1 for an overview of the sampling procedure).
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TABLE 2 Demographics of family
members (N = 111) and key support
workers (N = 111)

Variable

Gender

Age in years

Cultural background

Relation to the
participant with
MID

Years of working
in the field of
intellectual
disability

Educated in the field
of social work/
health care

Level of education in
social work/health
care

Total target population people with mild intellectual
disability (N = 1500)

I

Non - response

(n=204)

Total number of approached people with mild
intellectual disability (7 = 354)

!

Excluded participants because no family member

Total number of participants with mild intellectual

standard scores / outlier data (n = 9)

participated: | disability
+ No permission to approach family (n = 11) (n=150)
+ Non-response family (7 = 19)
Excluded participants based on WAIS-IV subtest <

Number of complete dyads (7 = 120)

l

Total number of dyads included in the analysis (n =
111)

FIGURE 1 Overview of the sampling procedure

345
R iy

Family members Key support workers

Category n (%) M (SD) n (%) M (SD)
Male 37(33.3) 21(18.9)
Female 74 (66.7) 90(81.1)
55.7 (11.65) 41.2 (10.66)

Dutch 104 (93.7)
Other 7 (6.3)
Mother 55 (49.5)
Father 25(22.5)
Sibling 15 (13.5)
Extended 5(4.5)

family
Foster 5(4.5)

parents
Step parents 3(2.7)
Friends 2(1.8)
Partner 1(0.9)

18.2 (10.43)
Yes 104
(93.7)

No 6(5.4)
Unknown 1(0.9)
Intermediate 67

vocational (60.4%)

training
Higher 37

education (33.3%)

Participants with MID were always approached in consultation
with their key worker. The researcher contacted the key workers by
telephone and sent an information letter to the key workers to dis-
cuss with the potential participants. In total 150 participants with
MID participated.

For the service users who were willing to participate in the study,
an appointment was made at their home or another location they
preferred. Participants with MID were visited individually by a re-
searcher (the first or fifth author, or a research assistant) for 45-
60 min per visit. In a few cases (6.7%), not all measures could be
completed during one visit (participants showed signs of distractibil-
ity or fatigue, or asked to complete the measures at another time),
and a second visit was needed. To ensure that participants with MID
were able to give their informed consent, a standard consent proce-
dure was followed (Arscott et al., 1998).

After consent was obtained, the WAIS-IV-NL subtests were admin-
istered. Second, demographic information was gathered using a com-

puter administered set of questions (after the visits, with the consent of
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participants, the researcher contacted the psychologist or key worker
for each participant with MID to ask for possible additional, official
diagnoses). Third, the PWI-ID was computer-administered to partici-
pants, using the same procedure. The main task was completed last and
involved interviewing the participants about their family network using
the FNM-ID, following the prescribed interview protocol (Giesbers
et al,, 2019), and all FNM-ID interviews were audio recorded. At the
end of the FNM-ID interview, participants were asked to select one
of their family members, and were asked permission to approach that
family member to participate in the study. Eleven participants did not
give their permission to invite a family member for participation.

An information letter was sent to the selected family members and
the researchers contacted them by telephone to explain the study. If a
family member was willing to participate, an appointment was sched-
uled at their home or on the service provider's premises. Of the 150
family members that could potentially participate in the study, 139 were
invited to participate, and 120 participated (80.0%). Reasons for non-
response included protracted illness of a family member, the expected
burden of participation was perceived as too high, or family members
had no interest in the study. Family members were visited individually
45-60 min. After informed consent was obtained, family members were
questioned about their perceptions of their relative's network. Key de-
mographic information about the family member was also collected.

For each participant with MID, the key support worker was in-
vited by the research team (with the consent of the participant with
MID) to complete the ABCL as a proxy informant. Proxy-report in-
stead of self-report was used to reduce the demand placed on par-
ticipants with MID. After informed consent was given, the ABCL was
computer-administrated.

The current analysis only included data from dyads of participants
with MID and their family members. Data from an additional nine
participants were excluded from the study because both WAIS-IV-NL

TABLE 3 Overview of the computed social network measures

Network measures—
full network Size

Network measures— Size

significant network Density

standard scores were indicative of a level of cognitive ability above or
below the MID range. In addition, data from the FNM-ID for one par-
ticipant were excluded from the study; scores on all but one measures
were found to be extreme outliers (3 SDs or more above the mean).
Therefore, 111 complete dyads of people with MID and family mem-
bers were included in the current analysis (see Figure 1).

