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ABSTRACT 

The aim of this thesis was to increase the knowledge about children born to 
mothers with an intellectual or developmental disability by investigating 
incidence (Study I), support at the strategic level (Study II), support at the 
family level (Study III), and experiences of having grown up with a mother 
with a developmental disability (Study IV).  
 
The first study investigated the 5-year incidence of children being born to 
mothers with an intellectual disability in a Swedish county. Three types of 
registers were used, together with personal identification numbers. The 
resulting incidence rate, 2.12 children per 1,000 children indicates that there 
are currently approximately 4000 children (aged 0-18 years) that have been 
born to a mother with an intellectual disability in Sweden. 
 
Data for Studies II and III were collected by means of focus group interviews 
with 29 professionals supporting families with parental intellectual disability, 
and the data were analysed by means of content analysis.  
 
Study II described results on the strategic level of support; roles and activities 
of the professionals involved, identification of families in need, problems with 
identifying mothers with an intellectual disability, existing collaboration and 
dilemmas concerning legislative actions.  The results indicated a rich web of 
support to these families from all kinds of welfare sectors, but further needs 
for building collaboration were identified, such as the need to coordinate 
education efforts.  
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Study III described results on the family level of support: support practices, 
pedagogical strategies, and maintaining the child perspective. The results 
indicated the need for concrete training, the importance of involving the 
father/ partner, and the value of not losing the child perspective and of 
creating support practices with a clearer focus on the children.  
 
In Study IV, four women were interviewed about their experiences of growing 
up in a family with a mother who has a developmental disability. Narrative 
inquiry and content analysis were employed. The findings showed 
recollections of a vulnerable childhood filled with worries, fear, and anxiety, 
and with a strong feeling of responsibility. No effective support from the 
authorities was ever offered to the four informants, who dealt differently with 
their lives as adults with regard to their own family and children. 
 
The results of this thesis provide new knowledge about the complex situation 
of being a child in a family with maternal intellectual or developmental 
disability, and they may be used by staff in the welfare sectors in order to 
improve the visibility of these children and offer support adapted to the 
children's situation. 
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FOREWORD 

As a student in a university course some years ago, I found out that, at that 
time, there was no research published about the situation of children growing 
up with a parent with an intellectual disability in a Swedish context. For me, 
that was the starting point for a growing interest in this area of research. 
 
My personal background probably also played a role. When I was nine years 
old, my parents, Rut and Gunnar Weiber, started a nursing home for people 
with intellectual disabilities. This resulted in a childhood where I, on an 
almost daily basis, was around people with intellectual disabilities. I learned 
about their disabilities and how to communicate with them. I also came to 
really value their special personalities and their way of being in the world. 
This became a natural part of my daily life when growing up. 

 
After high school I studied to be a nurse, and I specialised in pediatrics. As a 
school nurse for 22 years I got to know and I appreciated all the pupils I had 
contact with and I got a glimpse of their various backgrounds. Pupils told me 
about a multitude of painful things over the years, such as physical and sexual 
abuse and parental substance abuse. I suspected at the time that a few of the 
pupils had mothers with intellectual or developmental disabilities, but those 
children never revealed anything in our annual health dialogues, though I tried 
to facilitate such disclosure. 

 
When the gap in the knowledge about children growing up with parental 
intellectual disabilities later came to my attention, the different strands in my 
life came together, and I realized I had a task in helping to fill part of this gap. 

 
Due to recent changes in legislation in Sweden it is difficult to determine if a 
person fulfils the criteria of having an intellectual disability. Therefore the 
wider concept of developmental disability is also used in the present thesis. 
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INTRODUCTION 

Most children in Sweden are healthy and have been brought up in families 
where parents have good-enough intellectual and emotional capabilities to 
give their children a good childhood. The concept of good-enough mothering, 
termed by Donald Winnicott, signifies that parents do not need to be perfect, 
that being good-enough is sufficient. To be good-enough implies the ability to 
both see to the child’s needs for emotional care and look after the child’s basic 
needs with regard to food, sleep, warmth, and protection (Broberg, Almqvist, 
& Tjus, 2003; Winnicott, 1998). In that respect the majority of adults have 
sufficient resources to accomplish adequate parenting (Hanséus, Lagercrantz, 
& Lindberg, 2012). 
 
Although the parents have the primary responsibility for their children, 
societal support systems have an obligation to support the parents in their 
endeavour to raise their children into adulthood, as stated in the United 
Nations’ Convention on the Rights of the Child. This Convention emphasizes 
the duty for all participating nations to work towards a state where all 
children can develop their resources and be protected from abuse (Unicef, 
2009). The Swedish government supports parents through various channels, 
such as monthly child allowances, economic support during parental leave, 
free child health care, and a subsidized nursery school (Elmér, 2000). 
However, there are parents who need extra support in order to meet good-
enough parenting and provide sufficient parental skills for their children to 
lead a safe and satisfying life. One such possible group is families where a 
parent has an intellectual or a developmental disability (Feldman, 2010; 
Feldman & Walton-Allen, 1997; Hindberg, 2003). 
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Research with a child focus in this field is important but rarely conducted, so 
the focal point of this thesis is to reflect the situation for children born to 
mothers with an intellectual or a developmental disability. 

 
Intellectual and developmental disabilities 
Definitions 
Intellectual and developmental disabilities indicate a delay in or a disturbance 
of the cognitive development. These disabilities are believed to have genetic 
causes or originate from various types of damages to and functional 
disturbances of the brain, occurring during pregnancy, at birth, or in early 
childhood. In many cases, however, no evident underlying cause can be found 
(Bakk & Grunewald, 2004; Fernell, 2012).  
 
The criteria for intellectual disabilities are, according to the fifth edition of the 
Diagnostic and Statistical Manual of Mental Disorders (DSM-V) (American 
Psychiatric Association, 2013), impairments of general mental abilities and 
demonstrated limitations in the ability to function in three domains: the 
conceptual domain, the social domain, and the practical domain. Furthermore, 
according to ICD-10 (World Health Organization, 2008), the limitations in 
adaptive behavior for a person with an intellectual disability consist of 
difficulties in planning ahead, understanding the big picture, interpreting other 
people’s needs and feelings, evaluating  action options, and predicting the 
consequences of things not previously experienced. 

 
Developmental disability is a broader term than intellectual disability (Odom, 
Horner, Snell, & Blacher, 2007), and has no stipulated common criteria 
(Brown, 2007). It should appear before the age of 22, and it comprises 
learning disabilities, communication disorders, autism, attention deficit 
hyperactivity disorder, and developmental coordination disorder (Brown, 
2007).  

 
Historical overview of the conditions for people with intellectual  
and developmental disabilities  
Historically, people with intellectual or developmental disabilities were 
included in the group of people with psychiatric disorders. If this group of 
citizens received any treatment at all, it mostly focused on seclusion, education 
and training (Qvarsell, 1991). In the late 18th century, however, a process 
started in France and a few other countries towards what was termed moral 
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treatment. A French hospital director, Philippe Pinel, decided that people with 
all kinds of psychiatric disorders should be treated with respect in small 
family-like institutions where their treatment should focus on hope, guidance, 
and support (Ambrosino, Hefferman, Shuttlesworth, & Ambrosino, 2008). In 
the middle of the 19th century, the focus shifted, towards medicine and 
genetics. Intellectual disabilities were then, by many in the medical profession, 
viewed as a result of hereditary factors. This led to negative expectations on 
treatment outcomes, particularly for those with severe disabilities. Other 
professionals, such as teachers and some medical doctors, were convinced that 
people with milder intellectual disabilities could be educated and learn a trade 
and be able to financially support themselves (Qvarsell, 1991). However, in 
the beginning of the 20th century, eugenics1 and social Darwinism were 
introduced, and the aspiration was to create a society of robust human beings, 
by surveying people’s capacity for reproduction. In line with this discussion, 
people with any kind of imperfection were considered undesirable persons. 
This led to a Swedish legislation in 1935, with extensions in 1941, about the 
sterilisation of those who did not fulfil the societal requirements, a large 
number of whom were people with intellectual disabilities (Johannisson, 1990; 
Qvarsell, 1991). During 1935-1975 a total of 13,600 persons were sterilised in 
Sweden due to an intellectual disability, and 74% of these were women 
(Grunewald, 2009). 

 
The more or less forced sterilisation procedures, also in place in for example 
Iceland, were mostly not preceded by any appropriate information about the 
consequences of the sterilisation (Stéfansdóttir, 2014). The health care sector 
sometimes had an active part in minimising  the number of people who were 
seen as undesirable, and in the eyes of the authorities the population was 
divided along the lines of productive/unproductive and satisfactory/non-
satisfactory (Johannisson, 1990). 
 
Another facet of the situation for people with an intellectual or a 
developmental disability is their living conditions. Until the middle of the 20th 
century, people with intellectual or developmental disabilities lived mainly 
with their families (Rushton, 1996). According to Swedish legislation, it 
became mandatory in 1954 for the county councils to establish institutions for 
                                                   
1 Eugenics: the belief in the practice of improving the genetic quality of the human population 
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people with intellectual disabilities. As a result, nursing homes and other 
institutions were founded all over Sweden (Grunewald, 2009).  

 
Soon after these new institutions had been established, critical voices were 
raised. Many of the institutions were deemed unfit to promote positive 
development for the people they were meant to take care of. In the sixties, and 
as part of this critique, the “normalization principle” was formulated, stating 
that people with disabilities, including those with an intellectual or a 
developmental disability, should be permitted to live a life as similar as 
possible to those of other, fully healthy, people in society, and become full 
citizens (Nirje & Wallin, 2003). The normalization principle has since then 
been at the core of the Swedish disability policy (Ineland, Molin, & Sauer, 
2009; Tideman, 2000), and it is also in line with the Convention on the Rights 
of Persons with Disabilities, established by the United Nations as late as 2006 
proclaiming the rights of people with disabilities to make their own choices 
about the way they want to live (United Nations, 2009). 

 
Based on the normalization principle, the Act concerning Support and Service 
for Persons with Certain Functional Impairments (LSS) was implemented in 
1994 (National Board of Health and Welfare, 1994). The intention behind the 
LSS Act was to give people with disabilities the opportunity to obtain good 
living conditions, for example, freedom of choice, integrity, participation, 
equality, self-determination, and continuity (Brusén & Printz, 2006; 
Grunewald & Leczinsky, 2008; LSS commission, 2008).  

 
Another factor that significantly changed the situation for this group in 
Sweden was the decision to remove the duty to register people with intellectual 
disabilities, previously regulated in the Care Act from 1967. The act made it 
mandatory for the county councils in Sweden to organize registers for people 
with intellectual disabilities as a planning basis for institutions and for schools 
for pupils with special needs. Thus, all known persons with intellectual 
disabilities were registered at that time (Grunewald, 2009). With the 
introduction of the LSS Act, (SFS 1993:387), the registration of people with 
intellectual disabilities came to an end. Since then, people with intellectual or 
developmental disabilities can live in society without being known to the 
authorities as having any disability.  
Not all people with intellectual or developmental disabilities need assistance. 
Some people who have mild intellectual or developmental disabilities passably 
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manage their everyday lives, and start families and become parents. However, 
while acknowledging that the situation varies among families, research shows 
that children born to mothers with intellectual or developmental disabilities 
seem to constitute a risk group for adverse circumstances, such as neglect and 
lack of cognitive stimulation (Feldman, 1985; Gillberg & Geijer-Karlsson, 
1983; Kaatz, 1992; Keltner, 1994; Keltner, Wise, & Taylor, 1999).  

 
There are indications that the prevalence of families with maternal intellectual 
or developmental disabilities is rising, but from a very low level (Starke, 
2005). A comparison between two prevalence studies in Germany over a 12-
year period indicated an increase of families with parental intellectual 
disability by about 40-45%. The increase might be caused by improved 
detection possibilities, but could also be due to the fact that more and more 
persons with intellectual or developmental disabilities live “ordinary lives”. 
They are, thus, increasingly exposed to social norms about having a family 
and raising children (Pixa-Kettner, 1998, 2008).  

 
Having intellectual and developmental disabilities and forming a family 
Parenthood can, with respect to people with an intellectual disability, be seen 
as a result of a worldwide trend of community integration of persons with 
disabilities. In many parts of the world there is an ongoing process of inclusion 
in society, also of people with an intellectual or a developmental disability 
(Brown, Buell, Birkan, & Percy, 2007), based on the Convention on the Rights 
of Persons with Disabilities (United Nations, 2007). The aim of this 
convention is to “promote, protect and ensure the full and equal enjoyment of 
all human rights and fundamental freedoms by all persons with disabilities, 
and to promote respect for their inherent dignity” (Article 1). With this 
convention, adopted in 2006, there was a worldwide shift in how people with 
various disabilities were viewed. In the past, persons with disabilities were 
regarded solely as objects of community actions, but this convention states 
that they are now to be viewed as subjects, with the right to determine how to 
live their own lives. 
 
The desires existing in most human beings’ minds about having children and 
forming a family might also be present in the thoughts of persons with an 
intellectual or developmental disability. However, most young people with a 
mild intellectual disability are doubtful about, or have decided against 
parenting, because of, for example, influences from parents and staff in their 
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schools. Many of them seem to have reflected upon the responsibilities of 
parenthood, and concluded that they would not be able to handle being 
parents (Löfgren- Mårtenson, 2003). Living circumstances may also influence 
decisions about parenthood. One such circumstance is the family and housing 
situation. Young people with intellectual disabilities in today’s Sweden have 
grown up in their families, whereas half a decade ago most children and adults 
with intellectual disabilities lived in institutions (Grünewald, 2009). Such 
crucial living conditions, that is, wheather one lives with one’s family or not, 
are likely to have implications for how people’s lives turn out and how they 
reflect about their situation. Living in an institution might not stimulate an 
interest in forming a family. On the other hand, those growing up in a 
traditional home environment might take their own family for a model, which 
would affect their wishes and decisions with regard to parenthood. 
 
As indicated by Höglund and Larsson (2013), pregnancy and childbirth might 
be particularly challenging experiences when young people with intellectual 
disabilities get pregnant. Several women in their study felt anxious and 
worried about the possibility of not being given custody of their expected or 
newborn child. Half of the women had experienced removals of their other 
children (Höglund & Larsson, 2013). During pregnancy, women with 
intellectual disabilities seem to look forward to becoming a mother and they 
are confident about their future identity as a mother for the child. 
Nevertheless, they appear to plan to include others too in mothering their 
babies, such as relatives and friends (Mayes, Llewellyn, & McConnell, 2011). 
According to a study by Höglund, Lindgren, and Larsson (2013) the midwives 
that the pregnant women with intellectual disabilities meet also seem to 
experience that caring for these women entails extra challenges. The study 
indicated that the midwives felt insecure about how to adapt to the needs of 
these women and give advice, and they did not seem to regard themselves as 
having adequate knowledge about the women’s needs. A majority of the 
midwives interviewed in that study maintained that women with intellectual 
disabilities cannot satisfactorily manage the role of being a mother (Höglund 
et al., 2013).  
 
The worries experienced by midwives about parental skills may be valid, since 
an intellectual or a developmental disability often causes shortcomings in some 
of the daily life situations, which seems to have implications for parental skills 
(Feldman & Walton-Allen, 1997; Hubbs-Tait, Culp, Culp, & Miller, 2002). 
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Parental intellectual disability has been found to be associated with an 
increased risk of child cognitive delay (Tymchuk, 1992), development delay 
(Keltner, et al., 1999; McConnell, Llewellyn, Mayes, Russo, & Honey, 2003), 
child speech and language problems, child behavior problems, and frequent 
child accidents and injuries (Emerson & Brigham, 2014). People with an 
intellectual or a developmental disability are usually aware of their 
shortcomings regarding practical things, such as cooking, cleaning, handling 
money, and being punctual. But the awareness of other failing capacities, more 
connected to parenthood, is often lacking (Hindberg, 2003). These failing 
capacities may concern meeting the social and psychological needs of the 
child, which are less concrete capacities and hence produce less concrete 
feedback in terms of the child’s behaviour and signals (Kaatz, 1992). Even if 
other people succeed in making mothers with an intellectual or a 
developmental disability aware of such shortcomings, many of them still have 
difficulties realising their gravity. To counteract these shortcomings and 
compensate for the lack of parental skills, mothers with an intellectual or a 
developmental disability may need support of various kinds (Hindberg, 2003). 
 
However, certain demographic variables and parenting factors may guide 
professionals in discerning whether parents with intellectual disabilities belong 
to a high-risk or a low-risk group with respect to parenting competency. 
According to a study by McGaw, Scully, and Pritchard (2010), a high-risk 
group among mothers with intellectual disabilities had a higher frequency of 
traumatic childhood experiences as well as other disabilities in addition to 
their intellectual disability, and they more often had a child with special needs, 
such as an intellectual disability. The male partners of the mothers contributed 
to a higher risk of deficient parenting competences if they had a history of 
criminal activity or anti-social behaviour, and if they did not have an 
intellectual disability of their own (McGaw, et al., 2010).  
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Inclusion and integration of people with intellectual  
and developmental disabilities  
The Nordic countries have for many years been working towards the inclusion 
in society of people with intellectual and developmental disabilities, based on 
the concept of normalisation (Grunewald, 2009; Tøssebro, et al., 2012). The 
term “inclusion” incorporates, for example, community integration, in terms 
of deinstitutionalisation and community living (Brown, et al., 2007). There 
are, according to van Gennep (1994), three dimensions of community 
integration: physical, functional, and social integration. Physical integration 
means independent or supported living in an ordinary residential environment. 
Functional integration is obtained when a person uses the same community 
services as everybody else. Having friends and other relationships outside the 
circles of family and staff is viewed as a sign of social integration (Meininger, 
2010). There seems to be particular difficulties for people with intellectual 
disabilities to become socially integrated. In a study by Lippold and Burns 
(2009), people with intellectual disabilities had significantly more restricted 
social networks than people with physical disabilities. Their circle of friends 
consisted mostly of other people with intellectual disabilities and a large part 
of the social network was comprised of family members and staff (Lippold & 
Burns, 2009). In some countries significant setbacks have occurred, such as the 
re-emergence of larger group homes in Norway. These setbacks are explained 
as consequences of financial cutbacks (Tøssebro, et al., 2012). 

 
To ensure that service providers support people with disabilities in being part 
of the community, many countries worldwide have included integration in 
their legislation (Brown, et al., 2007). In order to follow up on the legislative 
measures, there is a need for the government in each country to evaluate the 
actual inclusion by examining the life situation of people with disabilities. In 
Sweden, government investigations have found that people with disabilities on 
the whole have a poorer situation with regard to welfare than the rest of the 
population. For example, people with disabilities are employed to a lesser 
extent than others, and they more often have financial difficulties in their 
everyday life compared to people without disabilities (Welfare Commission, 
2001). A study by Welsby and Horsfall (2011), with five women with 
intellectual disability showed that some life roles, such as maintaining 
friendships, were more difficult for them compared to others without 
disabilities. However, the women in the study saw themselves as included in 
society in their roles as workers and consumers and as people who live in 
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apartments or houses (Welsby & Horsfall, 2011). The findings indicate a 
contradiction, in the sense that people with an intellectual disability in some 
ways are still excluded, but in other ways feel included in society. Thorn et al. 
(2009) discuss how community integration can be promoted by the creation of 
therapeutic settings, where people with intellectual or developmental 
disabilities can improve their learning and practice various skills in real-life 
activities. Söderman and Antonson (2011) describe such settings in Sweden, 
called Centres of daily activities, where the basic structures are: production of 
goods and services, training aimed at integration into the common workforce, 
and older people’s social life. These activities are thus focused on practical 
skills (Söderman & Antonson, 2011), but do not include parental skills. 

 
Parents with intellectual or developmental disabilities may, through their 
children, have a wider social network than persons without children. They 
meet nurses at child health care centres, teachers in nursery schools, etc. In a 
study by Llewellyn and Gustavsson (2010), mothers with an intellectual 
disability talked about how everyday life with their children contributed to a 
multitude of relations to others, underpinning their sense of living ordinary 
lives and being part of the community. However, this multitude of relations 
does not seem to ascertain that the needs of their children are being met 
(Hindberg, 2003), and research indicates that children growing up in a family 
where the mother has an intellectual disability constitute a risk group 
(Feldman, 1985; Gillberg & Geijer-Karlsson, 1983; Kaatz, 1992; Keltner, 
1994; Keltner, et al., 1999; McConnell, et al., 2003; Sheerin, 1998), although 
the situation varies among families. Furthermore, a recent interview study by 
Lindblad, Billstedt, Gillberg, and Fernell (2013), with informants born to 
mothers with a mild intellectual disability, indicates the occurrence of abuse, 
such as violence and sexual abuse, and/or of neglect, during childhood. The 
informants also reported indifference on the part of their parents in 
responding to their needs as children (Lindblad, et al., 2013). 
 
Children’s needs 
The primary requirement of parents is to meet the needs of their children 
(Bäck-Wiklund & Bergsten, 1997). Children’s needs may be seen in relation to 
a dichotomy between the needs for protection and dependency – that is, for 
security, predictability, and attachment – and the needs for independence and 
autonomy (Goodman, 2008). The needs for security, predictability, and 
attachment are the most essential ones, partly since they are seen as basic 
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(Bowlby, 1983) and partly because it takes an active and mature parent to see 
to these needs. They are thus considered crucial for the target group in this 
thesis and are further elaborated on below. 
 
Attachment 
Attachment theory, formulated by John Bowlby (1983), states that attachment 
needs derive from children’s desire for proximity to the attachment figure, 
usually the mother. Some of the child’s attachment behaviours, such as 
smiling, are meant to inspire the mother to interact with the child. Other 
behaviours, such as crying, signal to the mother to come to the child in order 
to terminate the behaviour (Cassidy, 2008).  

There is a controversy with regard to the hypothesis of attachment being 
physiologically based, and a review by Bolen (2000) found inconsistency 
across relevant studies and concluded that a physiological linkage existed only 
in theory. 
 
According to the theory, attachment is the main path for developing and 
maintaining the ability to use specific persons as sources of security and 
protection in all situations, but especially during difficult times (Bowlby, 
1983). It is deemed likely that the child’s attachment and fear systems, which 
are closely linked, are related to the parent’s caregiving and fear systems. 
When a child experiences a stimulus indicating risk of danger, his or her 
attachment system is activated, and when the parent’s fear system is activated, 
so is the caregiving system (Cassidy, 2008). 

