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Abstract: The number of families in which at least one parent has an intellectual disability remains
unknown. Little is also known about the experiences of children growing up in such families.
Single studies (e.g. retrospective studies of adult children) provide knowledge about such risk
factors for child and family development as parentification or social stigma. The article presents
the results of a systematic review of the literature (using the PsycArticles and PsycInfo databases)
on the development of children in families with at least one parent with intellectual disability. The
aim of the review was to explore the empirical research conducted so far in this area. The article

ends with a list of recommendations for further empirical research.
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INTRODUCTION

Intellectual disability (ID) is a significant re-
duction in the general level of intellectual func-
tioning co-occurring with difficulties in adap-
tive behaviour. In the ICD-11 it falls under the
heading of neurodevelopmental disorders. It af-
fects approximately 1% of the population, with
aprevalence rate of 10.37/1000 births (Maulik
etal., 2011). The diagnostic criteria for intel-
lectual disability include a reduced intellectual
level (expressed as an IQ below 70 points)
and adaptive difficulties. Intellectual disability
thus translates into difficulties and challenges
in functioning in social groups, forming ro-
mantic relationships or starting a family —
the greater the disability, the more profound.
However, people with intellectual disabilities
also undertake developmental tasks in early
adulthood, such as finding a partner or starting
a family.

In the face of historical and cultural changes,
we are now discovering clear gaps in knowledge
about the sexuality of people with intellectual
disability (KoS$cielska, 2004; Lew-Starowicz,
2005; Jurczyk, 2018; Kijak, 2019; Fornalik,
2020; Pienkowska, 2021). The methodological
and substantive challenges faced by research-
ers seeking to learn about the sexuality of this
specific group of people mean that to date, there
are few such studies (and those that do exist are
largely based on case studies or limited numbers
of participants), and this applies to the study of
psychosexual development, sexual dysfunc-
tion, and parenting in people with intellectual
disabilities.

The only available population-based data on
parenthood of people with intellectual disabili-
ties come from Norway (Tassebro et al., 2017).
They showed that .19% of Norwegian children
have a parent with intellectual disability. This
figure has been decreasing since the mid-1980s,
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which is explained by the increased availability
of contraception and sex education also for this
group of people. At the same time, the study
found twice as many mothers as fathers with
intellectual disability, which may be due to the
fact that mothers with intellectual disability of-
ten associate with men within intellectual norm
or report the father of their child as unknown.

Little is known about the experiences and
development of children growing up in such
families. Indeed, most research in this area has
focused on assessing parental competence and
testing the effectiveness of interventions de-
signed to support this competence. Individual
studies (e.g. retrospective studies of adult chil-
dren of parents with intellectual disabilities)
provide insight into risk factors for child and
family development, such as parentification,
social stigma or social exclusion (e.g. Booth,
Booth, 2004; Wotowicz-Ruszkowska, McCon-
nell, 2017; Weiber et al., 2019).

Diversity in the functioning of families with
parents with intellectual disabilities

The first empirical studies of parents with intel-
lectual disabilities were published in the 1980s
and 1990s (e.g. Tymchuk et al., 1988; Merch
et al., 1997). They pointed to a number of dif-
ficulties faced by parents with intellectual dis-
abilities or, in fact, mainly mothers with mild
to moderate levels of intellectual disability (to
date, there has been little research on fathers
with intellectual disabilities — McConnell et al.,
2017), such as difficulties in parenting, providing
a poorer developmental environment for chil-
dren (both physically and socially), not always
responding adequately to the child’s needs, or
difficulties in making decisions related to daily
childcare (e.g. Feldman, 1994). In response to
these issues, ideas for interventions to support
parenting competence and applied research to
test the effectiveness of such training and inter-
ventions for parents with intellectual disabili-
ties have begun to emerge (e.g. Tymchuk et al.,
1988; Feldman, Case, 1999; Hodes et al., 2017;
Knowles et al., 2017; Augsberger et al., 2021).
A review of parenting skills training available
to date indicates its effectiveness and usefulness
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for parents with intellectual disability and their
children (Wade et al., 2008).

Factors other than intellectual disability (or
co-existing with ID) that contribute to the de-
velopment of parenting competence in people
with intellectual disability have also begun to be
explored. The role of social support, parents’ so-
matic and mental health, family socio-economic
status, child characteristics and a range of social
factors have been examined (e.g. Llewellyn,
1995; Durling et al., 2018; Maclntyre et al.,
2019; Atkin, Kroese, 2022). These data clearly
show that families with parents with intellec-
tual disabilities are diverse and that the prob-
lems they face are not solely due to the dis-
ability itself.