2.4 | Data analysis

2.4.1 | (Group differences in) social
network measures

Family network data were analysed using UCINET (Version 6.623;
Borgatti et al., 2002). First, several social network measures, of inter-
est from a social capital theoretical perspective, were computed (see
Table 3). In a second step, Paired samples t-tests were conducted
to examine differences in the characteristics of the family networks
perceived by the participants with MID and their family members. A
standardized mean difference effect size for paired designs, d was
calculated using t[2(1 - r)/n]*/? (Dunlap et al., 1996). A conservative
0.80 was used to estimate r. For the interpretation of the effect size,
d = 0.2 was considered a small effect size, d = 0.5 represents a me-

dium effect size, and d = 0.8 a large effect size (Cohen, 1988).

2.4.2 | Associating factors with diverging
perceptions

As this study focused on factors that may account for divergence in
perceptions of people with MID and their family on key social capital
measures, dyad difference scores were calculated for the measures

Number of listed family members

Number of significant family members

The number of relationships between network members compared to the maximum

possible numbers of relationships that could theoretically exist between all family
members. In highly dense connected family networks, most or all family members are
connected with each other, providing a bonding type of social capital.

Dyad reciprocity—all
relationships

Individual family In-degree
network measures for Out-degree
people with MID

Betweenness
centrality

The number of dyads in the network with reciprocal relationships, divided by the total
number of adjacent dyads in the network

Number of relationships in which the person with MID receives support
Number of relationships in which the person with MID provides support

Quantifies the number of times the person with MID acts as a bridge along the shortest
path between two other network members. That is, the number of pairs of family

members an individual would have to go through to reach another (in the minimum
number of steps), thereby describing the intermediary position of a person in the family
network. Family members with a high betweenness centrality mediate the flow of support
among network members, providing a bridging type of social capital.

Dyad reciprocity—
relationships of
participant only

Number of dyads (in which the person with MID is an actor) with reciprocal relationships,
divided by the total number of adjacent dyads (in which the person with MID is an actor)
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that revealed significant differences at the second step (i.e., network
density, dyad reciprocity, and out-degree). That is, for each dyad,
scores as estimated by the family member were subtracted from
scores as estimated by the participant with MID. Individual scores
within a dyad are nested data involving two levels (individual-dyad;
Gonzalez & Griffin, 2012). However, when using difference scores
only the dyadic level is included in the analysis.

2.4.3 | Multiple regression analyses

Next, factors that may account for different perceptions between
people with MID and their family on divergent network measures
were examined using multiple regression analyses with the dyad's
difference score on that network measure as the dependent variable.
By using a residual change approach (Castro-Schilo & Grimm, 2018),
it is not assumed that all dyads have the same mean. Therefore, the
mean score of the dyad on the dependent variable was included as
a covariate, to correct for different dyad mean scores. The other co-
variates for each regression model were: the sex of the participant
with MID, the number of years the participant with MID had lived
apart from family, the subjective well-being of the participant with
MID, whether the participant with MID resided in a residential ver-
sus community living setting, and the level of internalizing and exter-

nalizing behavioural and emotional problems.

2.4.4 | McNemar's test for paired data

During the initial inspection of the computed social network meas-
ures, two cases with extreme difference scores (3 SDs or more
above or below the mean)—one on the size of the significant net-
work and one case with extreme difference scores on out-degree—
were excluded from the analyses. In addition, scores on the
individual network measure “betweenness centrality” were found

to strongly deviate from a normal distribution, as difference scores
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were centred around zero (Skewness: 6.86, Kurtosis: 53.54). This
finding was related to the fact that 70 (63.1%) participants with MID
and 93 (83.8%) family members estimated a betweenness centrality
score of zero, resulting in high levels of agreement (difference score
of zero). Therefore, the estimates of “betweenness centrality” were
dichotomized into zero—not zero, and a McNemar's test for paired
data was performed to test differences in the estimation of a zero—
nonzero “betweenness centrality” between groups. In a second step,
dyad difference scores on “betweenness centrality” were dichoto-
mized into agreement—nonagreement, and factors that may account

for (non-) agreement were tested in a logistic regression analysis.

3 | RESULTS

3.1 | Group differences in network perception
3.1.1 | Network measures

For network measures (concerning the network as a whole), par-
ticipants with MID perceived their significant family networks to
be more dense than did family members, t(110) = 2.12, p = 0.037,
with a small effect size (see Table 4). The difference in the estimation
of dyad reciprocity was not statistically significant, t(110) = 1.81,
p =0.073.