 
The infant and the primary caregiver form the attachment through an intricate 
interplay. A vital factor for the safeguarding of attachment is the parental 
ability for responsiveness, permission, cooperation, and psychological 
availability. An insecure attachment may entail deficiencies in the child’s 
socio-emotional adaption (Bowlby, 1983). 
 
Very little research exists on attachment development in families with 
maternal intellectual disabilities. A recent study by Granqvist et al. (2014), 
whose aim was to explore the attachment representations of children in 
families with maternal intellectual disabilities, used a comparison group with 
mothers without intellectual disabilities. The comparison group was matched 
for childhood abuse, trauma and maltreatment. The study indicated that 
approximately one third of those children born to mothers with intellectual 
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disabilities who were included in the study had a secure attachment 
representation, and there was no significant difference in frequency of secure 
attachment in relation to the comparison group. Thus, the children to mothers 
with intellectual disabilities in this study had the same results regarding 
attachment representation as the comparison group, when the results were 
adjusted for adverse factors, such as child abuse and other forms of trauma 
(Granqvist, et al., 2014). These findings are explained by the importance of 
the mothers’ life history and indicate the significance of having a multi-layered 
approach to the evaluation of attachment, and of not assuming that normal 
parental intelligence is a ground for a secure attachment. Results from a study 
by Tymchuk and Andron (1990) indicated that about half of the mothers with 
intellectual disabilities included in their study had a history of abuse or 
neglect, pointing to the importance of not presupposing that all mothers with 
intellectual disabilities have such experiences from their childhood. 
Furthermore, findings by Perkins, Holburn, Deaux, Flory, and Vietze (2002) 
indicate that the child’s perception of stigma has a role in the attachment 
development in families with maternal intellectual disabilities. If a child with 
no disability perceived stigmatisation due to, for example, having parents 
noticeably different from other parents, it was associated with a higher level of 
insecure attachment (Perkins, et al., 2002). 
 
Children’s physical, psychological, social, and cultural needs 
There are other protective needs that must be met in order for the child to be 
able to develop into an adult with the abilities required to tackle life. These 
needs are physical, psychological, social, and cultural in nature, and are, for 
instance, the needs for care, security, love, and affirmation. A good general 
development for the child as an individual is facilitated by the parent’s 
sensitivity and ability for empathy, and the parental capacity to demonstrate 
and apply these qualities in relation to the child (Berk, 2009). 

 
In the child’s early development there is a need for an environment that actively 
adapts to the needs of the child. This environment must initially focus primarily 
on physical needs but has to develop towards meeting emotional, psychological 
and social needs as well, as the child grows older. According to Winnicott 
(2011) there is no need for perfect mothering. The ordinary, average-good 
mother is good-enough, if her care enables the infant to thrive. Having a good-
enough mother the child can tolerate certain deficiencies the mother may have. 
This can be seen as a process, in that, as the child develops, his or her increased 
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mental activity and understanding give rise to an ability to deal with the 
frustration caused by the mother’s deficiencies. However, the mother needs to 
refrain from introducing complications beyond the child’s understanding, such 
as demanding things ahead of the child’s developmental age (Winnicott, 2011). 
Thus, the good-enough mother is a person, not necessarily the child’s own 
mother, who actively responds to the child’s needs, while also relating to the 
child’s growing ability to tolerate frustration (Winnicott, 2005). 

 
The needs of children are also reflected in the United Nations’ Convention on 
the Rights of the Child, where article 27 states:  “States Parties recognize the 
right of every child to a standard of living adequate for the child's physical, 
mental, spiritual, moral and social development” (Hodgkin & Newell, 2007, 
p. 394). Thus, each country has an overall obligation with regard to the 
children who grow up within its borders, even though the primary 
responsibility for the health and development of the child lies with the parents. 
According to the UN Convention, all decisions in society concerning children 
are supposed to have a child perspective and ensure the best interest of the 
child (Hodgkin & Newell, 2007). To have a child perspective is to strive to 
understand and have empathy with children’s views of their world. A child 
perspective directs “the adult’s attention towards an understanding of 
children’s perceptions, experiences, and actions in the world” (Sommer, 
Pramling Samuelsson, & Hundeide, 2010, p. 22).  
 
The protection of the best interest of the child also requires social structures 
that enable the detection of children in need. In Sweden, and in many other 
countries, the parliament has, through legislation, declared the responsibility 
to detect children in need of societal attention. Professionals, working with 
children or in health care, are required to report to the social services in the 
municipality if they suspect maltreatment of a child (SFS 2001:453). Such a 
report is then followed by an investigation performed by a social worker. A 
possible outcome of that kind of investigation may be a court decision to 
remove the child from the family (National Board of Health and Welfare, 
2007). 
Apart from the studies in this thesis, there seems to be only just two previous 
studies in the Swedish context about the situation for children in families with 
maternal intellectual or developmental disabilities (Lindblad, et al., 2013; 
Starke, 2011b), and a few studies focusing on the parents (Starke, 2005, 2010, 
2011a). Parents with mild intellectual disabilities have been shown to wait 
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longer to ask for professional support than for informal support. Parents who 
perceived themselves as having a positive working alliance with their support 
worker, such as a social worker, waited less long to ask for professional 
support, but only if the parents lacked informal support resources (Meppelder, 
Hodes, Kef, & Schuengel, 2014). In a study by Starke (2011a), mothers with 
an intellectual disability were interviewed, and the findings showed that the 
mothers thought they had the ability to focus on their children’s interests and 
needs and that they were able to fulfil their parental responsibility (Starke, 
2011a). In contrast, when investigating the children’s perspective, Feldman 
(1998) described an elevated risk in families where the mother has an 
intellectual disability, for both neglect of the child and inadequate ability to 
provide stimulation and take measures to prevent accidents.  
 
Being in a vulnerable situation 
Children in families with maternal intellectual or developmental disabilities 
are in a particularly vulnerable situation if they are victims of child 
maltreatment. According to the World Health Organization (2006), child 
maltreatment is all forms of physical or emotional ill-treatment, sexual abuse, 
neglect or negligent treatment, resulting in actual or potential harm to the 
child’s health. The consequences of child abuse may be seen in the child’s 
behavioural development, such as learning problems, and/or expressions of 
anger or anxiety (Al Odhayani, Watson, & Watson, 2013).  Parley (2011) 
states that, in the care context, the term “vulnerability” means “open to 
exposure to harm” (Parley, 2011, p. 267). The term “vulnerable group” refers 
to individuals with a high probability of poor physical, psychological, or 
social health. In some segments in society people are more vulnerable to ill 
health than in others: the very young and the very old, women, racial 
minorities, people with a limited social network, people with a low 
educational level, people in the low-income bracket, and people who are out 
of work or who are experiencing other crises or stressors in their life (Rogers, 
1997). People with intellectual disabilities have a much more restricted social 
network than people with physical disabilities (Lippold & Burns, 2009). 
Adults with intellectual disabilities also have a limited access to the regular 
labor market and are thus found in the low-income bracket (Umb-Carlsson, 
2005). When executing the overall obligation of seeing to the welfare of 
children, there is a need to particularly acknowledge the situation for children 
in family circumstances that are vulnerable due to parental intellectual or 
developmental disability. 
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Vulnerability also seems to be cumulative over the life course. If you 
experience difficulties in early life, the adverse effects of those difficulties seem 
to interact with what happens later on and increase the likelihood of poor 
adult outcomes (Mechanic & Tanner, 2007).  
 
The ability to master life  
Children that grow up in a family with maternal intellectual or developmental 
disability may, thus, be in a risk situation regarding their physical and mental 
health, and their everyday life may be stressful and challenging. Salutogenesis 
presents a way of thinking about resilience, illness, and health that contrasts 
with the dominant pathogenic paradigm of medicine. The term 
“salutogenesis” is derived from the Latin salus (=health) and the Greek genesis 
(=origin). Health can be seen as a movement on a continuum between full ill 
health and full health. Adopting a salutogenic (health orientated) approach 
means changing focus on how issues related to health and well-being are being 
viewed. Instead of focusing on identifying and preventing health risks, 
methods should be developed that promote and increase people’s ability to 
master life (Eriksson, 2007). The aptitude to understand the situation people 
find themselves in, and the ability to use the available resources, are important 
aspects in this theory, formulated by Aaron Antonovsky as Sense of 
Coherence, SOC (Antonovsky, 1987; Lindström & Eriksson, 2005).  

 
Sense of Coherence is a major component of Antonovsky’s salutogenic theory. 
Antonovsky suggested that a strong Sense of Coherence could lead to 
improved health. Sense of Coherence can be seen as a person’s ability to 
understand his or her situation in life and the capacity to assess and use 
resources available to facilitate the movement towards health. The concept is 
used as an explanation of why people who are in stressful situations stay 
healthy (Antonovsky, 1987). 
 
According to Antonovsky (1987), the Sense of Coherence consists of the 
components Comprehensibility, Manageability, and Meaningfulness. 
Meaningfulness provides the individual with motivation to seek a solution to 
situations that are considered stressful and challenging. Comprehensibility and 
Manageability are also important factors in achieving a strong Sense of 
Coherence (Antonovsky, 1987). 
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Another key concept in the salutogenic theory is General Resistance Resources 
(GRRs), which consist of empowering factors like knowledge, self-esteem, and 
social support. These factors are helpful when a person is combating stressors. 
GRRs empower the individual to manage various stressors more effectively, 
create a balance, and therefore promote and help maintain a strong Sense of 
Coherence. Thus, GRRs facilitate people’s movement in the direction of health 
(Antonovsky, 1987), and they are important on a societal level as well. Society 
could strengthen its citizens’ existing GRRs, as well as facilitating the creation 
of new ones, by enabling the citizens to be aware of, identify with, and benefit 
from them. Such strengthening of GRRs on a societal level could be in the 
shape of empowerment strategies, such as provision of support and upholding 
an education of good quality for all citizens (Eriksson, 2007; Tengland, 2008).  
 
Although the concept of Sense of Coherence is not regarded as being 
equivalent to the concept of health, it is seen as an important disposition for 
people’s development and maintenance of health (Eriksson & Lindström, 
2006). With respect to the young generation, Sense of Coherence among 
adolescents seems to correlate well with their health, and with their 
psychological and psychosocial well-being and competences (Nielsen & 
Hansson, 2007). A strong Sense of Coherence has also been shown to be 
associated with better overall health behaviours, such as less smoking and less 
alcohol use (Mattila, et al., 2011). 
 
A salutogenic approach to health can be used on all levels of health care and 
health promotion (Eriksson & Lindström, 2006). Support with a salutogenic 
approach can consist of, for example, health education for parents. The 
government in each country also has an obligation to all children, including 
those in families with parental intellectual or developmental disabilities, to 
contribute to the provision of GRRs, for example, services and professionals 
that can provide understanding and support. 
 
Strategies for handling stressful life events 
When SOC is low and there is a scarcity of GRRs, there is a need to develop 
inner strategies, such as coping strategies, for handling stressful life events. 
Peres and Lucchetti (2010) describe coping as a “response aimed at 
diminishing the physical, emotional, and psychological burdens associated 
with stressful life events” (Peres & Lucchetti, 2010, p. 332), while Lazarus 
and Folkman (1984) regard coping more as a process than as a response. 
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Their definition states that coping is a set of “constantly changing cognitive 
and behavioural efforts to manage specific external and/or internal demands 
that are appraised as taxing or exceeding the resources of the person” 
(Lazarus & Folkman, 1984, p. 141). This process-oriented view is deemed as 
more appropriate for the target group of this thesis, since they might be under 
psychological stress that triggers mobilisation and efforts to manage the 
situation. 
 
A commonly used coping classification is to divide the strategies into 
“problem-focused” versus “emotion-focused” strategies, where “problem-
focused” coping denotes trying to control or change the perceived stressful life 
events. “Emotion-focused” strategies consist of efforts to manage emotional 
responses without dealing with the underlying problem and are considered less 
effective (Peres & Lucchetti, 2010).  
 
Viewing coping as a process entails a focus both on what the person actually 
thinks or does within a certain context and on the change in these thoughts 
and actions as the stressful situation develops. Thus, coping is a process where 
the person in one moment employs one set of strategies and in the next 
another (Lazarus & Folkman, 1984). 
 
The stressors in a child’s life can, according to Ryan-Wenger, Sharrer, and 
Wynd (2000), be divided into normative and non-normative stressors. 
Normative stressors concern the common developmental stressors of daily life, 
such as being left out of the group or getting bad grades, while non-normative 
stressors relate to unusual, traumatic experiences, such as child abuse. An 
important factor for the evaluation of the gravity of the stressor is the child’s 
own feeling of control over the stressor, shown to impact on the child’s well-
being and coping behaviour. Another significant factor is the support the 
parents can provide. Examples of children’s coping strategies are: aggressive 
activities, behavioural distraction, cognitive problem solving and emotional 
expressions (Ryan-Wenger, et al., 2000).  
 
Social support 
When people have a scarcity of GRRs in their lives and are trying to cope with 
their situation, they often need some sort of support. Support is a concept used 
in many different contexts, and it can be used to describe both the intervention 
and the outcome. According to Hupcey (1998) there is a variety of definitions 
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of social support, which emphasises the multifaceted nature of this concept. 
All of them signify some type of positive interaction or helpful behaviour, 
however, and the definitions tend to include five core elements: the type of 
support provided, the recipient’s perceptions, the provider’s intentions, 
reciprocity, and use of social networks. Examples of types of support are 
information and emotional support. The recipient’s perceptions are about his 
or her appraisal of the situation at hand, for which the matching of the 
recipient’s and the provider’s appraisals is seen as important. The provider’s 
appraisal of the situation includes assessment of the potential recipient’s 
responsibility, of the costs involved for the provider, and of whether the event 
that has occurred, and for which support is intended, is threatening to the 
provider. The provider’s intentions might be to enhance the well-being of the 
recipient, based on feelings of social obligation or empathy. But there can also 
be selfish motives such as improving the possibility to get future help for 
oneself if needed. Reciprocity relates to the interaction between provider and 
recipient and includes a possible exchange of resources. Social networks are 
useable for social support, since they increase the available amount of support 
(Hupcey, 1998). 
 
Stoltz, Andersson, and Willman (2007) made a concept analysis of the concept 
of social support, resulting in the following definition: “Support entails the 
provision of general tangibles such as information, education, economic aid, 
goods and external services. … Moreover, it entails necessary qualities such as 
individualisation, adaptability, lastingness, room for verbalizing emotions as 
well as an idea of reciprocal symmetrical exchange between involved parties” 
(Stoltz, Andersson, & Willman, 2007, pp. 1484-85). Social support seems to 
be connected with a multitude of other words, such as available, community 
service, educational, family, etc. The concept analysis also revealed two 
dimensions in support, one tangible and one intangible dimension. The 
tangible dimension is reflected in the definition above, while the intangible 
dimension concerns the quality of the relationships, such as continuity and 
time, among the people involved in the support. The desired consequences of 
support are described as improvements in adjustment, adaption, quality of life, 
understanding, communication etc. (Stoltz, Andersson, & Willman, 2007). 
 
As mentioned above, the concept of social support involves numerous facets, 
concerning, for example, whether or not social support is requested, and 
whether or not it will be accepted and received. These facets are related to, 
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among other things, the functioning of the interaction between recipient and 
provider, as well as the appropriate matching of the support to the need 
(Hupcey, 1998). The interpretation of the support measure is stressed, since 
there is a distinction between perceived support and received support. 
Perceived support is influenced by the recipient’s personality and is about an 
expectation of being supported, while received support denotes an intended 
and observable act (Ditzen & Heinrichs, 2014). 
 
All social support measures are not inherently positive. Some might be more 
demanding than helpful. An example of negative support might be a support 
measure where the objective outcome turned out to be detrimental. The 
offered support measure might also be regarded as negative by the recipient if 
there is a personal conflict between provider and recipient. Furthermore, non-
reciprocal support might be perceived as negative, for example, if there is an 
absence of a mutual plan containing the different participant’s efforts, 
intended provisions, and intended receptions (Hupcey, 1998). 
 
There seems to be a strong association between social support and maternal 
well-being. For mothers without any intellectual disability, social support has 
been shown to increase maternal esteem and parent satisfaction (Stenfert 
Kroese, Hussein, Clifford, & Ahmed, 2002). A study by Wilson, McKenzie, 
Quayle, and Murray (2013) indicates that the majority of mothers with 
intellectual disabilities rely heavily on informal support networks, primarily 
family members and partners. The value of practical support during the 
postnatal period was emphasized. 
 
The major goal of all support for mothers and fathers is to increase the ability 
to meet the needs of their children in order for the children to reach their full 
potentials (Hallberg, 2006). This is a universal goal, since all parents are 
expected to understand the feelings, needs, and wishes of their children (Bäck-
Wiklund & Bergsten, 1997). The concept of parental support has been defined 
as “an activity providing parents with knowledge about children’s health, and 
emotional, cognitive, and social development” (Ministry of health and social 
affairs, 2009, p. 9; the author's translation). Parental support in general, in the 
European context, concerns the provision of resources in terms of skills, 
information, and material, psychological, and social support (European 
Foundation for the Improvement of Living and Working Conditions, 2013). 
The Nordic countries have long-standing and similar programmes for primary 
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health care for children and their families (Köhler & Jakobsson, 1987). In 
Sweden the child health care has been in place since the 1930s and has an 
attendance of almost 100% of all families. Since 1978, parental support 
groups have been offered to parents at the antenatal clinics and by the child 
health care centres (Magnusson, 2009). Parental support is based on the 
promotion of what is regarded as being in the best interest of the child 
(Ministry of health and social affairs, 2009).  

 
However, there are families in need of more specialized parental support, such 
as families showing different kinds of problems with parenthood.  In a study 
by Häggman-Laitila and Euramaa (2003), public health nurses indicated that 
4-23% of parents with young children in general needed special support in 
areas concerning, for example, parenthood and everyday life skills. A parent 
education project in a rural setting was evaluated by Cowen (2001), and the 
findings indicated improvements concerning the parental understanding of the 
growth, needs, and development of their children. In a study by McIntosh and 
Shute (2007), the Starting Well Model was evaluated. The key element of this 
model was intensive home visits during the child’s first weeks. The parents’ 
evaluations after participating indicated improved confidence in their ability to 
provide infant care, increased knowledge, and an improved sense of personal 
competence.  
 
A study by Hogg et al. (2013), based on focus groups with parents from the 
general population and professionals, revealed an explicitly expressed need 
among parents to access parental support in terms of information, advice, and 
social support from other parents. Parental support groups can, in addition to 
real-life meetings, also be arranged via an e-meeting portal. Nyström and 
Ohrling (2006) described mothers’ experiences of taking part in such a web-
based parental group setting as enhancing their well-being by gaining from 
group interactions and communication. 
 
The Chicago Parent Program was developed together with the target group of 
that study, namely, African American and Latino parents. A follow-up one 
year after the intervention indicated increased parenting self-efficacy and fewer 
child behaviour problems compared to the control group, where the 
participants did not receive any extra efforts such as the eleven weekly group 
sessions offered to the intervention group (Gross, et al., 2009). An evaluation 
of another programme, the Positive Parenting programme, aimed at all 
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parents, pointed to reduced levels of anxiety and depression among those who 
had attended the programme. The parents also showed improvements in how 
they interacted with their children (Long, McCarney, Smyth, Magorrian, & 
Dillon, 2001).  

 
There are very few parental support programs specifically devised for 
parents with an intellectual or a developmental disability (Feldman, 2010; 
Wade, Llewellyn, & Matthews, 2008). A systematic review of the 
effectiveness of interventions for this target group addressed two areas, 
namely social relationships (parents’ relations with their children, partners, 
family members and professionals) and childcare skills. There were only two 
interventions with a focus on social relationships that met the inclusion 
criteria in the review, and neither of those met the subsequent set of quality 
criteria. No conclusion could thus be drawn regarding evidence for 
interventions aimed at strengthening social relationships. However, the 
review found evidence for advantages with interventions based on teaching 
childcare skills in comparison with the provision of normal services (Wilson, 
McKenzie, Quayle, & Murray, 2014). One intervention programme devised 
for parents with intellectual disabilities and based on teaching childcare 
skills, is Parenting Young Children, PYC. It is aimed at strengthening and 
promoting the parents’ ability to care for and interact with their children. 
The programme originates from Australia and has now been adapted and 
implemented by the social services in some municipalities in Sweden. This 
programme is primarily designed for parents who have children below the 
age of seven. The settings for the support activities are the homes of the 
families in question or home-like environments. The programme consists of 
two modules, where the care and the parent-child interaction, respectively, 
are focused on. The adaptation and implementation of PYC in Sweden were 
followed by a research team. Their evaluation of the three-year 
implementation project has shown that PYC seems to have a significant 
positive impact for the families receiving this intervention. The staff trained 
in this programme experienced the programme as useful and helpful in their 
efforts to provide parental support. The parents were perceived as gaining 
parental skills and the relationships between staff and parents improved 
during the three-year implementation period (Starke, Wade, Feldman, & 
Mildon, 2013). Such evaluated interventions are much needed, since there is 
a shortage of research in the Swedish context about children in families with 
parental intellectual or developmental disability (Starke, 2005), which 
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contributes to the potential invisibility of this group of children and to a lack 
of opportunities for having their developmental and everyday needs met. 
This shortage of research formed the incentive for the present study. 
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AIM OF THESIS 

The overarching aim of this thesis was to increase the knowledge about 
children born to mothers with an intellectual or a developmental disability by 
investigating the incidence (I), the strategic level of support (Study II), the 
family level of support (Study III), and the experience of having grown up with 
a mother with a developmental disability (IV). 

 
Specific aims 
Study I 
The aim of Study I was to investigate the incidence of children born to women 
with intellectual disabilities in Sweden. 
 
Study II 
The aim of Study II was to describe what kind of support measures exist for 
families with maternal intellectual disabilities, and how support is 
implemented. 

 
Study III 
The aim of Study III was to describe social and health care professionals’ 
experiences of working with the support of families where the mother has an 
intellectual disability, and to specifically focus on their view regarding if and 
how the support practices benefit the children. 
 
Study IV 
The aim of Study IV was to illuminate the experience of having grown up in a 
family where the mother has a developmental disability, and the health 
consequences in adult life. 
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METHODS 

Design of thesis 
Study I was a register study, where the data were retrospectively collected 
from three types of registers: the class registers in the Swedish schools, the 
Swedish Medical Birth Register, and registers from Statistics Sweden. The first 
two registers are based on the personal identification numbers that every 
citizen in Sweden is provided with.  
 