The vast majority of researchers have used as
participants parents with intellectual disability,
possibly their extended family or professionals
who know the family well (e.g. social workers,
psychologists, doctors). Attention is now turn-
ing to an unheard voice — that of the children
of parents with intellectual disability (Feldman,
Aunos, 2020). Retrospective research with adult
children of parents with intellectual disability
focuses on perceptions of the parent’s disabil-
ity, the history of discovery of the parent’s dis-
ability, and the role of support from significant
others (other than parents) in the child’s devel-
opment and well-being (Booth, Booth, 1998;
Traustadottir, Sigurjonsdottir, 2005).

Children of parents with intellectual disabili-
ties are a very heterogencous group — families
with parents with intellectual disabilities may
include children with intellectual disabilities or
other developmental problems or disabilities,
as well as typically developing children with-
in the intellectual norm (Collings, Llewellyn,
2012). At the same time, it is pointed out that,
in the absence of population-based research, it
is difficult to demonstrate the extent to which
possible developmental delays in children are
an “effect” of their parents’ intellectual disabil-
ity, or more precisely their parenting practices,
and the extent to which they depend on the ef-
fects of adverse living conditions, including
poverty, social isolation, mental health prob-
lems or limited social relationships, which are
much more common in this group of families
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(Slayter, Jensen, 2019). These are important
public health questions, particularly in light
of data indicating that the practice of remov-
ing children from their biological parents with
intellectual disability and placing them in fos-
ter care is common (e.g. Collings, Llewellyn,
2012). Data from several countries (Denmark,
Germany, Belgium, Norway, New Zealand,
Australia, USA, and the UK) show that in the
1990s, between 30% and 50% of children of
parents with intellectual disability ended up in
permanent foster care. Studies from the early
2000s indicate similarly high percentages (e.g.
Booth, Booth, 2004).

A significant problem faced by parents
with intellectual disability is the dependence
on others to raise their own child, or at least
the need for increased support from others in
this process. On the one hand, there is a wide-
spread perception that people with intellectual
disability are incapable of caring for their chil-
dren themselves, which is explained by their
limited independence, which can result in dif-
ficulties in caring for, nurturing, or educating
their children. On the other hand, reliance on
other individuals or institutions is also socially
perceived as unacceptable (Kijak, 2019). This
is surprising given that, with regard to families
with parents within the intellectual norm, it is
generally assumed that it takes a whole “vil-
lage” to raise a child. Social stigma is, there-
fore, a distinct issue that can prevent parents
with intellectual disability from seeking help
and potentially pose a developmental risk to
their children.

Research on the relationship between paren-
tal intellectual disability and child development
appears to have produced inconsistent results.
Some studies have shown that children of par-
ents with intellectual disability are at risk of
developmental delays (e.g. Morch et al., 1997;
Keltner et al., 1999; Feldman, Walton-Allen,
2002), while others have found no association
between parental intellectual disability and child
development (e.g. McConnell et al., 2003; Mc-
Gaw et al., 2007; Aunos et al., 2008). This raises
the question of what we know about the devel-
opment of children of parents with intellectual
disability, what we do not yet know, and what

would be useful to support their development
effectively in the future.

METHOD

The systematic literature review conducted was
exploratory in nature. Its aim was to collect and
analyse research on the broadly understood de-
velopment (both mental, social and physical)
of children with at least one parent with intel-
lectual disability. There were no time limits in
order to cover as much of the empirical knowl-
edge in this area as possible. The review was
conducted in such a way as to provide insight
into the directions of interest of researchers in
the field of development of children of parents
with intellectual disability and to synthesise the
knowledge we have.

The systematic review of the literature was
conducted using the APA PsycArticles and
APA PsyclInfo databases (EBSCOHost). It was
conducted in accordance with the Cochrane
guidelines for systematic reviews of literature
(Higgins, Green, 2011). Inclusion criteria were
peer-reviewed empirical articles in English on
the development of children of at least one par-
ent with intellectual disability. Two exclusion
criteria were applied: no distinction between
intellectual disability and other disabilities in
the analysis of the study results and systematic
reviews of the literature.

The bases were searched on 12 May 2023.
No time limits were applied. A variety of terms
were used to search the databases due to the
number of terms used to describe intellectual
disabilities over time. Ultimately, the follow-
ing terms were used: (children) AND (parent
OR mother OR father) AND (“intellectual*
disab*” OR “intellectual® limit*” OR “learn-
ing difficulties” OR “learning disability” OR
“cognitive® impair*” OR “cognitive® limit*”
OR “mental* retard*”).