3.1.2 | Individual network measures

Participants with MID perceived that they had more relationships
with network members in which they gave support (i.e., out-degree),
than family members perceived, t(109) = 4.41, p < 0.001, with a
small effect. Also, they experienced their relationships with network
members as more reciprocal than did family members, t(110) = 3.10,
p = 0.002, also with a small effect size. Finally, McNemar's test (not
in Table 4) showed that participants with MID were significantly

TABLE 4 Mean numbers of the network measures for participants, t, df, p, d

Mean (SD)

Individuals with

Variable MID
Full network Size 11.40 (6.61)
Significant network Size 7.14 (4.52)
Density 0.36(0.24)
Dyad reciprocity—all 0.38(0.30)

relationships

Measures for individuals In-degree 2.37 (1.58)
with MID Out-degree 214 (2.74)
Dyad reciprocity— 0.28 (0.33)

relationships of
participant only

Family

members t df p d

12.36 (7.63) -1.34 110 0.184 -0.080
7.10 (3.86) 0.08 108 0.935 0.005
0.30(0.20) 2.12 110 0.037 0.127
0.31(0.25) 1.81 110 0.073 0.109
2.23(1.45) 0.72 110 0.471 0.043
0.85(1.72) 4.41 109 <0.001 0.266
0.15(0.28) 3.10 110 0.002 0.186
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more likely (OR 1.10) to report a “Betweenness centrality” that was
nonzero, p = 0.001.

3.2 | Correlates of divergence

Multiple regression models for network density, F(7,103) = 1.67,
p = 0.126, R?> = 0.10, and dyadic reciprocity F(7,103) = 1.69,
p = 0.120, R? = 0.10 were not statistically significant overall and
none of the individual covariates were significant independent co-
variates (Table 5). For out-degree the overall model was significant,
F(7,102) = 5.95, p < 0.001, R?=0.29. Externalizing behaviour prob-
lems and the dyad's mean score on out-degree independently added
to the prediction. A higher score on externalizing behaviour and a
higher mean score of the dyad on out-degree predicted larger differ-
ences in out-degree estimations.

The logistic regression model for betweenness centrality was
not statistically significant, ;(2 (6) = 11.70, p = 0.069 (Table 6). The
model explained 13.4% (Nagelkerke R?) of the variance in agreement
on betweenness centrality. While the model was not statistically sig-
nificant overall, women with MID were 3.01 times more likely than
men with MID to disagree with family members about whether be-

tweenness centrality is zero or nonzero (p = 0.013).

4 | DISCUSSION

Within this study, a social capital theoretical perspective was used to
examine (1) how perceptions of people with MID about their family
support networks compare to those of their family members, and
(2) what factors are associated with any diverging perceptions. The
findings showed that participants with MID and their family mem-
bers have different perceptions on several aspects of the family
support network (i.e., bonding and bridging social capital, support
provided by the person with MID, and the reciprocity of the family
relationships of the person with MID). No differences in perceptions
were found in the estimated numbers of significant family members
and relationships in which support was received by the person with
MID.

First, contrary to the findings of Widmer et al. (2010), partici-
pants with MID in this study perceived their family network to
be denser compared to their family members. Participants with
MID perceived more relationships among their network members,
meaning that they experienced a somewhat higher level of bond-
ing social capital. Bonding social capital is often advantageous
(Coleman, 1988), as it provides the norms and trust that facilitates
collaborative action, and can fulfill a valuable social function by

providing a source of collective support. However, it has also been

TABLE 5 Summary of multiple regression analyses for variables predicting dyad's difference scores

Density (n = 111)

Out-degree (nh = 110)

Dyad reciprocity (n = 111)