Study II and Study III had a qualitative approach and were based on focus 
group interviews analysed by means of content analysis (Taylor & Bogdan, 
1998). The purpose of the chosen method was to gain insight into the 
provision of support to families with maternal intellectual disabilities by 
illuminating the variety of experiences of the professionals involved. Study II 
was focused on the characteristics of local support systems, and the role of the 
professionals, while the focal point of Study III was how their support 
specifically addressed the children. 

 
Study IV was a qualitative study with narrative interviews analysed by means 
of narrative content analysis (Neuendorf, 2002; Riessman, 2008). 

 
Study procedures and participants  
Study I was performed in 2009-2010 with register data from the county of 
Blekinge in the south east corner of Sweden. Blekinge is a coastal county with 
a population of about 152,000 inhabitants in 2012 (Statistics Sweden, 2013), 
which is about 1.6% of the total population in Sweden. The area was chosen 
due to the possibility to reliably identify all special schools for children and 
adolescents with intellectual disabilities. The offices of all special schools for 
children and adolescents with intellectual disabilities in Blekinge were 



  38 

contacted by the author, asking for copies of all their available class registers. 
Class registers are constructed for every pupil in the Swedish school system. 
They are kept for ten years at each school and are subsequently destroyed. 
These class registers are in Sweden considered as public documents, which 
contributes to their availability for research.  
 
Study II and Study III began in 2011. Three counties in the south of Sweden 
were chosen i) due to the fact that they had different approaches to special 
cooperation structures for parental support to families with maternal 
intellectual disability, and ii) in order to obtain variation with respect to socio-
demographic factors in the population, and also iii) because of their 
geographic availability. The studies, using a combination of strategic and 
snowball sampling, were based on seven focus group interviews (Krueger & 
Casey, 2009), involving 29 professionals from various sectors in society that 
provide support for families with maternal intellectual disability. Focus group 
interviewing entails a synergistic component in which the group members 
interact with each other (Ritchie & Lewis, 2003). The reason for choosing 
focus groups was to facilitate for the informants to collectively formulate their 
experiences. In five focus groups the participants came from a common 
geographical health care sector, and in the other cases the participants were 
invited from special collaboration groups, so-called SUF groups. SUF is short 
for the Swedish terms for Collaboration, Development, and Parenthood, and 
such groups were established to develop the support for families with parental 
intellectual disabilities. The choice of invited groups of participants for the 
seven focus group interviews was made i) on the basis of the author’s personal 
knowledge about the work performed at child health care centres and 
habilitation clinics, ii) by means of searches on SUF web pages for contact 
information for existing SUF groups, and iii) based on information from the 
first included participants. 
 
Study IV was performed in 2013 in the home neighbourhoods of four persons 
volunteering to be interviewed based on advertisements and websites calling 
for persons who had grown up with a mother with intellectual disabilities. As 
the author could not determine whether the mothers of the interested persons 
actually had an intellectual disability according to stipulated criteria, the term 
developmental disability seemed more appropriate to use for Study IV. Thus, 
the inclusion criteria were: a background of having lived with a mother with a 
developmental disability during childhood; having no developmental disability 
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themselves; and being older than 18 years. The interviewees came from three 
separate regions in southern Sweden.  
 
Two consecutive recruiting strategies were followed to acquire interviewees 
for Study IV. First, professionals and others with contacts with the target 
group were asked to inquire of persons meeting the requirements if they were 
willing to be interviewed. This, unfortunately, did not result in any consent to 
participate. The next strategy consisted of advertisements in five local 
newspapers and information about the research on a web page connected to 
the Faculty of Health Science, Blekinge Institute of Technology. After the 
launching of the second strategy, four women volunteered. The author 
communicated with the women to ascertain that the criteria were met. In 
order to protect the identity of the informants they were given invented names 
and some details were altered in their biographies. The four informants were 
called Ellen, Cecilia, Monica, and Britta. 

 
Ellen was in her fifties, had no children, and lived by herself in the south of 
Sweden. Her mother was still alive at the time of the interview. Ellen was the 
eldest sister and had three siblings, two sisters and one brother, four to fifteen 
years younger than her. She was studying at the time of the interview. Ellen 
described her mother as having difficulties with regard to communication and 
social behaviour, and in managing everyday life. Ellen’s mother worked during 
Ellen’s childhood. Sometimes she had two employments at the same time. 
Ellen’s parents were never married and therefore she never lived with her 
father. 

 
Cecilia was in her forties, had two children, and lived in one of the major 
cities in Sweden. She was divorced from the father of the children and had a 
cohabiting partner. She worked for the social services with, for example, 
removals of children and adolescents from their homes. Her mother was alive 
at the time of the interview and Cecilia had two older siblings, one of whom 
had a developmental disability. According to Cecilia, her mother had 
difficulties with cognition, memory, planning, and social behaviour, as well as 
in managing her everyday activities. Cecilia’s mother was unable to fulfil the 
demands of employment, like keeping time, and did not work during Cecilia’s 
childhood. Cecilia’s parents divorced when she was three years old, and her 
father got custody of her older brother and moved away. 
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Monica was also in her forties, had three children, and lived in the south of 
Sweden. She was married and worked part-time as a preschool teacher. She 
was the youngest of seven siblings and grew up in a village in the region where 
she was still living. Her father, who was the father of all of the siblings but 
one, was married to, and lived with, her mother until he died more than ten 
years ago. The mother was alive at the time of the interview. Monica 
described her mother as having cognitive problems as well as difficulties with 
hygiene, and in managing the house and the family. Monica’s mother did not 
work outside the home. Her father took care of his wife and cared for the 
whole family, yet with a low wage in relation to the size of the family. 
Monica’s father also had medical issues, for example, heart problems, which 
entailed frequent hospital stays. As a result, he was often away from home, 
and his illness contributed to long-term socio-economic problems for the 
family. 
 
Britta was in her thirties, and she was married and lived with her husband and 
a one-year-old child in a city in Sweden. She was currently studying at the 
university level. Both of her parents were alive at the time of the interview but 
had divorced many years ago. Britta described her mother as having 
difficulties with respect to cognition, communication, and social behaviour. 
Britta’s mother worked during Britta’s childhood. Her parents divorced when 
she was one year old. During her early years she was sexually abused by her 
father, acts that were perpetrated when she visited him regularly. The sexual 
abuses culminated in attempted rape before Britta’s fourth birthday.  
 
Data collection 
In Study I, the personal identification numbers for the registered women were 
extracted from the class registers from the special schools and sent to the 
National Board of Health and Welfare, where the numbers were linked and 
matched with the Medical Birth Register. The resulting numbers were 
compared to the statistical registers of Statistics Sweden (Statistics Sweden, 
2005, 2006, 2007, 2008, 2009) in order to calculate the incidence and 
prevalence rates of children born to mothers with an intellectual disability. 
Incidence rate is a measure of the frequency with which an event occurs in a 
population over a period of time, while prevalence is the total of all new and 
old cases of an event (Bonita, Beagehole, & Kjellström, 2006). 
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Studies II and III were both based on seven focus group interviews, which 
were led by the author. Before the start of the interviews, information about 
the study was given and the participants gave their written consent to 
participate. Semi-structured interviews with open-ended questions, based on 
an interview guide (see Appendix) created by the authors involved in the 
studies, were then performed. The questions concerned topics such as roles 
and tasks, how mothers with an intellectual disability became known to the 
professionals, their support practices, if and how they collaborated with other 
support givers, problems experienced in the support practices, and if and how 
the support benefited the children. The duration of the interviews varied 
between 45 minutes and one hour and 45 minutes, and on average they lasted 
for one hour and 15 minutes. The interviews were audio-taped and 
transcribed verbatim.  
 
In Study IV, the four women were interviewed by the author. The interviews 
were conducted in the home of three informants and in one case in a locality 
elsewhere. Three informants were interviewed twice, while the fourth 
informant was interviewed just once. The semi-structured interviews were 
based on an interview guide (see Appendix), lasted between 60 and 90 
minutes, and were audio-taped and transcribed verbatim. It was agreed that if 
further information was needed it would be communicated by e-mail.  

 
After Study IV had been completed, the thesis author performed five follow-up 
interviews with professionals from the focus group population (Studies II and 
III). They were contacted and asked to give their reflections on the findings 
from Study IV and on how they saw their present role for children such as 
those described in that study. They were also asked to reflect on what 
collaboration structures should be devised in order to optimise the support. 
These five interviews lasted 30-60 minutes and endeavoured to supplement the 
findings regarding the societal support of today and to triangulate the 
retrospective perspective employed in Study IV. 
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Methods for analysing the data  
In Study I, the quantitative approach implied that statistical and 
epidemiological analyses (Gordis, 2009) were performed, based on the linked 
and matched data received from the National Board of Health and Welfare 
and from data in the registers of Statistics Sweden. 
 
Qualitative research, as in Studies II – IV, is characterized by the overlapping 
processes of data collection and data analysis, where the researcher aspires to 
make sense of the data, observe emerging themes, and refine his/her 
understanding  (Taylor & Bogdan, 1998).  
 
All three qualitative studies were analysed by means of qualitative content 
analysis, in the shape of manifest analysis with latent features, expected to 
provide new insights and increase the understanding of the phenomenon in 
question (Krippendorff, 2004). The studies were, however, based on different 
ways of performing qualitative content analysis, as specified below. 
 
The procedure for Study II was inspired by Ritchie and Lewis (2003) and 
consisted of the following steps: i) The three authors read through the 
documents in order to gain a naïve understanding of the data. ii) On a second 
reading, meaning units of relevance for the research aim were identified by the 
first author. iii) Sub themes and main themes were subsequently identified by 
the first author. iv) The sub themes and main themes were discussed among all 
three authors until a solution that was considered exhaustive and mutually 
exclusive was arrived at. 

 
The analysis procedure in Study III was guided by Graneheim and Lundman 
(2004). The four authors initially read through the documents in order to gain 
a naïve understanding of the data. In further readings, the content area 
corresponding to the aim of this study was identified and extracted. Meaning 
units were identified by the first author, who also condensed the meaning 
units into codes. The codes were then summarised into themes. The themes 
were finally re-negotiated among the four authors until they were found to be 
exhaustive and mutually exclusive. 
 
When deciding what type of analysis to use for the transcripts in Study IV, the 
authors were inspired by Neuendorf (2002), and the following procedure was 
pursued: i) Reading the transcripts several times in order to gain meaning, ii) 



  43 

Identifying and marking text passages that formed narratives, iii) After re-
reading the text, excerpting the narratives and grouping them into preliminary 
categories, iv) Examining the preliminary categories and grouping them into 
themes on the basis of their contents, v) Reviewing and labelling the themes in 
such a way that they became mutually exclusive, and vi) Ensuring that each 
informant’s life story was reflected in all the themes.   
 
The Findings section of the manuscript in Study IV was finally sent by mail to 
the informants for possible comments on the authenticity of the rendering of 
their own story, in order to secure the trustworthiness of the analysis. These 
comments resulted in a few alterations in the text. 
 
Ethics 
The studies in this thesis were performed in accordance with the law of Ethical 
Review of Research Involving Humans in Sweden (SFS 2003:460) and with 
the Declaration of Helsinki (World Health Organization, 2001). The 
principles in those documents regarding information, confidentiality, and 
informed consent were followed. 
 
Approval for the studies in the thesis was obtained from the Regional Ethical 
Review Board in Lund, Sweden (Reg.no. 2008/374, Reg.no. 2010/138, and 
Reg.no 2012/664). Verbal and written informed consent was obtained from 
each participant and each informant. The right to withdraw from the study at 
any time, without having to state a reason, was stressed. The author informed 
all participants and informants about the confidential treatment of the data 
and their anonymity status in the future articles. As the interviews in Study IV 
could evoke negative emotions, such as anxiety and shame originating from 
traumatic experiences during the informants’ childhood, a social worker was 
on standby in case the informants needed counselling.  
 
However, there was no need for counselling, and for at least one of the 
informants participation in Study IV had beneficial effects. She expressed with 
appreciation that the interviews had stimulated her psychological process. This 
had resulted in reduced feelings of shame and in some pride over her 
accomplishments in life.  
 
Though it might have benefited the study to interview children for Study IV, 
the decision was nevertheless made to interview adults, since the authors did 
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not want to intervene in the situation of the children, which could be 
detrimental to those children. Thus, interviewing children was, in this thesis, 
deemed as an unethical method for data collection. The authors also 
considered that interviewing adult informants would benefit the findings, as 
adults are more likely to possess both the ability and the possibility to reflect 
on their childhood experiences. 
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RESULTS 

The results of this thesis are summarized in five sections: 
Incidence and prevalence of children born to mothers with intellectual 
disabilities (Study I) 
Support at the strategic level (Study II) 
Support at the family level (Study III) 
The professionals’ reflections at follow-up on needed developments in 
roles and collaboration structures 
Stories of a vulnerable childhood and how it shaped a struggling life 
(Study IV) 

 
Incidence and prevalence of children born to mothers  
with intellectual disabilities (Study I) 
The investigation of the registers identified a total of 98 women with an 
intellectual disability born between 1975 and 1989. One of them had given 
birth to two children and eight women had given birth to one child each. 
These ten children were born between 2004 and 2008, thus corresponding to 
an average of two children per year. Seven of the children were boys and three 
were girls.  
 
The results indicated an incidence rate of approximately 2.12 children per 
1,000 being born to women with an intellectual disability. For the whole of 
Sweden that indicated an incidence of approximately 225 children each year 
being born to women with an intellectual disability. This meant that at any 
time (assuming a stable incidence rate) the estimated number was about 4,050 
children (aged 0-18) in Sweden born to mothers with an intellectual disability. 
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Number of births 
During the same years as the ten children were born to mothers with an 
intellectual disability, that is, 2004-2008, the number of births in Blekinge was 
7,870, with a mean of 1,574 children per year. The number of women in the 
age group of the present study, that is, born between 1975 and 1989, varied 
between 11,637 and 12,016 (mean: 11,855 per year) during 2004-2008. 
During those years they had a total of 4,713 children. See Table 1, which 
presents comparable data for women with an intellectual disability in 
Blekinge, and for all women in Blekinge county and in Sweden as a whole. 

 
It is not shown in the table that in the whole country of Sweden the number of 
births was 524,909 children during the years in question, with a variation of 
between 100,928 and 109,301, and a mean of 104,982 children per year. 
Among these children, 283,689 were born to women born between 1975 and 
1989, with a variation between 39,744 and 74,405. This corresponds to an 
annual mean of 56,734.  

 
Mothers’ ages 
The mothers identified in our study were 17 to 29 years old when they had their 
children, with a mean age of 23 years. The county’s average for having one’s 
first child in 2004-2008 was 28 years, and the national average was 29 years.  

 
 
 
 
 
 
 
 
 
 
 
 
 
 
 

 
 

Table 1. Five-year incidence of births 2004-2008, by women born 1975-1989, 
in a study of children born by women with intellectual disabilities in Sweden.

Women with 
intellectual  

disabilities in 
Blekinge

County of  
Blekinge

Sweden

Women born 1975-1989  (n) 98 11,855 817,187

Children  born 2004-2008   
(n/mean per year)

10/2 4,713/ 
943

283,689/ 
56,734

Births per thousand women  
and year 

20.4 79.5 69.4

Mean age of mother at birth  
of first child 

23 28 29
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Figure 1: Overview of the results from Studies II and III. 
 
 
Support at the strategic level (Study II)  
The results of Study II are presented in five sections: 

The roles and activities of the professionals involved 
Ways in which families in need of support are identified 
Problems identifying mothers with an ID 
Inter-sector collaboration, and how the professionals cooperate  
and communicate 
Dilemmas concerning legislative actions 
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• Support practices 
• Pedagogical strate-

gies when supporting 
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nal intellectual dis-
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• Maintaining the child 
perspective
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The roles and activities of the professionals involved 
Professionals that provided support to families with maternal intellectual 
disabilities had different roles and tasks, depending on their professions, but 
also depending on what clinic or social sector they belonged to.  

 
When a pregnant woman with a suspected intellectual disability had been 
identified by the antenatal clinic, and if she approved, the nurse at the 
adjoined child health clinic was usually notified of the possible lack of 
parental capacity.  
 
When the child was born, a child health care nurse repeatedly made home 
visits to the family with a maternal intellectual disability, and also made 
appointments with the family at the centre at fixed intervals.  
 
Staff at the child departments at the habilitation clinics met mothers who had 
children with disabilities, including intellectual disabilities, regardless of 
whether the mothers themselves had an intellectual disability or not. Mothers 
with an intellectual disability might have had, and perhaps still had, regular 
contact with the staff at the adult department at the habilitation clinic for their 
own support.  

 
If and when the social services were notified about a family with a maternal 
intellectual disability, a social worker performed an investigation where the 
family’s situation was explored. The resulting decision made by the social 
welfare board would have one of the following three outcomes: support was 
not needed; the parents would be offered parental support; or court 
proceedings to remove the child from the family would be initiated.  
 
Ways in which families in need of support are identified 
The interviewees found some situations to be particularly troubling and 
problematic with respect to locating families with a maternal intellectual 
disability where the child might be at risk of harm. One such situation was 
when the extended family around the parents was opposed to opening up for 
support actions, because of fear of the children being removed. The social 
workers believed that this fear was reinforced by the family’s relatives and 
friends, some of whom might themselves have similar disabilities.  
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Problems identifying mothers with an intellectual disability 
Many interviewees were particularly worried that migrant families with 
maternal intellectual disabilities were not receiving proper support. They saw 
language problems, as well as cultural differences, as contributing to a 
potential situation of invisibility and believed that cultural factors might 
include unease about revealing and talking about intellectual disabilities. One 
reason why the interviewees worried about people with a migrant background 
in particular was that first-cousin marriages, known to increase the risk and 
prevalence of intellectual disabilities, were believed to be common in some 
migrant groups.  
 
Inter-sector collaboration, and how the professionals  
cooperate and communicate 
Functioning inter-sector collaboration, cooperation, and communication were 
thought to be of crucial importance for support to work optimally, and both 
good and bad examples were given. 

 
Starting with the problematic side of communication, the interviews revealed a 
rift in the communication between the relevant sectors. Parents could become 
confused when professionals from many different sectors tried to teach them 
things in different ways.  
 
A suggested solution to the above-mentioned communication problem was to 
establish inter-sector collaboration in terms of, for example, a group where 
professionals from different welfare sectors could talk about difficult cases and 
could receive advice from each other. One such existing structure for support 
to the professionals was the SUF groups, which is short for the Swedish terms 
for Collaboration, Development, and Parenthood. This was a collaboration 
project, in place in some regions, between a county council and the 
municipalities in that geographical area. Professionals who were part of a local 
SUF group described good advice they had received from other group 
members, as well as suggested solutions to dilemmas. However, collaboration 
sometimes worked quite well, even in municipalities without SUF groups.  
 
The child health care nurses’ dream was a cooperating group around each 
family with a maternal intellectual disability, with regular meetings, provided 
the parents would accept information being shared in such a group. 
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Intra-department cooperation was usually well-established and well-
functioning. A majority of the professionals’ contacts regarding a specific 
family were those with colleagues in their own clinic or at the same social 
services department. 

 
Dilemmas concerning legislative actions 
One specific problem that appeared from the interviews concerned how to 
handle the legislative demand to report suspected maltreatment to the social 
services. It was seen as a complication in the professionals’ support to the 
families, since a report might compromise already well-established contacts 
with the families. One aspect of the dilemma had to do with whether families 
with maternal intellectual disabilities should be treated differently, for 
example, more “leniently”, with lower demands on parental skills compared 
to families without maternal intellectual disabilities. The nurses stated that the 
child’s interests (for example, not to be harmed) should be prioritized before 
the family’s (for example, the right to privacy). Having well-established 
contacts with another sector, such as the social services, was experienced as 
conducive to handling the reporting dilemma. 

 
Support at the family level (Study III) 
The results in Study III are presented in three sections: 

Support practices 
Pedagogical practices 
Maintaining the child perspective 
 

Support practices 
The common structure of the support practices was to start with a needs 
assessment, where the professionals’ goal was to get a broad picture of the 
family’s situation, with a stated focus on the children. After the assessment 
one of several forms of support was chosen. 

 
One basic kind of support was health care visits, which were appointments 
with the family at the professional’s work site, for example child health care 
centres or child habilitation departments at the habilitation clinic.  

 
A second kind of support practice used by a majority of the professionals was 
home visits, whose focus is, just like health care visits, to monitor and talk 
about the development and the needs of the child. The professionals believed 
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that they could get a better idea of a family’s situation if they visited them at 
home. Those who were using home-based support practices also claimed that 
it is easier for mothers to learn when education takes place in the home 
environment. A social worker from the social services described the start of 
parental support as follows1: ”then I make a home visit together with the 
investigating social worker [from the social services] and then we meet the 
whole family and get to know them… We are there for the sake of the child… 
[What I then do] depends on what the investigation concludes regarding the 
support they should have” Social worker, social services. The investigation might 
include a description of the needed parental support, such as: “[help with] 
contacts with child health care..., support with routines, the structure of the 
day, … what to do with children outdoors …  indoors. How to promote their 
language? How do you play with a child? When is it bed time? What is the 
child supposed to eat? What clothes are suitable? What to do when the 
children get sick?” Social worker, social services. The professionals attempt to 
educate mothers with intellectual disabilities about various topics focusing on 
children’s needs and child rearing. These home visits are mostly prearranged 
with the families, but some nurses stated that out of worry about the 
children’s situation, they sometimes also made unannounced home visits. 
 
The participants described two kinds of parental support groups,  namely,  
general groups and specific groups. The child health care had general parental 
support groups as part of their regular programme for all families, with or 
without disabilities. However, mothers with an intellectual disability seldom 
participated in these kinds of groups. Group meetings developed specifically 
for the target group had been tried in two units. The experiences from 
arranging those group meetings were mixed. Maintaining the group was 
perceived as difficult, since the participants tended to come and go, and 
preserving the desired focus was problematic, despite the group participants’ 
tendency to enjoy the fellowship.  