Figure 1 shows the successive stages of
article inclusion in the analyses. The search
identified a total of 288 articles. After remov-
ing duplicate articles (n = 16), titles and ab-
stracts were checked. As many as 233 texts
were discarded as they did not deal with the
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development of children of parents with intel-
lectual disability but focused on other aspects of
family functioning, e.g. measuring the level
of parental competence, the effectiveness of
interventions by services (e.g. general practi-
tioners, psychologists, or social workers), etc.
The 39 full texts extracted in this way were
analysed against the inclusion criteria. Five

Figure 1. Flow diagram of article selection

Items included in the analyses
(n=33)

Source: own elaboration.

Items identified during database . .
Dupl let
searches (nui) ic;te items deleted
(n=288)
N Items rejected on the basis of analysis
Checking titles and abstracts .
———»| oftitles and abstracts
(n=272) (n=233)
Evaluating full texts against inclusion Rejected full texts (n = 6)
criteria ———)»| — NI was not differentiated from other
(n=39) disabilities in the outcome analysis
(n=1)
— Systematic literature reviews
(n=5)
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systematic literature reviews and one study that
analysed the development of children of parents
with intellectual disabilities, together with the
development of children of parents with other
disabilities, were rejected because they did not
allow conclusions to be drawn about this spe-
cific group of children. As a result, 33 articles
were included in the analyses.
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FINDINGS
Research overview

Table 1 summarises the main methodological
aspects of the 33 articles analysed. The stud-
ies were published between 1999 and 2022.
They were conducted in nine countries: Aus-
tralia, Canada, the Netherlands, Norway, Poland,
Scotland, Sweden, the USA, and the United
Kingdom. 20 studies (61%) were quantitative,
9 (27%) were qualitative, and 4 (12%) were
mixed. The methods used were individual inter-
views (in 14 studies), self-report questionnaires
(in 10 studies), analysis of data collected by gov-
ernment health systems and analysis of national
records (in 9 studies), analysis of court docu-
ments (in 2 studies), observations (in the child’s
home in 1 study, in the laboratory in 1 study),
and analysis of video recordings (in 2 studies).

The total number of participants in the stud-
ies ranged from 4 to 478 577. In 18 studies, the
number of participants was less than 100; in
6 studies, it was between 100 and 500; and
in 8 studies, it was more than 500. Although
all the studies referred to the development of
children of parents with intellectual disability,
the participants in the studies were not only the
children (in 17 studies) but also parents with
intellectual disability (in 9 studies), mothers
with intellectual disability (in 12 studies) or
other people — social workers, psychologists,
extended family, local authorities, and health
professionals (in 3 studies). 22 of the 33 studies
reported the age of the parents at the time of
participation in the study (ranging from 18 to
58 years), while 6 studies reported only the
age of the mother at the birth of her first child
(ranging from 13 to 40 years). Regarding the
age of the children, the studies looked at their
development from the prenatal period to the
end of the first year of life (6 studies) or from
the age of 2 to 17 years (14 studies). In two
retrospective studies where the participants
were adult children of parents with intellectual
disability (2 studies), their memories covered
the whole period of childhood and adolescence.
11 studies included children from infancy to
adulthood.
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Prenatal to infant development

The most disturbing findings about the devel-
opment of children of parents with intellectual
disability come from studies tracking their de-
velopment from the prenatal period through the
perinatal period to infancy. Even at this early
stage, maternal intellectual disability is associat-
ed with developmental problems in the children.
Pregnant women with intellectual disability are
more likely than women without intellectual
disability to have pregnancy complications,
a higher risk of caesarean section, and preterm
birth, and their children are more likely to have
a stillbirth, low birth weight, low Apgar scores,
infant death within the first 12 months of life,
and a higher need for rehospitalisation of moth-
er and child after birth (Hoglund et al., 2012;
Mueller et al., 2019; Fairthorne et al., 2020;
Rubenstein et al., 2021). The reasons for these
phenomena are unclear. One hypothesis put for-
ward by the authors of the studies is that is not
uncommon for mothers with intellectual disabi-
lity to have a generally poorer somatic condition.
Intellectual disability is often associated with
physical disability or may be part of a wider
genetic syndrome — so it may be that a weaker
physical condition, rather than the intellectual
disability itself, impedes the effort of pregnancy
and childbirth. The second hypothesis sees the
reasons for the difficulties in mothers with in-
tellectual disability seeking specialist help too
late. Reduced intellectual functioning could
potentially translate into a misunderstanding or
difficulty in recognising distressing body signals.
In many countries, people with intellectual dis-
abilities also experience significant limitations
in access to sex education, which translates
into poor knowledge of female physiology in
general, the course of a healthy pregnancy, etc.
Misunderstanding or ignorance can potentially
delay seeking medical or obstetric help. Thirdly,
attention is also drawn to the inadequate prepara-
tion of gynaecologists, midwives, paediatricians,
and other specialists to provide medical care to
female patients with intellectual disability and
their children — ignorance of the specifics of
the cognitive functioning of people with intel-
lectual disability may result in the same forms
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of communication (and content) being applied
to them as to female patients within the intel-
lectual norm — meanwhile, they may be largely
misunderstood by the specialist.