Variable B (SE) t p B (SE) t p B (SE) t p
Sex 0.073 (0.060) 1.22 0.227 0.648 (0.542) 1.20 0.234 0.065 (0.088) 0.74 0.459
Years of living apart 0.004 (0.005) 0.76 0.447 0.025 (0.043) 0.59 0.558 0.011 (0.007) 1.66 0.101
from family
Well-being 0.015 (0.009) 1.78 0.079 0.025 (0.076) 0.33 0.743 0.007 (0.013) 0.55 0.581
Living setting -0.135 (0.081) -1.66 0.100 0.382(0.733) 0.52 0.604 0.005 (0.118) 0.04 0.970
Internalising -0.001 (0.004) -0.19 0.850 -0.025 (0.035) -0.73 0.466 0.004 (0.006) 0.66 0.508
behaviour
Externalising 0.003 (0.003) 1.10 0.276 0.080 (0.028) 2.90 0.005 0.005 (0.004) 1.07 0.287
behaviour
Dyadic mean score 0.281(0.182) 1.55 0.125 0.783(0.158) 495 <0.001 0.293(0.200) 1.47 0.145
Note.: Constant = -0.57 (density), -2.30 (out-degree), -0.44 (dyad reciprocity).
TABLE 6 Summary of logistic
Ve B (SE) Wald? p 95% Cl OR : mary ot fog o
regression analysis for variables predicting
Sex 1.102 (0.444) 6.17 0.013 3.01 [1.26-7.18] dyad's (non-)agreement on betweenness
Years of living apart ~ -0.036 (0.034) 1.10 0.294 0.97 [0.90-1.03] centrality of the participant with mild
from family intellectual disability (n = 111)
Well-being 0.119 (0.065) 3.35 0.067 1.13 [0.99-1.28]
Living setting 0.103 (0.584) 0.03 0.860 1.11 [0.35-3.48]
Internalising -0.029 (0.027) 1.16 0.282 0.97 [0.92-1.02]
behaviour
Externalising 0.036 (0.022) 2.63 0.105 1.04 [0.99-1.08]

behaviour

Note.: Constant = -3.82.
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suggested that bonding social capital can be a source of strain, and
a barrier to experiencing individual autonomy, potentially leading to
conflicts (Ferlander, 2007).

Participants with MID were also more likely to estimate a be-
tweenness centrality different to zero when compared to their
family members. People with MID were thus more likely to report
experiences of bridging social capital. Bridging social capital may en-
hance feelings of competence, control, and autonomy of people with
MID within their families (Woolcock, 1998). However, participants
with MID and family members most frequently reported no bridging
social capital at all (63.1% and 83.8% respectively).

Furthermore, compared to family members, participants
with MID reported more relationships that involved them sup-
porting the family member. They were also more likely to report
reciprocal relationships with family members. Reciprocity is an
essential aspect of social capital (Bullen & Onyx, 1999). Being
able to support others may enhance the individual's self-worth
and self-esteem (e.g., Liang et al., 2001). People with intellec-
tual disability in previous research stressed that reciprocal re-
lationships are of great importance to make them feel useful,
and to challenge feelings of dependence (Milner & Kelly, 2009).
However, research has shown that people with MID report that
only about one third of their relationships are based on reci-
procity (Giesbers et al., 2020a), and that they estimate their
family relationships to be less often reciprocal compared to the
estimations of people without intellectual disability of the same
sex and age (Giesbers et al., 2020b). The current findings add
to these previous studies by showing that family members did
not always share the participants with MID's view of reciproc-
ity within family relationships; family members reported even
lower levels of reciprocal family relationships than did the par-
ticipants with MID themselves, suggesting that family members
do not always recognize the participants with MID's sense of
reciprocity.

It is important for people with MID to be able to support their
family members, but it may also be of great value for family mem-
bers to receive support from their relative with MID. That is, several
studies have shown the positive effects of reciprocity on caregiver
well-being as well (Heller et al., 1997; Reid et al., 2005). For example,
Heller et al. (1997) found that when parents experienced greater sup-
port from an adult child with intellectual disability they experienced
less burden and higher levels of caregiving satisfaction. Though
beneficence may be responsible for initiating caregiving actions of
family members (Gouldner, 1973), these findings suggest that reci-
procity in care and support may be a mechanism that contributes to
sustained support from family members. Therefore, when aiming to
involve and strengthen family support networks, it is important for
services to consider the support that people with MID may be able
to offer to their family members, to support people with MID to ac-
tively engage in family exchanges, thereby encouraging reciprocity
in their family relationships.

In recent years, there has been increasing emphasis on increas-

ing the levels of informal support and social inclusion of people
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with MID (Simplican et al., 2015). Cuts to the level of professional
support have also made people with MID increasingly reliant on
their family carers for their social capital (e.g., Malli et al., 2018).
However, the culture within disability services, and especially
in residential settings, seems often to be one of care, with staff
prioritising care tasks over tasks to promote social inclusion
(McConkey & Collins, 2010). Staff could support reciprocity in
family relationships in simple ways by, for example, encourag-
ing people with MID to invite family members to visit (Francis
et al., 2016), by supporting them to take a family member (e.g.,
nephew, niece) out for a trip (Kramer et al., 2013), or by helping
them to send cards/messages or buy presents to mark key occa-
sions in the lives of their family members (Kuis et al., 2018). As the
current study showed different perceptions about reciprocity in
family relationships, it is important for staff to initiate a dialogue
with both people with MID and their significant family members,
and encourage them to share their individual experiences, needs,
and wishes in this regard.