 
Finally, in one municipality, the social services had arranged a parental 
training programme aimed particularly at families with maternal intellectual 
disabilities at risk of having their children removed. Prior to attending this 
                                                   
1 In the published version of Study III there are no quotes since this was not in line with the policy of 
the Journal of Policy and Practice in Intellectual Disabilities. The quotes in italics given in this section 
can thus not be found in Study III. 
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comprehensive and structured programme, the family was subjected to an 
investigation by the social services. After the investigation, the subsequent 
decision by the social welfare board might be either that the parents attend 
this programme, or that court proceedings had to be initiated to remove the 
children from the parents. If the parents accepted the offer, which they 
normally did, appointments were set up for the parents to regularly visit a 
specially arranged and equipped flat. The standard programme period lasted 
for eight weeks, during which the parents visited the flat for five to six hours a 
day, three to four days a week. The flat was staffed with two social workers, 
working with all kinds of support needs. All family members, including 
children, participated, regardless of age. The standard period of eight weeks 
could, if needed, be extended by another eight or sixteen weeks. After the 
intensive programme was completed, the parents were invited to follow-up 
visits for many years, with decreasing frequency. The social workers were 
proud to state that in the nine years they had worked with the programme no 
child in a participating family had been removed by the social services. All 
mothers had, partly thanks to the support given, been able to function 
adequately, and the children had grown up without any noticeable negative 
consequences for their physical or psychological well-being. 

 
Pedagogical practices 
With respect to pedagogical practices adopted for the support, the informants 
emphasized the importance of applying a strategy that strengthened the 
mothers in areas where they were functioning well, in order to boost their self-
confidence.  “... to acknowledge what they do well.” Nurse, child health care. 
Another topic that emerged concerned the benefits of repetition, that is, of 
repeating new items of knowledge, as well as rehearsing skills, many times. 
“… when you meet them a couple of times and say the same things, you 
realise that in the end some things have improved” Social worker, social services. The 
interviewees stated that they use a multitude of educational tools, such as 
pictures and books, as well as acting as role models, all of which facilitates the 
education. They also pointed to the benefit of filming parents in specific 
situations and then using these films as a feedback and teaching tool.  

 
A significant part of the described parental training programme was to discuss 
the situation with the husband (or partner), in an attempt to make him 
understand the problems and see how he could contribute. Otherwise most 
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husbands had a tendency to never bring the problems up themselves, to 
underrate the mothers’ deficiencies, and to not be fully aware of the problem. 

 
Maintaining the child perspective 
The interviewees were aware of the child perspective, and of the importance of 
focusing on the children’s needs. They stressed the responsibility to focus 
specifically on children of mothers with an intellectual disability, by standing 
by them and working long term. However, they claimed that in many 
discussions, investigations, and actions, the focus tended not to be on the 
children, but primarily on the parents, and decisions usually contained 
suggestions about what would be best for the mothers with an intellectual 
disability, and not specifically what would be best for their children. The 
social workers discussed a bias towards overestimating the mothers, 
“ascribing a little extra competence to them” Social worker, social services, which 
was seen as a problematic consequence of having known the parents for a very 
long time. This could be detrimental when making decisions about the support 
needed, and it could thus jeopardize possible positive outcomes of the support. 
 
Child health care nurses expressed how they sometimes were worried and 
frustrated about the situation of the children in families with maternal 
intellectual disabilities. “You sometimes feel: what am I to do?”  Nurse, child 

health care. The nurses reflected on the responsibility to act upon the signals they 
got, and they believed that many children in families with maternal intellectual 
disabilities might feel frustrated and abandoned by the non-seeing and non-
responsive society around them. “…when the child has grown up and starts to 
think about his childhood…. [he may think:]Wasn’t there anyone who saw 
what my home situation was like?” Nurse, child health care.   
 
Finally, social workers and nurses described how they saw children who, as 
they matured and gained more and more knowledge, were intellectually 
outgrowing their mother with an intellectual disability. “There are perpetual 
conflicts where he all the time points out how stupid she is.” Nurse, child health 

care.  The children also tended to take on responsibilities originally belonging 
to the mother, such as doing more and more household chores, leaving them 
overburdened for their age.  

 
Another professional responsibility that was emphasized was to inform the 
children, depending on their age, about their mother’s disability and discuss 
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the different consequences the disability could have for them. “We put it [the 
situation] into words” Social worker, social services.  Communicating directly with 
the child was considered a very important part of taking the child’s 
perspective, as it gave the child a feeling of security to know about the 
problem. 
 
The professionals’ reflections at follow-up on needed developments  
in roles and collaboration structures  
The professionals interviewed for the follow-up inquiry saw a never-ending 
major responsibility for all persons working with children to maintain a child 
focus and be alert to signals indicating problems in the child’s family life. The 
signals could be weak and the problems could be of a complex nature, and the 
interviewees had experienced situations where, however thoroughly they tried 
to investigate it, the picture still remained very unclear. In those circumstances 
other professionals’ experiences were valuable. Consulting others in their own 
or another sector was seen as helpful in such situations, both because the other 
professionals could have additional information and because discussions and 
collaborations could lead to new, creative solutions, such as dividing the 
support of the different aspects of childcare between, for example, child health 
care and child habilitation. With such a solution, it could be easier for the 
parents to understand the instructions. 

 
The professionals thus emphasised collaboration as an important feature in 
the development of support for families with maternal intellectual or 
developmental disabilities, on both strategic and family levels. Knowledge and 
interest in family support among managers was seen as a prerequisite for 
productive collaboration. In municipalities that lacked SUF groups, or other 
collaboration structures on the municipal level, the professionals were 
disappointed with the managerial levels of the different sectors pertaining to 
family support. The interviewees stated that the disinterest in providing the 
necessary administrative possibilities for forming collaboration might be 
caused by a lack of knowledge among managers about the true prevalence of 
families in need of support. One municipality, where the SUF group was 
provided with sufficient possibilities to function, had a highly interested and 
experienced manager for the social services. This was seen as the basis for the 
long-term establishment of both the SUF group and the parental training 
programme run in that municipality.   
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Collaborating for an optimal use of resources on the family level was very 
rare. The professionals knew of a new proposed structure for support 
collaboration called SIP, which is short for the Swedish words for Coordinated 
Individual Planning. Any sector around a family in need could take the 
initiative for collaboration in terms of SIP. Nevertheless, the interviewees did 
not appear to consider initiating such a group. They seemed to wait for 
another sector to take the lead.  
 
Stories of a vulnerable childhood and how it shaped a struggling life 
(Study IV)  
The results of Study IV are presented according to the five themes that 
emerged: 

Living under adverse circumstances 
A repertoire of actions to deal with the situation at hand 
Dealing with the situation on an intra-personal level 
Receiving informal support and wishing for more 
Experiencing health consequences for in adult life 

 
In addition to the results of the interview study with the four informants, 
results from the follow-up interviews with professionals about the 
applicability of the results in Sweden today are also presented.  
 
Living under adverse circumstances 
All the informants (presented on pp. 39-40) expressed feelings for their 
mothers, though these feelings were a blend of love, shame, fear, and guilt. 
They felt love, despite the misery caused by the mother’s deficient parental 
ability, and shame and guilt when her lack of ability was exposed to relatives, 
friends, and others, and they also felt fear of her scary behaviour.  
 
The participants significantly differed in age, and accordingly spent their 
childhood in different decades. Nevertheless, their experiences had similarities. 
Recalling the socio-economic conditions of their families’ home environments, 
Ellen, Cecilia, and Monica talked about how they and their siblings spent 
large portions of their childhood in considerable poverty. However, Britta’s 
mother was a sufficient provider of necessities, so Britta had no experience of 
poverty. Since her early teenage years, Cecilia’s solution to the economic 
situation was to steal large amounts of money from her mother’s male friends, 
in order to buy clothes and food for herself. Ellen recalls that on many days 
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there was no food at home. Because of the lack of nutritious food she did not 
grow according to the measurement standards. Therefore, the school nurse 
frequently sent her to the school doctor for check-ups and weighing. Ellen 
recalled no measures taken after these check-ups, other than recommendations 
to drink double cream, which was unfortunately deemed too expensive by her 
mother. 
 
Ellen, Monica, and Cecilia recalled problems with the supply of food. In 
Cecilia’s and Monica’s recollections they never had any ordinary breakfast 
during the whole of their childhood. Monica’s mother lacked the ability to 
plan and to cook sufficient amounts of food to feed the whole family, and her 
father seldom cooked or went to the store to buy food. There seemed to be an 
agreement between the parents that this was the mother’s tasks. As a 
consequence, most of the time not enough food was served, and the children 
had to find additional food items, such as bread and honey. 
 
Ellen and Monica talked about their mothers’ scary habits. In Monica’s case, 
she sometimes had a hard time sleeping at night, since her mother frequently 
had severe anxiety attacks during which she would throw plates and other 
things, yell and make a terrible noise. Three of the informants reported that 
their respective mothers repeatedly entered into conflicts, with their children 
as well as with others. Ellen’s mother had a habit of locking the door to the 
bedroom where Ellen and her siblings stayed, as a punishment, or locking 
them in the flat when she went to work or to see a boyfriend, as a way of 
protecting the children. This made them scared. And sometimes they were 
locked in for days. 
 
Both Ellen and Britta were bullied by their schoolmates. Cecilia had a very 
tough attitude towards her peers and was therefore never exposed to bullying. 
Because of the bullying, which started when she was ten years old, Britta 
wanted to avoid school at all costs. The teachers had no effective way of 
dealing with this predicament. The bullying resulted in feelings of loneliness, 
exclusion, and sadness for both Ellen and Britta, feelings which were 
augmented by a realisation of how different their situation was compared to 
that of others.  

 
Ellen, Monica and Cecilia could not recollect that their mothers ever woke 
them up in the morning during childhood, and therefore they were almost 
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always late out of bed. When Ellen woke up, she just got up, dressed in 
whatever clothes were available and went to school, with no breakfast and 
without taking care of her personal hygiene. Sometimes Monica’s father woke 
her up, but Monica’s mother was always asleep in the morning. Cecilia had 
similar memories. All four informants periodically had high absenteeism from 
school. Most of the time they were late for school and all of them except 
Monica often played truant. The interest in Monica’s daily life shown by her 
father and her siblings prevented her from playing truant. 
 
The attitudes towards tidying up and cleaning clothes varied between the 
mothers. Ellen’s, Monica’s, and Cecilia’s mothers seemed to lack interest in or 
the ability for keeping the house or the flat tidy and did not provide their 
children with clean, season-appropriate clothes. Britta’s mother, on the other 
hand, was intent on tidying the flat. 
 
A repertoire of actions to deal with the situation at hand 
Three of the informants took on the responsibility for the functioning of their 
families at a very young age. Cecilia was merely around five years old, when 
she realized that she had to take charge. Monica was an exception, however, 
and as the youngest of the seven siblings she benefited from the care provided 
by her older sister and brothers, and their feelings of responsibility. Britta did 
not have to take on the responsibility for the functioning of the family, since 
she had no siblings and her mother had sufficient household skills. 
 
All the informants described how they had struggled to keep their families’ 
situation a secret from the outside world. Nevertheless, both Cecilia and 
Monica believed that they signalled in school that something was wrong, but 
no adult picked up those signals and asked them why they did what they did: 
Cecilia shaved off her hair, both were often absent, etc. Monica did not recall 
any single moment when the teachers in school asked her about her family 
situation. 
 
The men in the mothers’ lives sometimes started conflicts, which the 
informants sought to prevent. Cecilia’s mother had a partner who lived with 
them for seven years and was very aggressive. Cecilia felt responsible for 
protecting her mother from this aggressive partner, which meant that she often 
felt she could not go to school, in case he got violent. 
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Ellen talked about the constant worry she felt for her siblings. This included a 
strong sense of responsibility for their well-being which remained when she 
moved away from home at the age of fourteen. One of her siblings came to 
live with her two years later, when she had acquired an apartment big enough 
for the two of them, and over the years other siblings did the same. 

 
Dealing with the situation on an intra-personal level 
All the informants felt that their respective mothers could not be trusted in 
what they said, partly because they made things up. Britta was around ten 
when she realized that the answers she got from her mother were not always 
true, that she could make things up. Britta found that very frustrating, but did 
not come up with a way to handle the situation. Cecilia never asked her 
mother any questions, as she knew it was futile.  
 
Ellen had to suppress her own inner needs for love and care and instead give 
those things to her siblings. It was difficult for her to look upon herself with 
appreciation, insecure as she was about the value of her achievements. Cecilia 
had friends who provided her with appreciation and confirmation. This was 
important to her since her mother seemed to show but a meagre interest in her 
life. Monica also often felt insecure and turned to her siblings and her father in 
order to be seen and appreciated. 
 
All four informants moved out of their respective homes while they were in 
their teenage years. They talked about moving as an escape from an ever more 
impossible situation. Cecilia, Britta, and Ellen started to work early on to gain 
their own money, whereas Monica, who studied, relied on her older brother, 
whom she lived with, to provide for her during her high school years. 
 
Britta tried to cope in her early school years by spending time at home in 
solitude. In the afternoons after school she was alone in the flat with her cats 
and her books. Yet, the return home of her mother in the evening meant that 
the peace was over. In her late teen years Britta self-medicated by using 
alcohol and cannabis. She finally realised that she had to deal with her past in 
a better way by finding and starting to attend a therapy group. At the age of 
seventeen, Cecilia contacted a child psychiatric clinic. She received counselling 
there for a short time and she also mentioned that later in life she had spent a 
long time in therapy in order to learn to deal with her childhood.  
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Receiving informal support and wishing for more 
When they were asked about what kind of support they remembered 
receiving, Ellen, Britta, and Cecilia mentioned some contacts with the social 
services, while Monica’s family had no contact with the authorities during her 
childhood. Ellen recalled how the Child Protection Agency made several house 
calls after being notified of possible maltreatment. However, the house calls 
were always pre-announced, so Ellen’s mother forced the children to clean and 
fix everything in the apartment, and gave strict orders about what to say. As a 
result, the Agency never found evidence of the suspected maltreatment. Cecilia 
recalled that two or three reports were handed in to the social services. 
Nevertheless, all four informants stated that no effective support from the 
authorities was ever given to them. 
 
All the informants believed that they would have benefited from someone 
explaining things to them during their childhood. Ellen, Monica, and Cecilia 
would also have appreciated if their mothers had got help structuring the 
household chores, including maintaining a supply of clean clothes and a 
sufficient amount of food in the home.  
 
Cecilia had close friends who stood by her side and understood what her 
situation was like. This was important for her since she recalled that she could 
not trust a single adult. Cecilia moved to a new school in ninth grade, after 
realising that she wanted to go to high school, though her grades at the time 
made that impossible. The new school specialised in educating pupils with 
special needs. A teacher in the school knew of her from before, and committed 
himself to giving her support. In the morning, every school day, he called her 
to wake her up, came to pick her up, and drove her to school. Thanks to that 
invaluable help Cecilia could finally start gaining knowledge in the various 
school subjects and she made it to high school. 
 
Monica and Cecilia experienced some support from their siblings. After 
Cecilia regained contact with her brother, when she was seventeen, he tried to 
support her by, for example, encouraging a healthier lifestyle, and making her 
stop smoking. Monica had a lot of informal support from her older siblings, 
especially her older sister, who supervised her in terms of hygiene and clothing 
when she was a small child. In that sense Monica’s older sister took on the 
same responsible role in Monica’s family as Ellen did in hers, being the eldest 
sister in that family. 
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Experiencing health consequences in adult life 
Ellen described herself as an overachiever and a perfectionist, as a consequence 
of her childhood. After acquiring the first flat of her own, she overdid the 
cleaning. This was also a way of showing that she was not like her mother. 
 
The informants had dealt with the issue of family and children in different 
ways. Cecilia, Britta, and Monica were married or lived with a partner at the 
time of the interviews and they had children. Ellen, on the other hand, had 
made a conscious decision not to have children of her own, though she had 
been married. She stated that bringing up children to functioning adults was 
too much of a task. However, she was always greatly involved in her siblings’ 
lives, as all of them had lived with her for longer or shorter periods of time.  
 
When Britta became pregnant, the issue of having children or not was raised 
between her and her husband. Britta’s pregnancy was ingrained with anxiety. 
When their daughter was born, the anxiety diminished, but not much. Her 
present anxiety was due to her fear of treating her daughter in the same way 
as she had been treated by her mother. She had no role model and therefore 
she felt uncertain about how to be a good parent. 

 
Anxiety had been a recurrent feature of Britta’s and Cecilia’s lives since their 
childhood and into adult life. Britta said that in her memory she had always 
suffered from anxiety. When Cecilia had just given birth to her second child, 
she got panic attacks accompanied by excessive anxiety. She was reminded of 
her childhood experiences. Since then Cecilia had had frequently recurring 
panic attacks. 

 
The four women’s present contacts with their respective mothers differed. 
Ellen’s mother was currently living in a residential home, and Ellen went to see 
her mother often and was closely involved in her mother’s life. Cecilia had a 
basic relationship with her mother. Monica’s mother now also stayed in a 
residential home, but Monica seldom visited her. Britta had moved far away 
from the city of her birth, so mother and daughter lived far apart. The 
relationship was quite strained, since Britta still got very frustrated with many 
aspects of her mother’s way of living.  
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Three of the informants had chronic diseases affecting their physical health, 
which they struggled with every day. Ellen and Cecilia were disability 
pensioners at the time of the interview, in Cecilia’s case part-time. Their 
illnesses had psychosomatic features and they saw them as partly due to their 
childhood. 
 
All four women recognized that they carried burdens from childhood which to 
a great extent had impacted on how their lives had turned out. As children 
they felt that they had a different upbringing compared to their peers, and they 
perceived that their everyday lives differed from ordinary family life, but the 
lack of knowledge of the cause of the situation made them unable to deal with 
it in a fruitful way. They said that their early years had resulted in deep 
wounds in their souls.  
 
Are these findings applicable today? 
The professionals in the follow-up interviews agreed that the childhood 
situation described by the four informants could take place even at present. 
They stated, however, that nowadays more children seem to be removed from 
their families by the authorities. It is thus likely that, for example, the social 
services would have been more active today in performing and following up 
house calls in Ellen’s family. 
 
The poor living conditions referred to by Cecilia, Ellen, and Monica, were 
seen as valid also today. Lack of economic resources exists today too, as a 
result of the parents being unemployed or having low-wage employments, and 
the lack of resources inevitably influences the families’ daily living. Lack of 
appropriate food and clothing is still common in vulnerable groups such as 
families with maternal intellectual or developmental disabilities. 
 
The professionals saw a progress in our contemporary society, compared to 
the situation depicted in Study IV, in that more children in Sweden are 
attending preschools. The increasing role of the preschools was regarded as an 
added resource for children, partly because of the stimulation and care they 
get there, and partly because the situation of the individual child may be 
noticed by the preschool teachers.  
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A current development might also be seen in the increasing numbers of reports 
to the social services about children in families who need extra support. 
However, the professionals were critical of a perceived tendency to let the 
outcome of the investigation by the social services be an offer of voluntary 
support. They claimed that this option was in most cases turned down by the 
parents in the target group. 
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DISCUSSION 

The findings of the present thesis constitute the first systematic synthesis of 
knowledge about support to families with maternal intellectual and 
developmental disabilities. The findings also provide some insight into the 
situation for children who have grown up in a family with maternal intellectual 
or developmental disability and highlight several important factors regarding 
childhood experiences and support needs. This thesis is, furthermore, one of 
very few studies describing the perspectives and experiences of the children who 
grow up in such families but do not have developmental disabilities of their 
own. It is possible that a child without a disability experiences other childhood 
problems than its counterparts with disabilities.  
 
Moreover, the findings indicate a problematic scarcity of the child perspective 
in the support given to these families by various societal resources, and these 
findings may serve as an incentive for further research and developments in 
this field. 
 
The most prominent issues regarding the findings will be discussed below: 

Has the group a size worthy of our attention? 
The desire for and the fear of detection 
The overriding feeling of responsibility among the children 
The childhood experience of deprivation and neglect 
The situation then and now 
The children’s tools to manage life 
Do available support measures have collaborative elements  
and do these measures benefit the children? 
Critical reflections regarding the support reported in Study II  
and Study III 
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Has the group a size worthy of our attention?  
Study I indicates that there are approximately 4,000 children (aged 0-18 years) 
in Sweden at any time who are born to a mother with an intellectual disability 
and who may have experiences similar to those portrayed in Study IV. The 
findings indicate a prevalence of 0.2 %, and compared to the total proportion 
of children who grow up with parents who have different kinds of disabilities, 
this is a small group. Nevertheless, it is a group of children who need extra 
attention, since there are powerful inner forces that impel the children to keep 
the situation hidden, as portrayed in Study IV. Professionals need to be 
attentive to the target group, even if there are also other, larger groups of 
children in need of support. For example, a Norwegian report indicates that 
between 12 and 40 % of all children and young people in Norway have a 
parent meeting the criteria for mental illness or alcohol abuse (Ask Torvik & 
Rognmo, 2011). No corresponding statistics exist for Sweden (National Board 
of Health and Welfare, 2013). The number of children in that situation in 
Sweden is, thus, so far unknown. The fact that having a mother with a 
developmental disability was found to involve adverse childhood experiences 
(Study IV) implies that incidence and prevalence ought to be investigated for 
that group as well, in order for society to be able to assess the resources 
required to meet their needs.  
 
The question whether the group is a growing one is discussed by Pixa-Kettner 
(2008). A follow-up study of an earlier one by the same author, points to the 
possibility of a rising number of children being born in families with parental 
intellectual disabilities. This possible increase might be due to the increased 
inclusion of this group in society. If this is true, there should also be a growing 
need for support measures. 
 
The findings in the follow-up inquiry indicate a possible lack of knowledge 
among managers about the true prevalence of families with maternal 
intellectual or developmental disabilities in need of support, which points to 
the importance of increasing the knowledge about the target group in all 
sectors working with family support. The current perceived lack of knowledge 
could contribute to the invisibility of children growing up in families with 
maternal intellectual or developmental disabilities, since other, larger groups 
of people in need, might overshadow this smaller group. 
  



  65 

Thus, although it is a comparably small group, the incidence rate calculated in 
this thesis, that is, approximately 2.12 per 1,000 children born each year to a 
mother with an intellectual disability, signals that this is a group which is 
worthy of more focused societal consideration. 
 
The desire for and the fear of detection  
The subject of paying due attention to the target group of children is related to 
the matter of detection. Do the children in this group desire to be detected? 
Study IV indicated that there seems to be a duality in this matter among 
children growing up with mothers with an intellectual or a developmental 
disability. On the one hand, the issue of keeping the family secret about the 
situation at home and about the mother’s lacking abilities, was of prominent 
significance. On the other hand, the informants stated that when they were 
children they signalled to the adult world that there was a problematic 
situation that needed to be revealed. The divulgence of a family secret seems, 
according to Vangelisti, Caughlin, and Timmerman (2001), to be facilitated by 
the following factors: if the person has a relative with a similar problem; if it is 
inevitable that the secret will be revealed anyway; if the secret becomes a 
critical concern; if the person is positive that the listener will not disapprove of 
him or her after hearing about the secret; if the revelation seems to fit into the 
conversation; if a crisis arises; if the family members think it is okay to tell; or 
if the listener is going to marry into the family (Vangelisti, et al., 2001). The 
findings in Study IV indicate that the adult world failed in detecting the 
situation of these children. The informants did not recall that teachers and 
others conveyed a welcoming attitude, so they did not tell anyone about their 
situation and their problematic everyday life remained hidden. If the children 
had felt that the adults were prepared to listen and would not disapprove of 
them afterwards, they might have told someone, despite the conflicting wish of 
invisibility.  
 