Development from post-infancy
to adolescence

Reports on the development of older children re-
main inconsistent. On the one hand, children of
parents with intellectual disability have been
found to be at increased risk of developmental
delays, speech and language disorders, behav-
ioral problems (more common in sons than in
daughters), accidents, injuries, psychiatric dis-
orders, psychosomatic disorders or lower school
achievement than children of parents without
intellectual disability (Keltner et al., 1999; Feld-
man, Walton-Allen, 2002; Emerson, Brigham,
2014; Powell, Parish, 2017; Wickstrom et al.,
2017; Forslund et al., 2022). A large representa-
tive Australian study (Emerson, Brigham, 2014)
found that children of parents with intellectual
disability were significantly more likely than
children of parents without intellectual disability
to have developmental delays (30% of children
of parents with intellectual disability vs. 5% of
children of parents without intellectual disabi-
lity), speech and language difficulties (26% vs.
5%), and behavioural problems (32% vs. 7%).
On the other hand, other studies have found no
deviation from developmental norms in social,
physical, cognitive, and self-care domains for
children of mothers with intellectual disability
(McConnell et al., 2003) and no developmen-
tal differences compared to children of moth-
ers without intellectual disability (Hindmarsh
et al., 2015). One longitudinal study found an
increased risk of poorer well-being for children
of mothers with intellectual disability at ages
three and five but not at age seven (Hindmarsh
etal., 2017).

Few studies have attempted to examine the
level of intellect of children of parents with
intellectual disability. One study in the UK
(McGaw et al., 2007), which included parents
with moderate, mild, or borderline intellectual
disabilities, found that 22% of their children
had learning difficulties and attended special

schools. A Swedish study (Wickstrom et al.,
2017), which tracked the development of chil-
dren born between 1999 and 2005 from birth
to the age of seven, observed that children of
mothers with intellectual disability were more
likely to be diagnosed with intellectual disability
(1.6%) than children of mothers without intel-
lectual disability (.2%) (without specifying the
degree of intellectual disability). A Canadian
study with a small number of participants (Feld-
man, Walton-Allen, 2002) showed that children
of parents with mild intellectual disability had
lower levels of intelligence as measured by the
WISC-R (M = 80.54 IQ) than children of parents
without intellectual disability (M = 102.88 1Q).

Environmental factors in child development

Selected studies have attempted to identify en-
vironmental factors in the development of chil-
dren of parents with intellectual disability. For
example, a longitudinal study conducted in
the USA found that a proportion of children of
mothers with intellectual disability exhibit ag-
gressive behaviour, but only in families where
the income earned is close to the poverty line
(Powell, Parish, 2017). The impact of the men-
tal health of parents with intellectual disability
on the well-being of children has also been
observed. Mental health problems in parents
with intellectual disability have been linked
to cognitive and developmental difficulties in
children (including attention deficit disorder,
anxiety disorders, and autism) (McGaw et al.,
2007). Higher levels of parental stress were as-
sociated with more frequent child behavioural
problems (and social support reduced this as-
sociation) (Meppelder et al., 2015; Wade et al.,
2015). One study also found that low sensitivity
and responsiveness in mothers with intellectual
disabilities (which may be a direct result of cog-
nitive limitations) led to the development of
disorganised attachment in children (Lindberg
et al., 2017). However, another study showed
that a secure attachment style characterised the
majority of children of mothers with intellectual
disability studied, and only children of moth-
ers with traumatic experiences were character-
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ised by an insecure attachment style (Granqvist
etal., 2014).