Perceptions of participants with MID and family members
did not diverge on all aspects of family relationships. Contrary to
Widmer et al. (2010), no significant differences were found in the
perceptions of the number of significant family members that make
up the network and the number of family relationships in which
support is provided to the person with MID. Participants with MID
did not perceive different levels of supportive resources from the
family. While family members do not always recognize the support-
ive behaviours of people with MID (see earlier), they perceived sim-
ilar levels of supportive behaviours from the family to the person
with MID.

An examination of factors that may account for divergence in
perceptions between people with MID and their family members
found associations between divergence on out-degree estimates
and externalizing behaviour. Several explanations for this finding
may exist. First, people who increasingly lack the family's recog-
nition of their supportive behaviours, may develop lower levels
of self-esteem (Liang et al., 2001), which in turn may lead to in-
creased levels of externalizing behaviours (Donnellan et al., 2005).
Second, family members of people with intellectual disability who
display externalizing behaviours experience increased stress and
emotional difficulties (Dreyfus & Dowse, 2018). For these fam-
ily members, building rewarding or reciprocal relationships, in
which their relative's supportive behaviours are recognized, may
be challenging or the experienced difficulties may affect their
perceptions of their relative's place in the family. Therefore, it
seems important for staff and services supporting people with
MID who display externalizing behaviour to recognize the addi-
tional challenges they and their families might be facing to build
positive reciprocal relationships within the family. We also found
that women were significantly more likely than men to disagree
with family members on their bridging social capital. This might
be linked to gender biases: Women's bridging roles in friendship
networks were significantly underrecognised by other network
members (Brands & Kilduff, 2014).
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4.1 | Limitations and future research

A number of sampling and methodological issues are important to
discuss as they relate to the generalisability of the current find-
ings. First, there is a risk of non-response bias. Only 42.4% of the
invited people with MID accepted the invitation to participate. As
no other data were available for the nonrespondents, it was not
possible to quantify biases in the sample selection. Additionally,
30 of the eligible 150 family members did not participate in the
current study and only the data of people with MID with a par-
ticipating family member were included (thus, findings should be
generalized with caution).

Third, the findings concerned a specific group of people with
MID; all lived apart from family and were frequently supported by
staff from a service provider. Future research should address the
perceptions of individuals with MID who live, for example, at home
with and without professional support. Fourth, this study was based
on the perceptions of people with MID and one of their family mem-
bers only. Though this study makes a valuable contribution to our
understanding about relationships in families of people with MID,
each individual family member may experience the same family re-
lationships in different ways (e.g., Henggeler et al., 1987). As such,
perceptions of neither people with MID nor family members can be
viewed as the actual patterns of relationships. When viewing social
networks as cognitive structures, individuals are said to have accu-
rate views of their social networks to the extent that they perceive a
relationship between two individuals that is confirmed by those indi-
viduals. To further examine differences in perceptions, future stud-
ies could use a multi-informant network research design in which all
members of the family are interviewed on all relationships within
the family.

Fifth, the current study included quantitative family network
data from the perspective of a relatively large group of participants
with MID and their family members. It might be of interest for future
research to include an in-depth exploration of how a smaller group
of people with MID and also family members explain their responses
to a structured method such as the family network method. Finally,
when exploring factors that are associated with divergence in per-
ceptions between people with MID and family members, the current
study showed associations with externalizing behaviour and the sex
of the person with MID only. Future research could explore other
factors such as the closeness and frequency of the contact between
the person with MID and the family member, the level of intellectual
disability, and adaptive functioning (Schmidt et al., 2010).

Despite these limitations, the current study contributes to our
understanding of relationships in the family networks of people with
MID by demonstrating how their own perceptions compare to those
of their family members. As participants with MID and family mem-
bers were found to have different perceptions on several aspects of
the family support network (i.e., bonding and bridging social capi-
tal, support provided by the person with MID, and the reciprocity
of the family relationships of the person with MID), family profes-

sionals and services should seek the views of both people with MID

and family members when carrying out assessments or organizing

supports.
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