The family secret might also be hidden by the parents and the extended family. 
The results from Study II indicated that the extended family had concerns 
about becoming visible by letting the social services know about their 
shortcomings. In this case, the desire to stay undetected was an adult decision, 
uninfluenced by the needs of the children. The tendency to hide the problems 
was, according to Study II, sometimes also endorsed by the friends of the 
families in question. According to some of the participants in Study II, both 
family and friends sometimes expressed apprehensions that the social services 
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would remove their children from their families if the authorities got a grasp 
of the extent of the problems. This indicates a failure on the part of the 
support provider, a failure in the sense that the families do not trust the social 
services. This fear among the parents and the extended family might increase 
the obligation felt by the children to keep the family secret hidden, hence 
constituting a counteracting factor in relation to the wish of the children to be 
noticed by society. 
 
Thus, Study II showed potential difficulties on the part of society to detect and 
react to children in need of special support. Cocozza (2007) reported about 
the reluctance and unwillingness to follow the Social Services Act (SFS 
2001:453) in terms of reporting suspected cases of child maltreatment. A local 
politician who has been part of a local Social Welfare Board for many years 
claimed that the most common sources of reporting are teachers and school 
nurses, but even there she saw a need for more prevalent reporting (personal 
communication, May 4, 2014). The general reluctance exhibited by many 
sectors, for example the preschool sector, to act on signs of maltreatment, 
indicates the need for a change such that authorities will be able to support 
children at an early age and counteract cases of maltreatment. And according 
to Study III, once the need for support is detected, the support that families 
with maternal intellectual or developmental disabilities is offered is mostly not 
specific for the target group, or based on a particular support programme for 
that group. The support also seems to depend on the professionals’ work-
related interests and previous experiences, leaving the families with unequal 
opportunities. If no parental support is offered, or the support is not accepted 
or effective in accomplishing acceptable parenting skills and a satisfactory 
situation for the child, the consequences might be that the social services see 
no other option but to start legal actions in order to place the child in foster 
care. This outcome seems to be prevalent. The experience of a civil servant 
working in a leadership position in the social services was that, once the 
situation of a child in the target families is known to the social services 
because of fear of maltreatment, the child will sooner or later be removed 
from the family and placed in foster care (personal communication, November 
3, 2009). Thus, there might be a lack of knowledge among civil servants about 
the outcome of the use of parental support for the target group. This is 
unfortunate, since there are, as shown in Study III, specific programmes that 
are seemingly useful for preventing foster care.  
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The overriding feeling of responsibility among the children  
The findings in Study IV showed how strong the feelings of responsibility for 
the family could be among children born to mothers with developmental 
disabilities. For example, Ellen had a very strong feeling of responsibility for 
all her younger siblings. In Monica’s case, her older siblings felt responsible 
for her and strove to take care of her. An example of the experience of 
responsibility in a family with a mother with an intellectual disability is 
described by Pipping (2004), who in her autobiography recalls that she was as 
young as eight years old when she recognised her duty to be the manager of 
her family, including her mother and her younger siblings. 
 
The undertaking of responsibility can be viewed as cognitive problem solving, 
a coping strategy often used by children (Ryan-Wenger, et al., 2000). They 
learn and develop coping strategies all through their childhood years and into 
adulthood. The use of strategies is based on an appraisal of the stressor and 
the individual choice of coping strategies is based on the availability of 
support and the child’s personality. The type and number of problem-solving 
coping strategies used by the child tend to depend on perceived maternal 
support and on the mother’s parenting style. For example, mothers who 
provide high levels of support and give a structured impression make the 
children feel secure and recognised and, as a consequence, less in need of 
coping strategies. The findings from Study IV do not only show the taking on 
of responsibility as a strategy to handle problematic situations, but also other 
coping strategies, common among children, such as cognitive distraction and 
behavioural avoidance, for example reading and trying to keep oneself away 
from the stressor (Ryan-Wenger, et al., 2000). Thus, coping strategies can be 
either adverse or beneficial in managing the stressors in a healthy way. 
Availability of resources for support might increase the likelihood that the 
children’s efforts to cope result in beneficial strategies. 
 
The childhood experience of deprivation and neglect  
The findings in Study IV show vulnerable children living under harsh 
conditions and deprived of nutritious food, appropriate clothing and hygiene 
items, which leads to adverse consequences for both their health and their 
achievements at school.  
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Household managing and child rearing were, according to the informants in 
Study IV, maternal skills in need of improving. The participants in Study III 
described how they, in their support, strove to educate the mothers and 
support them in improving their skills. One of the informants in Study IV 
mentioned a maternal grandmother who probably saw her daughter’s 
shortcomings and tried in vain to make her a better household manager. All 
this emphasises the need for appropriate support measures to mothers with an 
intellectual or a developmental disability. 
 
Focusing on good-enough mothering, which is about safeguarding the child’s 
needs for an emotional relationship as well as for food, sleep, warmth, and 
protection (Winnicott, 2005), the upbringing of the informants in Study IV 
falls well below the level of good-enough, as they lacked the fulfilment of 
many of those needs. A recent study by Lindblad, Billstedt, Gillberg, and 
Fernell (2013) indicates that there is a risk of abuse and neglect of children 
growing up with a mother with a mild intellectual disability, and the study 
contains reports of both physical and sexual parental abuse. The informants 
that participated in the study also talked about parental neglect and severe 
conflicts (Lindblad, et al., 2013), just like in the present thesis. As this might 
be a common situation for children in the target group, it is necessary to 
consider them a vulnerable group and acknowledge their need for societal 
attention and support. 
 
The situation then and now 
The fact that there were more than 25 years between the oldest and the 
youngest of the four informants in Study IV could be regarded as a huge time 
span. Furthermore, the youngest informant was born in the eighties, and, at 
the time of the interview, several years had passed since she left secondary 
school. However, the professionals in the follow-up interviews doubted that 
much had changed in the situation of growing up with a mother with an 
intellectual disability, although they also reflected on a possible increase in 
removals by social services. Nevertheless, they still saw examples of 
deprivation, neglect and poverty, similar to the situation described in the 
narratives of Study IV. 
 
Even if progress has been made in the judicial sector in the field of disability 
since the nineties, there is room for improvements. As mentioned above, the 
LSS Act, which includes the right to support for persons with intellectual or 
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developmental disabilities, was implemented in 1994. This act does not 
specifically regard the support needs of the family, or of the children of the 
family in question (National Board of Health and Welfare, 1994), and it might 
therefore not be applicable to the family situation. A juridical improvement 
with a bearing on the targeted children was introduced in 2010, when a 
statement about specific responsibility on the part of the health care staff for 
the children of someone who has suffered a serious illness or trauma was 
included in the Health and Medical Services Act (SFS 1982:763). According to 
this added statement, it is important for the health care to heed the children’s 
needs for information and support when a parent or another adult living 
continuously with the child has a mental disorder or a mental disability, a 
serious physical illness or trauma, or a substance addiction to alcohol or other 
drugs, or if the parent unexpectedly dies (National Board of Health and 
Welfare, 2013). In theory, this new statement improves the possibilities for the 
target group of this thesis to get support and care, but it is still too early to tell 
what changes the new responsibility stated for health care will entail.  
 
The findings of Study III indicate that there currently seem to be only a few 
support measures where the child perspective is at the core of the practices. 
One example of such a support measure is the parental training programme, 
described in Study III, where the children participated and were supported. 
Another recently introduced support measure with a child focus, described by 
SUF-Kunskapscentrum (2013), is the use of a baby simulator doll called 
Reality Care Baby. These simulator dolls are computer-guided dolls, who first 
register and then report the care they receive. They are programmed to act in a 
reality based way and function all day and all night, giving the person who 
tests the doll a home-based interactive experience of how it is to be a parent, 
thus providing a practical experience in childcare and an opportunity to, for 
example, test feeding and changing diapers. The common test period is 24 
hours. Test persons are individuals and couples with intellectual disabilities 
who are contemplating having children or where the woman is already 
pregnant. The simulator doll helps the test persons imagine what parenthood 
entails. The report from the doll then constitutes a base for the professional’s 
talk with the test person(s) (SUF-Kunskapscentrum, 2013) 
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The general scarcity of child-focused support measures points to the need to 
pay attention to the children when developing future support, but also to the 
need for the dissemination of existing support programmes and the emerging 
evidence of their effectiveness. 
 
The tools for managing life  
The informants in Study IV seemed to harbour substantial amounts of 
insecurity, anxiety, and mistrust during their childhood. These feelings might 
be caused by living in a situation they could not comprehend and by lacking 
resources to manage life, all of which implies a low level of comprehensibility, 
manageability, and meaningfulness (Lindström & Eriksson, 2005). The 
consequences of a low Sense of Coherence may be a reduced ability to use 
available resources to manage life, which needs to be considered by those who 
provide support to children in the target group. This means that outreach is an 
important principle in the support. Support measures, such as information 
adjusted to children could enhance the children’s sense of comprehensibility. 
The information could focus on a clarification of what the mother’s disability 
entails and what the children can expect and not expect from her. Well-
adjusted information might also diminish some of the feelings of guilt and 
shame that are otherwise a characteristic of the children’s self-images, as is 
obvious both from the findings of this thesis and from others’ research. The 
lack of meaningfulness, another aspect of Sense of Coherence, might make 
these children skip school and self-medicate themselves with drugs, like the 
informants in Study IV. This could be rectified if the child received social 
support measures, directed towards interesting and stimulating activities for 
the children and perhaps coupled with help in doing homework.  

 
A strong Sense of Coherence is associated with a good self-perceived health in 
spite of gruesome experiences in the past (Antonovsky, 1987). Thus, adverse 
experiences might not reduce health if the person has a strong Sense of 
Coherence. The informants in Study IV did not report good self-perceived 
health, however, which might indicate a low Sense of Coherence deriving from 
their childhood. It is likely that children in families with maternal intellectual 
or developmental disabilities could benefit from support aimed at raising their 
Sense of Coherence. This might also enhance the children’s ability to 
understand the family’s situation and strengthen their ability to use available 
General Resistance Resources. 
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The informants in Study IV had other coping strategies as well when dealing 
with their situation. They sometimes had trouble feeling in control of what 
happened to them and handled their stressors by, for example, retreating into 
solitude or escaping the home situation and staying with friends. This is in line 
with Ryan-Wenger, Sharrer, and Wynd (2000), who described how children 
evaluated their situation with respect to the possibilities to control their 
stressors. Support given to the children, in order to increase their 
understanding of how things can be for children with maternal intellectual or 
developmental disability, is thus a necessary action to help those children 
manage their lives. 

 
Do available support measures have collaborative elements  
and do these measures benefit the children?  
The results of Study II point to a lack of inter-sector collaboration between the 
different health and welfare sectors engaged in supporting the target group. A 
joint approach to support, preferably based on the SUF groups for 
collaboration and development of support to families with parental 
intellectual disability, could enlarge the inventory of support measures and 
develop them in such a way that they become more effective and more 
beneficial for the children. Collaboration could also be beneficial in increasing 
the different sectors’ knowledge of each other’s work; Germundsson (2011) 
indicated that, at the start of interprofessional collaboration on children at 
risk, teachers seemed to lack knowledge about social workers and their field of 
expertise, a situation that could be remedied by means of a joint approach to 
support. 

 
One of the focus groups in Study III described a parental training programme 
that, at the time of the interviews, had been in place for nine years in their 
municipality. This support programme, run by the social services, provided the 
parents with appropriate guidelines for child rearing, resulting in no children 
needing to be removed from their families by the social services. As seen in 
Study III, it also benefitted the children involved and possibly prevented high 
financial burdens on society.  
 
Other support measures, talked about among the participants in Study III, 
were directed mainly towards the parents, and hopefully strengthened the 
parental capacity by providing guidelines for child rearing. Thus, much of the 
support was only indirectly aimed for the children, and it was assumed, but 
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not verified, that parental support would result in benefits for the children. It 
seems a vital task for the health and welfare sectors to evaluate if such 
strategies are effective with respect to supporting the children. 
 
Critical reflections regarding support reported in Study II and Study III 
The intentions of Studies II and III were to gain deeper insights concerning the 
support delivered to families with maternal intellectual disabilities and to 
present specific experiences. The results can be criticized for giving a very 
general picture, however, without demonstrating those deeper insights and 
personal reflections aimed at. The fact that the professionals sometimes lacked 
experiences regarding specific support practices in relation to the target group 
is the main reason for this. The study participants explained their lack of 
experiences by the low number of children from the target group that they had 
actually supported. It is likely that the professionals working in the seven 
selected districts were not unique in this respect, and one can thus suspect that 
the support in general (although there are a few exceptions) lacks a well-
thought-out support strategy and suitable methods on both county council 
and municipal levels. This further indicates that development within this area, 
concerning interventions and aligned research, is most urgent, especially on 
the municipal level, where support of children in need is a defined work area. 
 
Methodological considerations  
The pre-understanding of the author of this thesis 
Before each interview, all participants in the focus groups in Studies II and III, 
and all four informants in Study IV, were told about the pre-history of the 
author of this thesis (see Foreword). The participants and informants were 
also informed that the author is a nurse with many years of work experience 
in nursing and public health. This was considered by both participants and 
informants as beneficial for the interviews, since it contributed to a shared 
knowledge base. However, when the data for Study II and Study III were 
analysed, the other authors detected that the first author was blind to certain 
elements in the data, considered by her to be too self-evident to highlight. The 
other authors pointed out the relevance of those elements, however, and no 
important information was left out when reporting the findings. 
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Are class registers from special schools a reliable tool for identifying 
the population of women with intellectual disabilities? 
Assuming that attending special schools equals having an intellectual 
disability, as is done in Study I, might be problematic. In recent years there has 
been a substantial increase in the number of children attending special schools 
(Szönyi & Tideman, 2011). There has also been some media attention to cases 
where pupils without intellectual disabilities have attended those schools, and 
to the fact that this circumstance long remained undetected in spite of the 
demand for a thorough investigation. However, the study population 
consisted of women born between 1975 and 1989, which was regarded as 
being before the questionable rise in the number of pupils attending schools 
for children with special needs, making the selection for Study I highly likely 
to be women with intellectual disabilities. Still, it is possible that the 
evaluations of pupils that precede admission to special schools might be 
flawed, also during the time span of relevance for Study I. This possible bias 
would lead to an over-estimation of the number of affected children. But there 
may also be another selection bias in Study I, as not all children with 
intellectual disabilities attend special schools; some children with such 
disabilities attend regular schools, and the number of those children is not 
known. This type of bias would lead to an under-estimation of the number of 
children in the targeted situation. Bearing these sources of selection bias in 
mind, the choice of using the special schools for identifying the mothers still 
appears to be the best available alternative.  
 
The exclusion of fathers 
The personal identification numbers retrieved from school registers were 
linked to and matched with the Medical Birth Register in Sweden (Study I). 
That register solely contains facts about mothers and children; no data about 
the fathers are noted there. Thus, the chosen data collection method restricted 
the study to mothers with an intellectual disability. However, the National 
Board of Health and Welfare (2007) states that it is unusual to find studies 
with fathers with intellectual disabilities where the mother has no disability, 
and Holburn, Perkins and Vietze (2001) as well as Hindberg (2003) state that 
mothers with intellectual disabilities are mostly single mothers. Thus, it is 
highly likely that the chosen focus has not excluded any noteworthy number 
of family constellations with a parental intellectual disability on only the 
father’s side. 
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Methodological concerns regarding the focus group interviews  
There are no absolute guidelines that govern focus group interviews. Some 
require x groups, others only y; some require that there are at least z members 
in each group, others allow less; some recommend moderators, others do not, 
etc. There are reasons for and against these recommendations, and pragmatic 
concerns often have to govern the choices. In-depth research requires a certain 
number of groups and a certain number of participants, but that number is 
impossible to determine in advance. The researcher will have to decide when 
saturation has been obtained (Krueger & Casey, 2009). 
 
Studies II and III were based on seven focus groups with three to five 
participants in each. The relatively low number of participants in each focus 
group is in line with the findings of Onwuegbuzie et al. (2009), according to 
whom focus groups comprising three to four participants were beneficial when 
the participants had special knowledge and experiences concerning the topic in 
question. Such smaller focus group sizes were also seen by Ivanoff (2002) as 
facilitating the dynamic interaction. 
 
The average duration of the focus group interviews was 1 hour and 15 
minutes. There is no stipulated duration for a focus group, but Onwuegbuzie 
et al. (2009) suggest an interval of between one and two hours, which is in line 
with the length of the interviews in this thesis. Those authors also suggest 
three to six focus groups in order to reach data saturation. The seven focus 
group interviews used in Study II and Study III should thus be sufficient, 
according to both the researchers’ estimation of saturation and 
methodological expertise. 
 
There was no assistant moderator present at the interviews, which can be 
perceived as a disadvantage. However, there is no stipulated demand for such 
an assistant moderator (Krueger & Casey, 2009; Onwuegbuzie, et al., 2009). 
Thus, the choice of using just one moderator in the present thesis, which was 
based on practical concerns, should not constitute a major methodological 
problem. 
 
The difficulties with the recruitment of informants for Study IV 
To reach the aim of learning more about a childhood with a mother with an 
intellectual disability, the most appropriate method seemed to be to interview 
informants who themselves had experiences of a childhood with a mother 
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with an intellectual disability. The recruitment of the informants for this 
study proved to be most difficult, however. The original strategy, to recruit 
via gate keepers, was tried but eventually failed. No informant could be 
recruited that way. Another strategy was then tried, whereby advertisements 
were placed in five local newspapers, with additional information on a 
website. Information sheets were also posted in various places, such as 
hospital cafeterias and primary health care centres. As a result of the 
advertisements, many things happened. Two local radio stations and a local 
TV channel became interested. The radio stations aired interviews with the 
first author, and a journalist wrote an article with an interview about the 
research in one of the local newspapers. The local TV channel also described 
the research in their evening news. This broad exposure resulted in four 
women taking contact with the first author during a period of eight months, 
expressing their willingness to participate in the study. Four informants were 
fewer than desired, but all realistic possibilities for recruiting more 
informants had been tried at that point. The interested women had identified 
themselves, after having read the advertisement and the website, as having 
grown up with a mother with an intellectual disability. As the author could 
not determine whether the mothers of the interested persons actually had an 
intellectual disability according to the stipulated criteria, the wider term 
developmental disability was used for Study IV.  
 
The present study is not unique in its recruitment problems. A similar study by 
Lindblad, Billstedt, Gillberg, and Fernell (2013) also had a hard time 
recruiting informants, despite having wider inclusion criteria than Study IV, 
which points to a general hesitation to talk about growing up with a mother 
with an intellectual or a developmental disability. The fact that eight months 
elapsed between the publicised information about the research project and the 
first contact taken by all four informants in Study IV, also indicates this 
hesitation. However, after the interviews all the informants were glad that 
they had made the decision to contact the author and said it was a positive 
experience to talk to someone about their childhood.  
 
The fact that only four women showed an interest in participating in Study IV, 
as well as the fact that all of them reported about adverse childhood 
experiences entail a selection bias. It is possible that persons with experiences 
of a good childhood despite having a mother with intellectual disabilities did 
not regard participation in the study to be of any value for them or for science, 
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and thus did not make any contact. Due to restricted representativeness with 
respect to both gender and, possibly, level of childhood maltreatment, the 
experiences described in this thesis may not apply to children in general who 
grow up with a mother with an intellectual or a developmental disability. 
They should rather serve as examples of what life can be like for children in 
that situation.  
 



  77 

CONCLUSIONS 

Implications for support practices 
The present thesis has generated some findings that may benefit the situation 
of children growing up in a family with maternal intellectual or developmental 
disabilities. Firstly, the results in Study I indicate that the target group has a 
size worthy of attention. Secondly, there is a need to facilitate the visibility of 
these children and promote an interest among the adult world for their 
situation. Thirdly, the findings point to an imperative need for support with a 
clear child focus.  
 
Support measures on the strategic level could involve collaborative municipal 
consultation groups comprising professionals and researchers. In Study II, 
support groups were talked about as a welcomed strategy for improving the 
support measures and bringing about more effective assistance. There seems to 
be a lack of focused support measures on the municipality level targeting the 
individual families with parental intellectual or developmental disabilities. 
Contributing factors to this scarcity might be lack of knowledge about the 
target group among professionals and managers in the social services. On the 
family level support groups where the professionals include the parents 
involved may be formed around the particular family. That might improve the 
cooperation among participating sectors and decrease the risk of parents 
receiving messages from several sources about the same topic but in different 
words, resulting in confusion and non-compliance with the advice. Coherent 
support and messages that are easily understood might improve the parents’ 
chances of developing better parenting skills, which in turn might alleviate the 
burden of responsibility and decrease the feelings of anxiety and guilt 
experienced by the children, as revealed in Study IV. 
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The findings in Study III included a parental training programme provided for 
families with parental intellectual disabilities in one municipality. This support 
programme had both a child and a parent focus, and the interviewees 
indicated noteworthy outcomes in terms of healthy children, increased 
parental skills, and prevented child removals, for the whole duration of the 
programme, which was almost a decade. This programme, as well as other 
programmes, like Parenting Young Children, would be worthy of widespread 
implementation. Professionals in all relevant sectors should have access to 
such programmes and have the skills to use them. This also requires further 
education of staff. 
 
Another possible new support measure would be a password-guarded web site 
with specific information for the target group, and the possibility to pose 
questions and to correspond with peers. The password could be distributed via 
the child’s school nurse or social worker, and the children and adolescents in 
the target group could use computers at school if there is no computer at 
home. The manager of the web site needs to be a person with knowledge 
about both disabilities and children, and must be willing to monitor it closely, 
as part of his/her other work in a municipality or county council. The reason 
for this proposition is that the Internet is such a common forum for young 
people today, and the number of children and adolescents in the target group 
might be too small to form local support groups in every municipality. 
 