Research has shown that families with par-
ents with intellectual disability are more likely
to experience psychological abuse, and children
may experience increased distress; additionally,
emotional parentification is observed, and chil-
dren may feel overburdened with responsibilities
compared to their peers (Slayter, Jensen, 2019;
Weiber et al., 2019). Increasing problems in
families related to parenting inefficiencies lead
to more children of parents with intellectual dis-
abilities ending up in foster care (Booth, Booth,
2004; Tessebro et al., 2017).

An important protective factor for the de-
velopment of children of parents with intellec-
tual disability has also been identified — this is
the (variously conceptualised) social support
provided to parents with intellectual disabil-
ity. Support from social workers, volunteers,
family, friends, and the local community is as-
sociated with positive outcomes for child de-
velopment (Meppelder et al., 2015; Collings et
al., 2017; Wotowicz-Ruszkowska, McConnell,
2017; Durling et al., 2018; Maclntyre et al.,
2019; Weiber et al., 2019; Atkin, Kroese, 2022).
Importantly, what emerges from the research is
the need for support expressed by parents with
intellectual disabilities and, on the part of their
children, the need for the adult world to respond
when parents fail to meet their responsibilities
and the need to end family secrecy regarding pa-
rental intellectual disability. On the other hand,
the social environment of families with parents
with intellectual disability revealed difficulties
in providing support and a lack of knowledge
about appropriate ways of providing support
without interfering too much with the parents’
role. Several studies have shown that effective
interventions can improve the parenting skills
of parents with intellectual disability and pro-
tect the child from abuse, as well as increase the
child’s well-being or reduce symptoms of be-
haviour disorder in children (Augsberger et al.,
2021; Hodes et al., 2017; Knowles et al., 2017).
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DISCUSSION

The systematic review of the literature aimed
to identify research directions concerning the
development of children of parents with intel-
lectual disabilities and to integrate the existing
knowledge on this topic. The review showed
that there is little research interest in this topic.
Still, on the other hand, the research addresses
very diverse threads — the development of chil-
dren in the psychological, social, and physical
spheres from the prenatal period to the thresh-
old of adulthood.

The results showed that maternal intellectual
disability is associated with an increased risk
of developmental problems in the prenatal and
infant period. During these particularly sensitive
periods of development, when the child is com-
pletely dependent on adult care, the mother’s
intellectual disability may hypothetically make
it difficult for her to recognise signals from her
own body (during pregnancy) or from the child,
and thus make it impossible to adapt an ap-
propriate response to ensure the child’s proper
development. It is particularly important infor-
mation for professionals working with families
with parents with intellectual disabilities.

In the older years, when the child interacts
more with other people or institutions (e.g. kin-
dergarten, school), a number of factors other
than the intellectual disability of the parent have
been observed to influence the child’s develop-
ment, such as the socio-economic status of the
family and the mental health status of the parent.
Social support, the need for which was reported
by both parents with intellectual disability and
their children in the interviews conducted, ap-
pears to be particularly important. The results
of the study indicate both reported and observed
indirect (improved parental competence) and
direct effects of social support on the normal
development of children. It remains an open
question to what extent the parental roles or
tasks of parents with intellectual disabilities can
be taken over by other adults in their environ-
ment, to what extent they provide support and
when they potentially begin to disrupt the family
structure. A major challenge is to determine the
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extent to which help is needed from outside the
family or the nature of the support provided.

However, what now seems to require more
in-depth research is the nature of the children’s
developmental difficulties. Research to date
suggests that children of parents with intellec-
tual disabilities are at increased risk, and some
protective factors in the form of social support
have been identified. However, surprisingly
little is known, for example, about the intellec-
tual level of the children of parents with intel-
lectual disability — several studies have shown
that, on average, the children of parents with
intellectual disability have a lower level of in-
telligence than the children of parents without
intellectual disability. However, there is a lack
of detailed data on how many children of parents
with lowered intellectual functioning are also
diagnosed with intellectual disability, to what
extent, and also — what the intellectual level of
those children who fall within the broad intel-
lectual norm is.

The weaknesses of the review — the restric-
tion to two bases and English-language arti-
cles — probably limited the results of the study.
Nevertheless, the development of children of
parents with intellectual disabilities remains
an area of only basic understanding. A number
of further research needs emerged from the lit-
erature review conducted.

Adapting research instruments to the abilities
of the parent and the child with intellectual dis-
ability — research instruments need to be adapted
to the cognitive abilities of the person with in-
tellectual disability (if a parent is involved in
the study), but in the case of people with mild
intellectual disability, the need for modification
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