The fact that the professionals had limited experiences of supporting the 
targeted group of children indicates a possible need for also developing mobile 
support teams on a regional level, with the aim of both increasing the 
knowledge among professionals on the local level and suggesting support 
measures for individual families. Such regional teams might improve the 
awareness among professionals at the local level of how to detect families with 
maternal intellectual or developmental disabilities and how to identify the 
children’s needs. Although the group of children targeted in this thesis has a 
size that warrants attention and readiness for action, the number of children in 
this situation might be too small for the establishment of a permanent well 
experienced staff force in each municipality, and there is, thus, a need for 
added knowledge from a regional resource.    
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Implications for future research  
Further research is needed in connection with the focus of the present thesis. 
There is, above all, a need for developing and studying support measures 
specifically designed for children and adolescents in the target group, as the 
support measures presently used are mainly directed towards the parents. 
There is also a need for studies on the prevalence of children born to mothers 
who do not have an intellectual disability but some other kind of 
developmental disability. Some of the informants in Study IV may have 
belonged to that group, which is possibly even more difficult to identify than 
children in families with maternal intellectual disabilities. Furthermore, a 
study aimed at exploring experiences of having grown up in a family with 
parental intellectual or developmental disability based on interview data from 
younger adults, aged 20-30, could deepen the insights and yield further 
knowledge about this group, since the research would not then have to rely on 
memories from many years back in time.  
 
Moreover, longitudinal research could yield further knowledge about families 
with maternal intellectual or developmental disabilities. For example, young 
women with intellectual disabilities who study at special schools on the high 
school level could be followed for a long period of time, focusing on family 
building and the situation for potential children. Another type of longitudinal 
research could be cohort studies, where children in all kinds of problematic 
family constellations would be followed, investigating similarities and 
differences in the provision of support and the outcome for the children. 
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POPULÄRVETENSKAPLIG 
SAMMANFATTNING 

Att vara barn är att vara beroende av andra. Det finns behov som behöver 
tillfredsställas för att barn ska kunna utvecklas till vuxna som kan hantera 
livet på bästa sätt. Även om föräldrarna har det primära ansvaret för barnens 
hälsa och utveckling, så har samhället ett övergripande ansvar för de barn som 
växer upp inom dess ansvarsområde. Alla välfärdssektorer i samhället, till 
exempel barnhälsovård, barnhabilitering, förskola och skola, vill stödja goda 
uppväxtvillkor för barnen och främja varje barns trygga uppväxt.  
 
Dock finns familjekonstellationer där det verkar som att samhällets 
stödåtgärder inte når sina mål. En sådan familjekonstellation kan vara då 
modern har en trolig intellektuell funktionsnedsättning eller något annat tidigt 
förvärvat neuropsykiatriskt funktionshinder. En intellektuell funktions-
nedsättning innebär att den kognitiva utvecklingen är försenad eller störd, och 
den kan härröra från många olika slag av skador på hjärnan och störningar i 
dess funktion. Funktionsnedsättningen kan ha genetiska orsaker, och den kan 
också bero på skador på hjärnan som kan ha uppkommit såväl under 
graviditet och förlossning som i tidig barndom (dessa skador ska emellertid 
inte ha uppkommit efter olika former av trauma för att klassificeras som en 
intellektuell funktionsnedsättning). I många fall hittas dock ingen bakom-
liggande skada alls.  
 
Det finns en gryende insikt om att samhället behöver uppmärksamma barn i 
familjer där mödrarna har en trolig intellektuell funktionsnedsättning. Dessa 
familjekonstellationer existerar, men de är inte så vanliga, då de flesta unga 
personer, även de med en mild intellektuell funktionsnedsättning, inte anser 
sig vara riktigt kapabla att hantera ett föräldraskap. 
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Denna avhandling bygger på fyra olika studier. Den första studien var en 
registerstudie, där klasslistor från särskolor samkördes med Medicinska 
födelseregistret för att få fram hur stor andel av de barn som föds varje år som 
har en mamma med en intellektuell funktionsnedsättning. Beräkningarna 
visade att av tusen födda barn är 2,12 barn födda av en kvinna med en 
intellektuell funktionsnedsättning. Denna siffra indikerar att det i hela Sverige 
finns fler än 4000 barn under 18 år som har det gemensamt att de är födda av 
en kvinna med en intellektuell funktionsnedsättning. 
 
Den andra och den tredje studien baserades på sju fokusgruppsintervjuer med 
sammanlagt 29 personer inom kommuner, landsting och regioner, personal 
som i sitt dagliga arbete ger stöd till familjer där modern har en intellektuell 
funktionsnedsättning. Analyserna av fokusgruppsintervjuerna utfördes med 
hjälp av innehållsanalys.  
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Figur 1: Översikt över resultaten i Studie II och Studie III 
 
Studie II fokuserade på stödets strategiska nivå, och där framkom följande 
teman: Personalens roller och aktiviteter, Sätt på vilka familjer i behov av stöd 
identifieras, Problem med identifieringen av mödrar med intellektuella 
funktionsnedsättningar, Samverkan mellan sektorer, och Dilemman i samband 
med plikten att agera utifrån lagstiftningen. Resultatet visade att det finns ett 
flertal olika sektorer inom välfärdssektorn som arbetar med stöd till dessa 
familjer, men att samarbetet mellan sektorerna i fråga ofta brister. Andra fynd 
var att det finns en tendens att familjerna försvinner ur sikte. Det gör det svårt 
att synliggöra dessa familjers behov. Resultatet visade slutligen på en 
osäkerhet vad det gäller att agera utifrån anmälningsplikten när det gäller 
barn som kan vara i behov av socialtjänstens insatser. 
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Studie III inriktades mot stödets familjenivå, och där framkom följande teman: 
Stödåtgärder, Pedagogiska strategier, och Bibehållandet av barnperspektivet. 
Resultatet visade att det förekommer olika stödåtgärder där man stöder 
familjer där modern har en intellektuell funktionsnedsättning. De pedagogiska 
strategier man använde för att genomföra dessa stödåtgärder inkluderade 
många olika typer av hjälpmedel, och att upprepa kunskapsinnehållet var en 
viktig princip. Det framkom att barnperspektivet ofta kommer på undantag i 
stödåtgärderna för föräldrarna i fråga. 
 
För den fjärde studien intervjuades fyra vuxna kvinnor som alla vuxit upp 
med en mamma med en trolig intellektuell funktionsnedsättning. Analyserna 
av de omfattande intervjuerna gav en insikt om hur det kan vara att växa upp 
under dessa förhållanden: en hemmiljö präglad av brist på resurser och 
omhändertagande, och en relation till modern där barnet, särskilt det äldsta, 
mycket tidigt övertagit ansvarsrollen för moderns välbefinnande och för hem 
och syskon. Studien visade också att det var en självklarhet att hemlighålla för 
omvärlden hur situationen var, samtidigt som barnet upplevde besvikelse över 
att omvärlden inte såg och reagerade på de signaler som barnet sände ut om 
hur illa det var. 
 
Resultatet av denna avhandling pekar på att barn till mödrar med en trolig 
intellektuell funktionsnedsättning ofta inte får den hjälp av samhället som de 
behöver under sin uppväxt, och att de många gånger tar på sig ett 
vuxenansvar för hem och familj utan att ha resurser för detta. In i 
vuxenvärlden kan de bära med sig ångest och oro, som påverkar deras 
framtida vuxenliv. 
 
Det finns alltså ett behov av barnfokuserade stödåtgärder till familjer där 
modern har en intellektuell funktionsnedsättning, för att även barnen i dessa 
familjer ska få goda uppväxtvillkor och inträda i vuxenlivet utan alla de 
negativa erfarenheter som resultatet av avhandlingen visade. 
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APPENDIX: INTERVIEW GUIDES  

 
The themes below were addressed in the respective interviews. Both interviews 
strove to create an informal and secure atmosphere that stimulated a flowing 
conversation. The opening questions were followed by further questions that 
were not defined beforehand but were formulated to fit in with the ongoing 
conversation. They were posed in such a way that the informants could 
deepen their stories. 

 
FOCUS GROUP INTERVIEWS WITH PROFESSIONALS. 

 
How do families where a parent has a form of intellectual disability 
become known to you? How are they identified? 
In which ways is support given? 
Tell me about functioning support measures 
Tell me about factors of success for support measures.  
Please describe possible problems in giving support to these families. 
Tell me about non-functioning support measures 
Please describe any collaboration and cooperation with other 
providers of support. 
Tell me if – and how – the support benefitted the children. 

 
 
  



  96 

NARRATIVE INTERVIEWS WITH PERSONS HAVING GROWN UP IN A 
FAMILY WITH MATERNAL DEVELOPMENTAL DISABILITY 

 
How is your situation today? 
Are there elements in your current situation that you especially 
connect with your childhood? 
Whom did you live with during your childhood? Where did you live? 
Tell me about an ordinary day during your childhood 
What made you happy? 
What made you sad and scared? 
Tell me how it was when you were sick 
Were you worried about someone or something at home? 
Tell me about your time at school 
If you needed help at home, whom did you ask? 
Did anyone provide support to your family? 
Did you as a child receive support? 
In your experience: What kind of support would you have needed,  
but did not get? 
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Abstract

Background Families with parental intellectual dis-
abilities (ID) are likely to need support in achieving
a decent family life. In order to accurately plan for
such support services, society needs data regarding
the occurrence of those parents and their children.
The aim of this study was to investigate the 5-year
incidence of children born to women with ID in a
county in Sweden.
Methods Women born between 1975 and 1989

were identified from school registers for children
and adolescents with ID in the county of Blekinge.
The women’s personal identification numbers were,
in 2010, linked and matched with the Swedish
Medical Birth Register.
Results In total, 98 women with ID were identi-
fied. Nine of these had given birth to children; one
woman to two children and eight women to one
child each. The 10 children were born between
2004 and 2008.
Conclusion The incidence rate calculated as a
result of the present study indicates that approxi-
mately 2.12 per 1000 children are born per year to
women with ID. For the whole of Sweden that rate

indicates an incidence of approximately 225 chil-
dren each year. On the basis of this, the prevalence
of children (aged 0–18 years) being born to women
with ID is estimated at about 4050.

Keywords disability, families, mothers with
intellectual disabilities, parenthood, prevalence

Introduction

Background

Parenthood in Western society is in one way con-
stantly changing and has in another way been stable
throughout the centuries. The various demands
from the surrounding society when it comes to
managing the family’s life, e.g. concerning financial
provision, have shifted considerably from one gen-
eration to another, while the basics of taking care
of the home and providing food and clothing have
always been an essential prerequisite for the life and
well-being of the whole family (Kirkevold et al.
2003).

Parents are supposed to provide an environment
for their children where daily routines create a zone
of stability with continuity, coherence and meaning
and where feelings can be expressed in a loving
emotional climate. It is also essential for parents to
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have the ability to understand the feelings, needs
and wishes of their children (Bäck-Wiklund & Berg-
sten 1997). One of the needs of children is that of
attachment. Attachment has to do with how human
beings develop and maintain the ability to use spe-
cific persons as sources of security and protection
in all situations, but especially during hard times.
The infant and the primary caregiver form this
attachment through an intricate interplay. Children
with a secure attachment seem to have, e.g. a better
self-esteem and a stronger sense of self. If the
attachment is insecure children tend to develop
various behavioural problems, such as being defiant
and acting solely on their own needs without
regarding other people’s feelings (Broberg 2006,
2008).

Couples that become parents have to be able to
see to all the child’s needs. This ability varies
among people, and those with intellectual disabili-
ties (ID) may have to deal with special problems,
related to their disability, when they form a family
and have children. These problems can be challeng-
ing. Those who have ID are usually aware of their
shortcomings concerning practical things, such as
cooking, cleaning, handling money and arriving on
time. But the awareness of other demands con-
nected to parenthood, such as meeting the child’s
emotional needs, is often failing. When people
around them point to shortcomings regarding their
responses to their child’s needs, people with ID in
general have difficulties recognising those shortcom-
ings (Hindberg 2003).

Although the degree of disability and its origin
vary for the group of people with ID, there is agree-
ment regarding diagnostic criteria for determining
whether or not a person has an ID. These include
both a significantly below-average score on a test of
mental ability or intelligence and limitations in the
ability to function in areas of daily life, such as
communication, care, and social situations (AAIDD
2010). Individuals with these disabilities have diffi-
culties with abstract thinking and limitations when
it comes to planning ahead, understanding contexts,
interpreting the needs and feelings of other people,
evaluating options for action, and understanding the
consequences of actions of which they have no pre-
vious experience. The difficulties have their roots in
these individuals’ failing mental ability (Hindberg
2003; Socialstyrelsen 2007). Similar criteria are

stipulated in the Act Concerning Support and
Service for Persons with Certain Functional Impair-
ments (Socialstyrelsen 1994). This act is currently
used in Sweden to identify people with ID (Social-
styrelsen 1994; Grunewald & Leczinsky 2008). The
act defines mental retardation as having an intellec-
tual deficiency or injury, with the onset before the
age of 16 and with such an impact on the person
that he or she needs support and help in daily living
and in order to be able to participate in society. In
the assessment of intellectual ability a summation
of psychological, social and educational factors is
used.

Consequently, parents with ID are likely to need
support in achieving a decent family life for them-
selves and their children. If they do not receive such
support the safety and well-being of their children
are at risk, not only in terms of an insecure attach-
ment, but also, e.g. due to neglect and lack of
general care (Hindberg 2003; Socialstyrelsen 2007).

The outcome of children’s development is the
result of the interaction between children’s biologi-
cal factors and the environment in which they grow
up. For the young child to develop in a satisfying
way there are several needs that have to be met.
One of these is cognitive stimulation. Infants who
get too little cognitive stimulation are at risk of
impaired cognitive development, resulting in
reduced life skills and school problems (Heckman
2007). But children also need adequate nutrition, a
warm responsive environment and opportunities to
play, in order to develop in an optimal way. If chil-
dren are deprived of this stimulation they are at risk
of acquiring attention problems, language problems,
and problems concerning behaviour and learning
(Hubbs-Tait et al. 2002; Irwin et al. 2007; Sidiqi
et al. 2007; Walker et al. 2007; Gwynne et al. 2009).
Having a mother with an ID might, then, be a risk
factor for a child, because the mother might not
be able to meet all the child’s important needs. A
study by Feldman & Walton-Allen (1997) showed
that children to mothers with ID had lower intelli-
gence, lower ability to read and write and lower
mathematical ability than children to mothers
without ID. On the other hand, Chen et al. (2006)
studied children born to mothers with an intelli-
gence quotient (IQ) below 70 and children born to
mothers with an IQ above 70, and found that
maternal IQ did not explain much of the variation
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in child behaviour, neuropsychological function or
achievement, among children with similar IQ. That
indicates that it might not be solely the maternal IQ
which determines the child’s cognitive outcomes.

There are interventions for families with parental
ID, such as parent education programmes with the
common goal to make sure that the children in those
families receive appropriate parenting.These pro-
grammes cover teaching measures in various fields,
such as how to promote the child’s cognitive devel-
opment and language ability, how to accomplish
childcare and how to foster acceptable behaviour
(Feldman 2010). Wade et al. (2008) indicated
support for using individualised, home-based and
behavioural-oriented interventions. Other studies
have come to the same results, concluding that such
interventions significantly improve the parenting
skills of people with ID. An aspect regarding parent-
ing education programmes is that most programmes
focus on the family situation when the child is just
an infant.This time frame excludes older children
and their needs (Feldman 2010). Although research
shows that the above-mentioned improvements in
parental skills have occurred, studies have concluded
that the children’s gains from the interventions
remain unclear (McGraw et al. 2002; Wade et al.
2008). In order to accurately plan for family support
and alleviate different risk factors, society needs
information regarding the situation of parents with
ID and their children (Pixa-Kettner 2008), as well as
knowledge of the number of children and parents in
need of such support. However, there are few studies
that have investigated how many children are born to
parents with ID (Socialstyrelsen 2007).

Previous prevalence research

Even though there is a scarcity of research regard-
ing children being born to parents with ID, some
studies have been made. One nationwide survey
was made in the Netherlands. A questionnaire was
sent to all organisations and professionals in the
Netherlands known or likely to provide help and
support to people with ID. The questionnaire asked
for the number of parents with ID. The response
rates of different respondent categories were
53–83%. The study found 1549 families with paren-
tal ID having one or more children. Because the
Netherlands had a total of 2.5 million families with

children in 2006, the results indicated a rate of 0.6
families with parental ID per 1000 families with
children (Willems et al. 2007).

In Germany, a nationwide survey was made in
2005. On the basis of strategic selection, a question-
naire was sent out to service providers in the field
of ID in the country, requesting information about
all children born to adults with such disabilities.
The response rate of that survey was 33.6% (Pixa-
Kettner 2008). The findings indicated 1584 cases
of parenthood during 1990–2005, involving 2199

children. In 2006, there was a total number of
14 517 000 children under 18 years of age in
Germany (Unicef 2007). An estimate based on the
study by Pixa-Kettner (2008) thus indicated a
prevalence rate of 0.15 children born to parents
with ID per 1000 children in the country. Pixa-
Kettner compared these results with her own find-
ings from a similar survey made in the early 1990s.
The data from the new study indicated a 64% rise
in parents with ID compared with the previous
survey. However, the response rate of that previous
study was also low, namely 40%. Pixa-Kettner
argued that the rising number of parents with ID
might indicate that in Germany these people are
increasingly leading more mainstream lives (Pixa-
Kettner 1998, 2008).

In Sweden, two regions have been surveyed with
the intention of estimating the number of parents
with ID (Socialstyrelsen 2007). A survey conducted
by Bager (2003) was an inventory of children
between 0 and 10 years of age, who lived with a
mother with an ID in the county of Skaraborg in
1995. Bager used the national register for persons
with an ID, which was in place until 1994, in order
to identify women who had ID in the selected
county. Bager found 50 children aged 0–10 years
whose mothers had ID.That meant a prevalence rate
of approximately 1.4 per 1000 babies born in that
county. However, Bager questioned the accuracy of
this data, assuming that the register was not fully
reliable and that the true prevalence was higher.

In the county of Uppland, surveys were con-
ducted between 2005 and 2008 (Pistol 2009). Pro-
fessionals working in various welfare sectors in the
municipalities were asked to report how many fami-
lies and children (0–18 years of age) they were in
contact with, where the parents had an ID, an
acquired brain injury or a neuropsychiatric disorder.
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The surveys identified 250 families with a total of
388 children (Pistol 2009). Data from Statistics
Sweden indicate that in 2005–2008 there was an
average of 73 460 children less than 18 years of age
in the study area. A calculation of prevalence rate
based on Pistol’s findings indicates an estimated
prevalence rate of 5.3 children per 1000 children
born to parents with the requested forms of disabil-
ity in the county in question. That rate is consider-
ably higher than in the other studies cited above,
but the selection criteria were also notably wider
and included disorders other than ID.

Sufficient information regarding the occurrence
of families headed by parents with an ID, with
trustworthy calculations of the number of parents
and the children they have, is a prerequisite for
developing support programmes for children of all
ages in the families in question.

Aim

The aim of this study was to investigate the inci-
dence of children born to women with ID in
Sweden.

Method

Data collection

In Sweden, every citizen has a personal identifica-
tion number. Furthermore, according to Swedish
law all children, including children with an ID, are
required to attend some form of school system.
Every school keeps registers of all classes and pupils
and these registers include the personal identifica-
tion numbers of the pupils. The registers, consid-
ered public documents, are kept at the schools for
10 years and are subsequently destroyed. Thus, it is
possible to acquire such registers and use them for
research purposes. These kinds of registers were
used as a starting point for identifying potential
mothers with an ID. These women’s personal iden-
tification numbers were subsequently linked and
matched with the Swedish Medical Birth Register.
Comparable figures for births, mothers’ ages and
fertility on the county and the country levels were
obtained from Statistics Sweden (SCB 2005, 2006,
2007, 2008, 2009). Thus, in order to assess the inci-
dence, the aforementioned three types of registers
were used.

Study area

The study focused on the county of Blekinge, a
coastal region with a population of about 152 000

inhabitants, representing approximately 1.63% of
the Swedish population. The county’s population
density is 51 inhabitants per km2. In comparison,
the country of Sweden has a population of 9.3
million and an average population density of 23

inhabitants per km2. One of the reasons for select-
ing the county of Blekinge was that it was possible
to reliably identify all special schools for children
and adolescents with ID.

Study population

The study population, consisting of all women who
were born between 1975 and 1989 and who had
attended schools in the selected county for children
and adolescents with ID during the period of 1999

to 2009, was identified through the school registers.
In 2010, when the register information was col-
lected, the oldest of these women were 35 years old.
Thus, the age span during which most women give
birth was covered (SCB 2010). The women’s per-
sonal identification numbers were, in 2010, linked
and matched with the Medical Birth Register latest
available data (2008). During the last 15 years the
annual number of births in the present county
varied from 1300 to 1500. In view of that limited
annual variation, a period of 5 years (2004–2008)
was considered sufficient to make a valid estimate
of the average yearly incidence.

Ethical approval

The study was approved by the Regional Ethical
Review Board at Lund University (Reg.no. 2008/
374, Reg.no. 2010/138).

Results

Findings from the school registers and the
Medical Birth Register

The investigation of the registers identified a total
of 98 women with ID born between 1975 and 1989.
One of these women had given birth to two chil-
dren and eight women had given birth to one child
each. These 10 children were born between 2004
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and 2008, thus corresponding to an average of two
children per year. Seven of the children were boys
and three were girls.

Number of births

During the same years as the 10 children were born
to mothers with ID, i.e. 2004–2008, the number of
births in Blekinge was 7870, with a mean of 1574

children per year. The number of women in the age
group of the present study, i.e. born between 1975

and 1989, varied between 11 637 and 12 016 (mean:
11 855 per year) during 2004–2008. During those
years they had a total of 4713 children. See Table 1.
Not shown in the table is that in the whole country
of Sweden the number of births was 524 909 chil-
dren during the years in question, with a variation
between 100 928 and 109 301 and a mean of
104 982 children per year. Of these children
283 689 were born to women born between 1975

and 1989, with a variation between 39 744 and
74 405. This corresponds to an annual mean of
56 734. See Table 1.

Fertility rate

The women born between 1975 and 1989 in Ble-
kinge gave birth to a mean of 943 children each
year during 2004–2008, indicating a number of 79.5
children per 1000 women and year. The corre-
sponding national number was 69.4. The studied
population had an estimated number of 20.4 chil-
dren per 1000 women and year during the same
period, which was significantly lower than in both
the county and Sweden as a whole. See Table 1.

Mothers’ ages

The mothers identified in our study were 17 to 29

years of age when they had their children, with a
mean age of 23 years. The county’s average for
having one’s first child in 2004–2008 was 28 years,
and the national average was 29 years. See Table 1.

Discussion

Results

The results showed that 10 children were born to
nine mothers with ID in the county of Blekinge
during 2004–2008. This gives an estimated preva-
lence rate of 2.12 per 1000 children. Bager’s (2003)
calculated occurrence and prevalence rate was 1.4
children per 1000 born to women with ID and he
assumed that this rate was an underestimate. Both
Bager’s findings and the findings of the present
study differ from those of Pistol’s (2009) study
from Uppland, Sweden, which indicated a preva-
lence rate of 5.3 per 1000 children. The group sur-
veyed in Uppland included children born to parents
with disorders other than ID, such as neuropsychi-
atric disorders. The use of such broader inclusion
criteria obscures the number of children born to
parents with ID and makes it hard to compare our
findings with those of Pistol’s study.

The studies from the Netherlands and Germany
(Willems et al. 2007; Pixa-Kettner 2008) identified
nearly the same number of children born in families
with a parent that had an ID. Considering the great
difference in the number of inhabitants in those
countries – there are more than five times more
inhabitants in Germany than in the Netherlands – a

Table 1 Five-year incidence (2004–2008) of births, by women born in 1975–1989, of children born to women with intellectual disabilities in
Sweden

Women with intellectual
disabilities in Blekinge County of Blekinge Sweden

Number of women born 1975–1989 (mean per year) 98 11 855 817 187
Children born (n/mean per year) 10/2 4 713/943 283 689/56 734
Fertility rate (births per 1000 women and year) 20.4 79.5 69.4
Mean age of mother at birth of first child 23 28 29
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substantial difference in the number of identified
cases would have been expected.Thus, the results
from at least one of these studies must be ques-
tioned. Another important factor when comparing
the results of the two studies is that the German
study had a very low response rate, a mere 33.6%,
which makes the reliability of the study questionable.

In the county of Blekinge, there were a mean
number of 17 235 families with children during the
5 years in question. The present study discovered
nine mothers with ID in the county. If we focus on
the prevalence of families, that indicates a preva-
lence rate of 1.9 families with maternal ID per 1000

families with children in the county. That rate is
higher than that identified by Willems et al. (2007),
whose findings indicated a prevalence rate of 0.6,
despite the fact that the Dutch study also included
the possibility of paternal ID. This difference indi-
cates that either there was a greater prevalence of
families in the county of Blekinge or our method
was better at detecting cases.

However, another possible explanation of the
varying prevalence rates might be that different cri-
teria for ID are used. The Dutch study used the
diagnostic definition of mental retardation from
the American Association on Mental Retardation,
which is a disability characterised by significant
limitations not just in intellectual functioning but
also in adaptive behaviour as expressed in social
and practical adaptive skills. The German study, on
the other hand, identified the target group on the
basis of whether or not the person received support
by a support agency for people with ID. The deter-
mination of disability status in the German study
typically followed school history, e.g. if the person
had attended a special school for children with ID.
However, despite differing points of departure,
these two studies probably identified the target
group by similar criteria. Furthermore, none of
these studies used criteria that deviate from the
current Swedish way of defining ID. In Sweden,
the authorities use the criteria stipulated in the Act
Concerning Support and Service for Persons with
Certain Functional Impairments for ID (Socialsty-
relsen 1994; Hindberg 2003). Thus, all of the
studies that we have compared – the Dutch study,
the German ones, the Swedish study of Skaraborg
county and our study – were based on reasonably
comparable samples.

Another aspect that needs to be considered is if
there are reasons to expect systematically varying
prevalence rates regarding ID in these countries and
regions, and if this explains the differences in the
studies we have compared. The answer is most
likely no. All of these studies were made in Western
European countries – countries where the living
conditions for the inhabitants are comparable.
Because of this, and because factors leading to the
disability, e.g. genetic anomalies and brain injuries
(Bakk & Grunewald 2004), are likely to affect
people similarly in these countries, the occurrence
of people with ID is not expected to differ in a sys-
tematic way between these countries.

Finally, another noteworthy finding was that
mothers with ID were considerably younger (23

years) than the county and country averages when
they gave birth. Mothers with ID may therefore, not
only because of their disability, be more immature
than other mothers, which might add to the prob-
lems of their children.

Methodological considerations

The method used in the present study is different
from those used in previous studies. This register-
based study was possible since registers based on
personal identification numbers are available in
Sweden. One possible problem, however, is that
because the study was based on school registers it
did not include people who had moved into the
study area after having completed school, and it
might also falsely include those who had moved out
of the area after they had quit school. However, as
being intellectually disabled makes the person more
reliant on help from relatives, it is unlikely for him
or her to move away from where the relatives live,
and the relatives might also be reluctant to move
away from their disabled next of kin. Another con-
ceivable problem is that the method only made it
possible to include registers from special schools for
children and adolescents with ID, which made us
wonder whether we, by using this method, may
have missed women who had an ID but neverthe-
less did not attend a special school. We therefore
contacted school nurses working in ordinary sec-
ondary schools in the study area and asked for their
experiences in this respect. According to them, girls
and boys with ID sooner or later start attending
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special schools. The nurses found it unlikely that
girls with ID would attend regular schools, espe-
cially in the senior years of upper secondary school,
but the possibility that some women with ID were
missed cannot be excluded.

The method of the present study did not distin-
guish between women who were able to take care of
their children and women whose children had been
taken under custody by the social services’ authori-
ties for child protection. Consequently, with this
register method and the existing registers it was
impossible to estimate how many of the identified
10 children actually grew up with their mothers.
However, the majority of children born to parents
with ID in Sweden seem to grow up with at least
one of their biological parents. In most cases
various support measures are tried out by the social
services before an application for custody is consid-
ered (Hindberg 2003). Thus, we have reason to
believe that most of these children grow up with
their mothers.

Another issue is whether the findings are general-
isable. In 2008, the general fertility rate in Sweden
was 1.91 children per woman and in the county of
Blekinge it was 1.93. Given that there are no known
factors that would influence the incidence of ID in
Blekinge substantially differently than in the rest of
Sweden, this similarity gives us reason to believe that
our results are generalisable to Sweden in general.
However, the study area of Blekinge is relatively
small and does not include any of the larger Swedish
cities, and in that respect the county is not wholly
representative of Sweden in general.There
is a greater prevalence of people with lower socio-
economic status in larger cities than in smaller ones
(Socialdepartementet 2005) and research has also
shown that one of the risk factors for having a child
with this disability is having a low socio-economic
status (Emerson 2003; Möller & Nyman 2003).This
implies that the prevalence of people with ID might
be higher in larger cities and that the true incidence
of children born to mothers with ID in Sweden as a
whole may be underestimated by our study.

Conclusion

The result of the present study indicates an inci-
dence rate of approximately 2.12 children per 1000

being born to women with ID. For the whole of

Sweden that indicates an incidence of approxi-
mately 225 children each year being born to women
with ID. This means that at any time (assuming a
stable incidence rate) there are about 4050 children
(aged 0–18) in Sweden born to mothers with ID.
Four thousand children may not seem a very large
number, but it is still large enough to indicate that
the problem should be taken seriously, because it
can be expected that some, perhaps many, of these
children, as well as their parents, need support and
help (Socialstyrelsen 2007).
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Background There might be a need for support for

families where the mother has an intellectual disability,

in order to counteract the effects of potential parental

inadequacy and other detrimental aspects of the family

situation. The purpose of this study was to describe

how professionals characterized such support and the

collaboration required.

Materials and methods Focus group interviews involving

29 professionals were conducted and analysed using

content analysis.

Results Five themes were identified: The roles and

activities of the professionals involved; ways in which

needs of support are identified; problems in identifying

mothers with an intellectual disability; how

professionals coordinate their support and work

together; and the dilemma concerning legislative

actions.

Conclusions By identifying both fruitful and problematic

aspects of professional support, the findings may be

used to enhance future support. More efficient chains of

information and improved inter-sector collaboration

between professions may further enhance the support

practices.

Keywords: collaboration, disability, family, legislative

actions, structure of support

Introduction

The level of welfare in a country can be determined by

many different indicators. Support of various kinds is

an essential tool for any welfare state in its quest for

securing decent living conditions for all its citizens. One

important indicator is how the society in question takes

care of its children (Children’s Committee’s 1997). In

Sweden the care for children is a shared responsibility

between the child’s parents and institutions of the

Swedish welfare state. A consequence of this

arrangement is a political concern about children’s

living conditions, resulting in the provision of, for

example, monthly child allowances, economic support

during parental leave, free child health care and

subsidized nursery school (Elm�er 2000).

Families where a parent has an intellectual disability

might be in need for more support than families in

general, in order to create a home environment where the

children can develop their individual potentials

(Hindberg 2003). Their need for support may have to do

either with the intellectual disability per se or with

difficult life experiences and social circumstances.

Different welfare sectors have developed support actions

to meet these needs of extended support. The focus of the

present study was to describe such support for families

with parental intellectual disability from the perspectives

of professionals working in county council and

municipality-based care and support.

Historical overview

In the sixties, the institutions for people with intellectual

disability in Sweden were deemed unfit to promote

positive development for the people they were to take

care of. As part of this critique the ‘normalization

© 2015 John Wiley & Sons Ltd 10.1111/jar.12169

Journal of Applied Research in Intellectual Disabilities 2015

Published for the British Institute of Learning Disabilities  



principle’ was formulated, stating that people with

disabilities, including those with intellectual disability,

should be permitted to live a life as similar as possible

to those of other, fully healthy, people in society and,

thus, to become full citizens (Nirje & Wallin 2003). The

normalization principle has since then been at the core

of the Swedish disability policy (Tideman 2000; Ineland

et al. 2009) and is visible in the act concerning support

and service for persons with certain functional

impairments (the LSS act), which was implemented in

1994 (National Board of Health & Welfare 1994). This

act is in line with the Convention on the Rights of

Persons with Disabilities established by the United

Nations, proclaiming the rights of people with

disabilities to make their own choices about the way

they want to live (United Nations 2009).

Another factor that significantly changed the situation

for this group in Sweden was the decision to remove

the duty to register people with intellectual disability,

previously regulated in the Care Act from 1967. That

act made it mandatory for the county councils in

Sweden to organize registers for people with intellectual

disability as a planning basis for special schools and

institutions. Thus, all known persons with intellectual

disability were registered from 1967 onwards (Bakk &

Grunewald 2004; Grunewald 2009). However, with the

introduction of the LSS Act in 1994 the registration of

people with intellectual disability came to an end. After

that it is possible for parents with intellectual disability

to live in society without being known to the

authorities.

Children born to mothers with intellectual disability

Some parents with intellectual disability are, like other

parents, quite capable of taking care of their children

(Espe-Sherwindt & Crable 1993), and at least one paper

questions the idea that there is a difference in parental

competence between parents with an intellectual

disability and ‘other poor parents’ (Tymchuk 1990). In

general, however, it seems that children born to mothers

with intellectual disability constitute a risk group

(Gillberg & Geijer-Karlsson 1983; Feldman 1985; Kaatz

1992; Keltner 1994; Sheerin 1998; Keltner et al. 1999;

McConnell et al. 2003), although the situation varies

among families. Identified risk areas are primarily lack

of cognitive stimulation and neglect (Feldman 1985;

Kaatz 1992; Keltner 1994; Feldman & Walton-Allen

1997). Research shows that lack of cognitive stimulation

in early years can have severe and irreversible negative

effects on the intellectual development of children

(Heckman 2008). Furthermore, children born to mothers

with intellectual disability might be increasing in

numbers, since research suggests that more and more

persons with intellectual disability live ‘ordinary lives’.

They are thus increasingly exposed to social norms

about having a family and raising children (Pixa-Kettner

2008). This means that there is a likely increase in the

number of children living with a mother who has an

intellectual disability.

Some of these mothers live alone with their children,

and may therefore be in great need of support. Others

live with a husband or a partner, who is perhaps also

the father and might share the responsibility for the

children. Research shows, however, that many of the

men in the lives of women with intellectual disability

have their own problems, such as drug abuse, and that

they may also be prone to violence (Starke 2005). Even

so, research also shows that some women with

intellectual disability live in long-term, stable

relationships. Although their male partners rarely have

the role of a traditional breadwinner, the mothers

usually perceive them as supportive of the family

(Booth & Booth 2002). There is no certainty, however,

that this support benefits the children.

Support actions for families with maternal intellectual

disability

Mothers with intellectual disability meet professionals

from many different welfare sectors, just as other

mothers do. In accordance with the LSS act, some

mothers with intellectual disability might receive

support from professionals at the adult habilitation

clinic throughout their adult life (The LSS commission

2008). During pregnancy, the mother regularly meets a

midwife at the antenatal clinic. After the child is born,

the district nurse at the child health care centre becomes

involved, and her/his role is to monitor the physical

and psychological development of the infant and give

adequate support to the parents. From school age

onwards, the contacts include the staff at the child’s

school, e.g. teachers and school nurses. When extensive

support needs are presumed, the parents’ contacts also

incorporate social workers from the social services

(Hindberg 2003).

The habilitation clinics and the social services have

developed various support practices to alleviate the

aforementioned risk factors of growing up in a family

with maternal intellectual disability. These support

practices are ultimately aimed at the children but are

directed towards the parents (National Board of Health
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& Welfare 2007). In Sweden, acceptance of support of

any kind to families with parental intellectual disability

is voluntary, on the part of the parents, as long as there

is no suspicion of maltreatment of the children

(National Board of Health & Welfare 2007). In case of

suspected maltreatment, professionals are required to

report that situation – and this applies to all children –
to the social services in the municipality (SFS 2001:453).

After an investigation made by a social worker, a

possible outcome may be a court decision to remove the

child from the family. The child is then placed in foster

care. The biological parents are, however, not excluded

from further contact with their child; rather, the

importance of such contact is stated in the legislation

and encouraged. The placement in foster care is usually

long term, but seldom ends in an adoption process

(National Board of Health & Welfare 2007).

Apart from reporting suspected maltreatment to the

social services, professionals must follow secrecy rules,

based on the Secrecy act (SFS 1980:100), stating that

information about an individual must not be

transmitted to any other sector without the individual’s

own consent. This means, for example, that a midwife is

not allowed to pass on information to a child health

care nurse, and neither can it be passed on to the social

services, unless the parents give their permission.

Inter-sector collaboration and networking among

professionals

Several professionals are involved in the support of

parents and their children, and this requires inter-sector

collaboration (hereafter collaboration). Collaboration

involves activities where individuals from various

sectors join to achieve common goals by means of

vertical as well as horizontal integration (Axelsson &

Bihari Axelsson 2007). McConkey (2005) investigated

local services for people with intellectual disability with

the aim of identifying agencies involved in joint

working, discovering common obstacles, and describing

possible ways of improvement. He found three main

types of common obstacles: the lack of time and

commitment to joint working, differing aims and

priorities across the agencies, and practical

impediments. Spencer & Llewellyn (2007) described

some important factors regarding collaboration and

networking while supporting parents with intellectual

disability, namely the use of collaboration leaders with

leadership skills and the availability of extra economic

resources if needed. Furthermore, successful

collaboration requires flexibility, such as willingness to

alter support patterns and a dynamic attitude to the

process, i.e. readiness and ability to adapt to arising

situations.

In order to establish collaboration around families

with parental intellectual disability, a few regions in

Sweden have formed so-called SUF groups, where SUF

stands for Collaboration, Development, and Parenthood.

The focus of such a SUF group is collaboration

concerning children and parents in families where a

parent has an intellectual disability or other cognitive

impairments, and this is a collaboration project between

a county council and the municipalities in that

geographical area. A SUF group may consist of

professionals working with support and representing

social services, habilitation units, institutions for

children and families, child health care centers,

antenatal care clinics, special schools for pupils with

intellectual disability, nursery schools, schools, and

parental organizations. The aims of the SUF group are

transference of knowledge and information, professional

development, consultation, and development of

methods for support (Pistol 2009).

A study related to the present one has identified three

forms of support for families with parental intellectual

disability in Sweden – home visits, parental support

groups, and parental training programmes (Weiber et al.

2014). Although research about various forms of support

exists (Llewellyn et al. 2002; Feldman 2010), there is a

relative lack of knowledge about the structural aspects of

these support actions as well as about the professionals’

use of inter-sector collaboration in their support,

especially in Sweden and other countries with similar

legislation. For example, we lack knowledge about the

extent to which the existing support measures reach the

families who might need them, particularly since these

families and children are not always ‘visible’ in society

with the type of legislation currently employed in

Sweden and many other western countries. The present

study strives to increase the knowledge about the content,

delivery and organization of support measures to families

with parental intellectual disability, in order to provide a

basis for further development of such measures.

Aim

The aim of this study was to describe what kind of

support measures exist for families with a parental

intellectual disability, and how support is implemented.

The research questions were:

How is the support system for families with a

mother with intellectual disability structured?
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What professionals are involved, and what are their

different roles and tasks?

How are the families in need of support identified,

and what are the problems in identifying and

helping them?

What problems (if any) do professionals meet in their

support practices, and how do and can they deal

with these problems?

Materials and Methods

In order to fulfill the general aim, a qualitative approach

was chosen. Qualitative researchers seek an

understanding of how the world works in all its

complexity and variability, and a qualitative approach

yields data with a wealth of details and closeness to the

empirical world (Lapan et al. 2011), which was desired

for the study.

The method used for data collection was primarily

focus group interviews. Focus groups involve several

participants, usually between six and eight, who are

knowledgeable in the relevant area of research. The

interviews are characterized by planned discussions

with the aim of acquiring a diversity of viewpoints and

experiences. The psychological atmosphere or

environment should be nonjudgemental, which is

assumed to lead to a feeling of security and confidence

among the participants and a subsequent willingness to

speak their minds (Krueger & Casey 2009). One of the

advantages of the group format is that the interviewees

also tend to inspire one another during the interview,

which benefits the richness and scope of the data.

An often discussed intricacy is the issue of researcher

neutrality. Having previous experience from the

research field in focus may enhance understanding of

the topic studied, but such experience could also

constitute a risk of bias (Taylor & Bogdan 1998; Trost

2010). However, pre-understanding is generally

considered an asset as long as the researcher endeavors

to avoid projective interpretations and is aware of his or

her pre-history, that is, his or her experiences, attitudes

and tradition of knowledge (Nystr€om & Dahlberg 2001).

The sampling procedure

The participants in this study, all working in the field of

supporting families with parental intellectual disability,

were found through purposive sampling combined with

snowball sampling. Firstly, a geographical area in the

south of Sweden was chosen. This area contains both

large and small cities, as well as rural districts.

Subsequently, units in the municipalities and county

councils in the targeted geographical area were selected,

and finally, the professionals working there with the

target group were invited to participate. In total, six

information meetings were held at the different

worksites with professionals that had experiences from

working with families with parental intellectual

disability. During these information meetings informal

discussions also took place. These discussions were not

audio-taped but the first author made notes about them

immediately after the discussions, since they contained

information of relevance for the study.

Participants

Seven focus groups were formed, each with between

three and five participants. In total, 29 professionals

working for three types of welfare sectors on the county

and municipality levels participated in the interviews.

Five more persons were invited to participate and

expressed their interest but were unable to participate in

the focus groups at the scheduled appointments. All

participants in the focus groups had experiences of

supporting families with parental intellectual disability.

One social worker was employed by an antenatal clinic;

three district nurses were working at three different

child health care centers; eleven social workers, five

psychologists, three teachers for children with special

needs, and a speech therapist were employed by seven

habilitation units; and five social workers came from the

social services in three municipalities.

Structure of the interviews

The interviews were led by the first author and no

facilitator was present. Before the start of the interviews

information about the study was repeated and the

participants gave their written consent to participate.

The semi-structured interviews had open-ended

questions and followed an interview guide created by

the authors. The questions concerned topics such as

roles and tasks, how parents with intellectual disability

became known to the professionals, if and how they

collaborated with other support givers, and problems

experienced in the support practices. The duration of

the interviews varied between 45 min and 1 h and

45 min, and on average they lasted for 1 h and 15 min.

The interviews were audio-taped and later transcribed

verbatim. Further information to fill in any ‘gaps’ in the

data was retrieved by telephone calls (<5) and e-mails

(<5).
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Data analysis

Qualitative content analysis was the chosen method for

the data analysis, a method which is expected to

provide new insights and increase understanding of a

specific phenomenon (Krippendorff 2004). The

procedure for the analysis was inspired by Ritchie &

Lewis (2003) and consisted of the following steps: (i)

The transcribed interviews were typed in one document

each. (ii) The three authors read through the documents

in order to gain a na€ıve understanding of the data. (iii)

On a second reading, sub-themes of relevance for the

research aim were identified by the first author. (iv)

Main themes were identified by the first author. (v) The

main themes and sub-themes were discussed among all

three authors until a solution that was considered

exhaustive and mutually exclusive was arrived at.

Ethical considerations

The present study is part of a broader research project

about children growing up with a mother with

intellectual disability, for which approval was obtained

from the Regional Ethical Review Board in Lund,

Sweden (Reg.no. 2008/374, Reg.no. 2010/138). Written

informed consent was obtained from each participant.

The possibility to withdraw from the study at any time

was stressed. The first author informed all the

participants about the confidential treatment of the

data and their anonymity status in the future article.

All the participants followed the secrecy rules, such

that no personal data of the families in question were

disclosed.

Results

The analysis of the transcripts from the seven focus

group interviews yielded five main themes: The roles

and activities of the professionals involved; ways in

which families in need of support are identified;

problems in identifying mothers with an intellectual

disability; inter-sector collaboration, and how the

professionals cooperate and communicate; and the

dilemma concerning legislative actions (see Table 1). A

few of the main themes also contained sub-themes.

The roles and activities of the professionals involved

As mentioned above, several professionals meet the

parents with intellectual disability, namely midwives

and social workers at antenatal clinics, nurses at child

health care centers, social workers at the social services,

and psychologists, social workers, and teachers at the

habilitation clinics. Their roles and tasks vary, not only

on their professions, but also on the sector they belong

to.

The midwife’s role is to meet the mother frequently

during pregnancy and follow the growth of the fetus. A

pregnant woman with an intellectual disability and a

need of counseling may be referred by the midwife to a

social worker at the same clinic, and the woman may

then regularly meet this social worker during pregnancy

in order to therapeutically address the feelings and

expectations concerning the child and motherhood.

When the child is born a child health care nurse

repeatedly makes home visits to the family with

maternal intellectual disability, and also makes

appointments with the family at the center at fixed

intervals. The nurses stated that during the home visits

they try to teach important skills and establish routines

with regard to, for example, hygiene, keeping the child

clean, nutrition and feeding the child at proper

intervals. A few nurses mentioned that they, out of

worry about the child’s situation, sometimes make

unannounced home visits. At the child health care

centre the focus is mainly upon observing and making

notes about the child’s development, such as weight,

height and physical abilities.

Staff at the child departments of the habilitation

clinics meets parents who have children with

disabilities, including intellectual disability, regardless

of whether the parents themselves have an intellectual

disability or not. The professionals generally meet all

parents they support at the habilitation clinic but they

also make home visits. These support actions include

Table 1 Themes and subthemes

Themes Sub-themes

The roles and activities of the

professionals involved

Ways in which families in need

of support are identified

Information paths

Problems in identifying mothers

with an intellectual disability

Opposition from family

Change of address

Migrant families

Inter-sector collaboration, and

how the professionals cooperate

and communicate

The dilemmas concerning

legislative actions
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teaching parents about the needs of the child. Parents

with intellectual disability might have had, and still

have, regular contact with the staff at the adult

department for their own support.

If and when the social services are notified about a

family with parental intellectual disability, a social

worker performs an investigation where the family’s

situation is explored. This investigation can be

undertaken at any time during the child’s upbringing,

not just during infancy. The investigation includes both

oral and written information about the family’s

situation, such as parental employment and living

conditions and the parents’ treatment of the child,

including suspected maltreatment. For this they use a

multitude of sources, depending on the age of the child,

such as child health care nurses, nursery school staff,

teachers and school nurses. The resulting decision made

by the social welfare board will have one of the

following three outcomes – support is not needed; the

parents will be offered parental support; or court

proceedings to remove the child from the family will be

initiated. If the child stays with its parents and support

is needed, a family therapist from the social services

might support the parents in overcoming the

deficiencies detected, starting with relations-building

activities, and continuing with more practical support. ‘I

begin with building a relation. . ., after that I start

working with those bits that need support’ Family

therapist at the social services. An implementation plan is

often made together with the parents, with goals and

intermediate goals. A variety of help actions might be

offered, such as educating the parents about the needs

of the child – about how to ‘promote the language’ of

the child, ‘what to do with the child outdoors’, ‘what to

do when the child gets sick’, and ‘what clothes are

appropriate’ – as well as providing ‘support with

routines, structuring the day, going out..’ Social worker at

the social services. The family also gets help with

contacting other useful sources of assistance, such as the

department for social benefits, the regional social

insurance office, etc.

Ways in which families in need of support are identified

Although a mother with intellectual disability may meet

several kinds of professionals, during and after

pregnancy, some families in need might remain

unknown to the authorities. One important issue is to

find the means to identify these families so that they

can get the support they are entitled to (see Table 2).

When a woman becomes pregnant and she starts

visiting the antenatal clinic, she is assigned to a

midwife. The interviewees stated that an intellectual

disability is likely to become known to the midwife at

some point, since she has frequent appointments with

the pregnant woman where problems with

understanding are likely to be revealed. When a

pregnant woman with suspected intellectual disability

has been identified by the antenatal clinic, and if she

approves, the nurse at the adjoined child health clinic is

usually notified of the possible lack of parental capacity.

‘They are very good at that, I think, to signal if there is

something out of the ordinary.’ Nurse child health care.

When the nurses at the child health care center start

meeting a new family regularly, it will become clear to

them if increased support is needed. However, it is still

possible that the family is unknown to the social services,

since not all nurses at the child health care units report the

Table 2 Possible visibility of existing support needs on the family level

Institutions where professionals may meet and identify a family with parental intellectual disability

Stages in the life of the

child born to a mother

with intellectual disability

Child health

care

Social

services

Habili-tation

clinic

The teachers

at school – including

nursery schools

School

health care

Special needs

dept. in schools

for healthy children

Special school

for children with

intellectual

disability

Infancy X X? X?

Nursery school age X X? X? X

School age X? X? X? X? X? X?

X: The support needs of the family are visible to a professional.

X?: The support needs might be hidden, i.e. the situation is perhaps not discovered.

The empty boxes: Contacts seldom or never occurs.
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need to extend support. Some mothers with intellectual

disability living with their parents or other family

members might also ‘disappear’ after a few years, since

they might decide to raise the child without any help from

the authorities. ‘We [our services] are voluntary, as you

know.’ Social worker at habilitation clinic.

If the child also has an intellectual disability, the

increased support needs are detected by the child

habilitation department supporting the family, which

may not be the case when the child does not have an

intellectual disability, where the family’s support needs

might remain undetected. If the woman with intellectual

disability is already known to the habilitation

department, her status as a mother will be easily

detected by the staff at that unit and parental support

will be incorporated.

The interviewees spoke about the fact that there may

be families whose parental intellectual disability is not

known to the relevant authorities for a long period of

time in the child’s life. Some family situations become

visible as early as during pregnancy, whereas other

families do not receive support until the children reach

school age, if they receive any support at all.

Problems in identifying mothers with an intellectual

disability

The interviewees found some situations to be

particularly troubling and problematic with respect to

locating families with parental intellectual disability and

where the child might be at risk of harm. One such

situation was when the extended family around the

parents was opposed to opening up for support actions.

Some families might want to keep the circumstances

hidden from the authorities believing that the extended

family can handle the situation themselves: ‘the

maternal grandmother was very much the driving force

behind the wish that the child should not be placed

outside the family, well, she wanted very much to keep

this inside the family.’ Social worker at child habilitation

department.

One explanation offered by the informants for why

families sometimes hide from societal contacts was that

‘there is a fear that their children will be taken from

them’ Nurse child health care. The social workers believed

that this fear was reinforced by the family’s relatives

and friends, some of whom might themselves have

similar disabilities.

Another problem experienced by some social workers

and nurses was that families with parental intellectual

disability moved frequently. However, other professionals

were of the opposite opinion and argued that ‘they can’t

afford to move much’. Nurse child health care. If parents

move to another municipality, and do not contact any of

the support agencies there, it might be difficult for the

new municipality to identify them, since information

concerning these families is not shared between

municipalities.

Many interviewees were particularly worried that

migrant families with parental intellectual disability

were not receiving proper support. They saw language

problems as well as cultural differences as contributing

to a potential situation of invisibility and believed that

cultural factors might include unease about revealing

and talking about intellectual disability. ‘I have also had

some people with a migrant background, . . . that have

not learned Swedish. But then it [the parental problem]

has not been so noticeable, because . . . they have been

housewives. But later on it is revealed in the way they

take care of the children that things don’t function

properly.’ Social worker at the social services.

One reason why the interviewees worried about

people with a migrant background in particular was

that first-cousin marriages, known to increase the risk

and prevalence of intellectual disability, were believed

to be common in some migrant groups.

Inter-sector collaboration, and how the professionals

cooperate and communicate

Functioning inter-sector collaboration, cooperation, and

communication were thought to be of crucial

importance for support to work optimally, and both

good and bad examples were given.

Starting with the problematic side of communication,

the interviews revealed a rift in the communication

between pertinent sectors. Both the staff at the

habilitation clinics and the child health care nurses

stated that there was little contact between their units,

although they sometimes support the same families. The

failing communication was seen as resulting in poorer

overall quality of support; parents could become

confused when professionals from many different

sectors tried to teach them things in different ways.

‘There are no communicating vessels here, . . . the school

is independent, and the social services are independent.’

Teacher for children with special needs at habilitation clinic.

The same interviewee saw a ‘worst-case scenario’ where

the social services, the school, and the health care

worked along parallel tracks without any links.

A suggested solution to the above-mentioned

communication problem was to establish inter-sector
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collaboration in terms of, for example, a group where

professionals from different welfare sectors could talk

about difficult cases and get advice from each other.

One such existing structure for support to the

professionals was the aforementioned SUF groups. ‘I

think such a consultation group is very good. . . .

you meet people from child health care and all the

different [sectors].’ Social worker at adult habilitation

department. Professionals who were part of a local SUF

group described good advice they had received from

other group members as well as possible solutions to

dilemmas, such as whom to contact in a problematic

situation.

Collaboration sometimes worked quite well, even in

municipalities without SUF-groups. In some

municipalities there had previously been a considerable

communication gap between social services and nurses

at the child health care centers. This situation had

recently been improved thanks to collaboration projects.

This benefitted the families involved, as professionals

knew each other and had worked out strategies for

how to swiftly implement adequate support, such as

inter sector agreements about splitting responsibilities

for specific support measures offered. The child health

care nurses stated that collaboration between their

sector and social workers at the social services was

facilitated when professionals involved in a certain case

had met previously, for example in collaboration

projects for other vulnerable children, such as children

in families with parental drug addiction. ‘The [name]

project is really a boost with all these contacts.’ Nurse

child health care. Child health care nurses spoke about

their vision for the future, which meant having ‘a

group of people around each individual [with

intellectual disability], people who have different

viewpoints’. Nurse child health care. Their ideal was a

cooperating group around each family with parental

intellectual disability, with regular meetings, provided

the parents would accept information being shared in

such a group.

Some social workers at habilitation clinics saw

themselves as key figures in coordinating support

actions because of their contacts with many different

professionals, such as the social services’ department of

financial aid, the employment agency, the social

insurance office, the staff at the nursery school and

teachers at the school: ‘we know what society can

contribute with, both for parents and children, and we

guide them on to other authorities. . ..’ Social worker at

habilitation clinic. This was seen as improving the quality

of the support practices.

Intra-department cooperation was usually well-

established and well-functioning. A majority of the

professionals’ contacts regarding a specific family were

those with colleagues in their own clinic or at the social

services department.

The dilemmas concerning legislative actions

One specific problem that appeared from the interviews

concerned how to handle the legislative demand to

report suspected maltreatment to the social services.

Many of the staff at the child health care and

habilitation clinics experienced this as a dilemma. It was

seen as a complication in their support to the families,

since a report might compromise already well-

established contacts with the families.

Another aspect of the dilemma is who should report

an identified problem. Some professionals are reluctant

to do so. Some nurses, working in child health care

centers, described situations where other professionals

working with children in families with parental

intellectual disability, such as staff at the nursery school,

did not want to report suspected maltreatment to the

social services but urged the nurses to do it instead. The

nurses refused to do so. ‘The report has to come from

them’. Nurse child health care. Every professional has this

responsibility, they claimed.

One final aspect of the dilemma has to do with

whether families with parental intellectual disability

should be treated differently, e.g. more ‘leniently’,

compared to families without parental intellectual

disability.

‘I have reflected very much on this . . . this duty to

report [suspected maltreatment] – should I treat them

differently, or should I treat them as functioning

normally, and my view is that I should treat them as

functioning normally. And that also implies reporting.

. . . In that case it’s so good just being able to call the

social worker I know is in charge of that kind of

matter.’ Nurse child health care. This quote illustrates that

the child’s interests (e.g. not to be harmed) should be

prioritized before the family’s (e.g. the right to privacy).

It also illustrates that having well-established contacts

with another sector, such as the social services, was

experienced as conducive to handling the reporting

dilemma.

Discussion

The results show that there is a rich web of support

from all kinds of welfare sectors to families with

© 2015 John Wiley & Sons Ltd
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parental intellectual disability. However, there are

possible gaps in the general welfare system, and those

gaps give cause for concern. One such concern is that

families with parental intellectual disability are not

always known to the authorities. Despite the fact that

the mother with intellectual disability is likely to

previously have attended a school for children with

cognitive impairments, had access to support from a

habilitation clinic, and received help from the social

services to get an apartment, there is no guarantee that

when she becomes pregnant this is known by the social

services (Hindberg 2003). She might live her life in

society, for example, with a boyfriend, a husband, her

parents, or other relatives, without any assistance from

society (The LSS and Technical Aid Commission 2004;

Starke 2005). This possible ignorance about potentially

strong support needs might leave children in those

families in a risky situation (Hindberg 2003). If all

sectors knew of each other’s involvement, together

covered all possible areas of support, and had the

parental permission to contact one another, great

benefits could be gained.

Collaboration between sectors, and communication

between professionals, was thus seen as crucial in order

to prevent gaps in the general welfare system. Weak

information links between professionals in different

sectors were regarded as a major problem, leading to

families with parental intellectual disability remaining

unknown to the other sectors. This could be rectified, if

professionals, after gaining parental permission, notified

all other professionals involved in the support of a

specific family and formed a cooperation group.

Taking this one step further could be to introduce a

system of case management. Spencer & Llewellyn (2007)

propose that a case manager should coordinate the

support around an individual, or a family, with parental

intellectual disability while taking an outreach role and

actively making contacts to monitor the well-being of

the family. The case manager could, for example, be a

social worker from the social services, and the case

management role would be to build trust with the

families and coordinate the support from various

service providers. If trust is enhanced, the probability of

parental permission to make necessary contacts would

also be enhanced.

There is a development towards increasing inter-

sector collaboration in the disability sector as well as in

the public health field in general (Axelsson & Bihari

Axelsson 2007; Spencer & Llewellyn 2007). Collaboration

with other welfare sectors might be a way of enhancing

the quality of support and preventing child removals.

The advantages of such collaboration are described in

terms of an increased possibility to accomplish timely,

adequate and appropriate support actions (Spencer &

Llewellyn 2007), resulting in families with parental

intellectual disability receiving support of higher

quality. One particularly well-functioning collaboration

structure is the SUF groups, where the professionals

meet regularly to discuss support to families with

parental intellectual disability (Pistol 2009). The

professionals participating in a SUF group emphasized

the importance of an engaged coordinating person,

who initiates and maintains the group. However,

collaboration projects also need durable structures that

are not dependent upon specific individuals.

The benefits from inter-sector collaboration around

families with parental intellectual disability have to

outweigh the resources required in establishing such

collaboration, for example in terms of funding.

Malfunctioning collaboration, caused, for example, by

poor leadership, lack of flexibility, or lack of funding,

tends to lead to non-coordinated and poor-quality

support (Axelsson & Bihari Axelsson 2007). Those

professionals who participated in a SUF group in the

present study praised it, experienced no malfunctions,

and saw the SUF groups as contributing to high-quality

support. The interviewees involved in SUF groups did

not experience any of the obstacles mentioned by

McConkey (2005) in terms of time and commitment and

differing aims. This indicates that the collaboration

structure of SUF groups incorporates good leadership,

flexibility and commitment to establish high-quality

support for families with parental intellectual disability

(Pistol 2009). The SUF groups seem to be in line with

Spencer & Llewellyn’s (2007) findings concerning

important factors for successful collaboration.

Another benefit of well-functioning information

channels is enhanced visibility. The ideal situation

appears to be the following: Child health care nurses get

information from midwives at the antenatal clinic, and

can, based on that pre-information, plan their own

strategies for providing parental support and for

notifying social services if further support is needed.

The staff at the habilitation clinic is also an active part

in the cooperation. If needed, parental support is given

until the child has grown up. When the child starts

school relevant information is passed on to the school

nurse, who monitors the child’s progress and well-being

during the school years.

A specific problem in supporting the target group is

that there are no concrete guidelines for how to support

families with parental intellectual disability in the child

© 2015 John Wiley & Sons Ltd
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health care setting, which leads to a situation where the

nurses at present rely solely on their own previous

experiences. This absence of guidelines is described by

Hallberg et al. (2005) as a historical shift in child health

care from solid and well-defined tasks to more

theoretical and general descriptions of duties, which are

open to interpretation. Those descriptions included

vague notions such as ‘parental support ‘and ‘health

promotion’ (Hallberg et al. 2005). The lack of specific

guiding principles for how to organize and implement

support might be particularly problematic in an area

such as support to families with parental intellectual

disability, which is both a complicated and fairly recent

area of responsibility for child health care nurses.

Another potential problem area is migrant families

with parental intellectual disability who in many cases

have unidentified support needs, since they often do not

seek the available help. Several studies have shown that

in many societies people with intellectual disability are

stigmatized and excluded from community life (de

Zaldo 1999; Allison & Strydom 2009). Families with

such a background may thus be inclined to hide the

parental disability. Furthermore, because of the tradition

in some countries and cultures to encourage first-cousin

marriages, the prevalence of people with intellectual

disability or other disabilities might be higher in some

of these migrant groups (Bittles 2003). The consequences

of consanguineous marriages in terms of increasing

prevalence of children with intellectual disability (Bittles

2003), together with the higher risk of remaining

unknown by the support system, make it important to

find more efficient ways of identifying migrant families

in need of and entitled to support. One way of

strengthening migrant families’ contacts with the

societal support system might be to establish a structure

of outreach workers from relevant sub-communities.

Such a structure might solve potential language

problems and bridge socio-cultural barriers.

Another significant aspect of the professionals’ work

is the duty to report suspected maltreatment of children

in families with parental intellectual disability to the

social services. The nurses at the child health clinics and

the staff at the habilitation clinics described the dilemma

shared by professionals in the welfare sector regarding

if and how they should implement the legislation,

which according to the Social Services Act (SFS

2001:453) is very clear. Cocozza (2007) showed that

merely 37% of the children that were suspected of being

maltreated were actually reported by staff at nursery

schools, which illustrates the dilemma. The present

study indicated the same kind of conflict as Cocozza

(2007), but also highlights the difficulties in judging

when there is maltreatment and how severe it is.

Cocozza (2007) gave three reasons for abstaining from

reporting suspicions of maltreatment: the perceived cost

of reporting, in terms of, for example, discomfort in the

relations with the families; the staff’s critical attitude to

the functioning of the social services; and lack of

sufficient evidence of maltreatment. The nurses in the

present study exemplified the last reason by talking

about uncertainty in the interpretation of the family

situation as one of their reasons for hesitating to report.

Cocozza’s findings, as well as those from the present

study, emphasize the importance of enhancing the

reporting, assuming there is sufficient evidence for

maltreatment, by means of, for example, increased

collaboration. More personal contacts between nurses

and social workers in the social services, as well as

shared knowledge about support options, might make it

easier to report suspected maltreatment. The dilemma

nurses experienced may also be caused by their

conflicting roles – on one hand they are to support and

help the parents; on the other hand they are to evaluate

and report the parents’ suspected maltreatment.

Reporting would of course negatively affect their

possibilities to be seen as supporting the parents, and

perhaps even put an end to that role.

Families can also wish to remain unknown for fear of

having their child removed. Historically, many parents

with intellectual disability have had their children taken

away by child protective services (Glaun & Brown 1999;

Mayes & Llewellyn 2009). In many countries in the

Western world between 30 and 40% of the children of

parents with intellectual disability are removed from

their parents’ care (Mayes & Llewellyn 2009). There are

no Swedish statistics about removal rates specifically for

parents with intellectual disability, but 56% of the 8100

children who in 2011 were taken into care by the Social

Services were removed from their parents with

reference to deficiencies in the home environment

(National Board of Health & Welfare 2012).

Thus, the fear of having the child removed is not

unwarranted and constitutes a challenge in the contacts

with the families with parental intellectual disability.

This fear, which according to the present study might

be reinforced by family and friends with the same

misgivings, was sometimes expressed by the

interviewees as permeating and obstructing their contact

with the families. The consequences of having a child

removed might, understandably, be confusion,

unhappiness, and reduced mental well-being.

Sometimes it might also lead to a desire to replace the
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removed child with a new baby (Mayes & Llewellyn

2009).

These worries and misgivings may also indicate a

failure on the part of the welfare sector in its quest to

support this group of families. Furthermore, some of

these decisions to have a child removed might be based

on prejudice (Mayes & Llewellyn 2009), or be due to the

‘mistake of false attribution’, i.e. blaming the problem

on the intellectual disability when there are other factors

that constitute the problem, such as social

circumstances, poverty, or lack of appropriate support

(Booth & Booth 1993, 2004; McConnell & Llewellyn

2002). Thus, the first priority should be to improve the

support in general, for example through SUF groups or

the equivalent, and for parents suspected of

‘maltreatment’ in particular. Reporting suspected

maltreatment is important, but it should be the last

option.

Methodological considerations

The first author’s pre-understanding regarding people

with intellectual disability should be discussed. She

spent her childhood surrounded by people with

intellectual disability, since her parents ran a nursing

home for the care of people with intellectual disability.

Thus, the first author’s experience and basic knowledge

of intellectual disability stemmed from mixing with

people with many different forms of intellectual

disability in that context. She has also worked as a

school nurse for a long time, and in that capacity met

pupils from a multitude of home situations, including

some with suspected parental intellectual disability. This

gave her some insights into the life worlds of all kinds

of children and their needs for adult support. This pre-

understanding was made known to the prospective

interviewees at the information meetings and created an

atmosphere based on shared knowledge during the

interviews, facilitating depth in the discussion.

However, even though the first author attempted to

‘bracket’ this pre-understanding during the analysis, by

consciously trying to disregard this pre-understanding,

it still made the first author ‘blind’ to certain features of

the results. There were passages in the interviews that

appeared too self-evident to bring into the analysis,

such as how some family support measures function.

The two other authors, lacking this pre-understanding,

brought in a certain na€ıvet�e that made some

disregarded aspects visible, by pointing out further

passages in the transcripts that should be included in

the analysis.

It would have been advantageous if the study could

have investigated the situation of both mothers and

fathers with intellectual disability. However, it was

decided that the focus of this study should be on

families with maternal intellectual disability, since it is

rare for a father with an intellectual disability to raise a

child alone or together with a mother without an

intellectual disability. Therefore, most research mainly

deals with families with maternal intellectual disability

(Hindberg 2003). Furthermore, in a family where the

mother does not have an intellectual disability, an

intellectual disability on the father’s side will not be

decisive for the child’s development, since, normally;

the mother is the primary caregiver.

The criteria of credibility and transferability (Lincoln

& Guba 1985; Lapan et al. 2011) are vital for the

trustworthiness of a study. In order to increase

credibility, multiple focus group interviews were used.

The participants worked in a geographical area chosen

for its strategic location and characteristics, with a

diverse population density and structure, with urban as

well as rural areas, and with one of the major cities in

Sweden. The focus groups included professionals from

most of the sectors that are known to support families

with parental intellectual disability. The missing sectors

were the school systems for healthy children and for

children with intellectual disability. The lack of input

from school staff was not regarded as crucial for this

study, since the included sectors were the central ones

in delivering support on a parental level. However, staff

from schools might have been able to add how the

families in need of support were detected. The relatively

low number of participants in each focus group was

perceived as facilitating the dynamic interaction in the

groups, which is in line with findings by Ivanoff (2002),

indicating that smaller focus groups than the usual size

of 7–8 participants are not detrimental to the quality of

data gathering. The long duration of the interviews, the

effort of the first author to allow everyone to speak their

mind, and the nonjudgemental and permissive

atmosphere during the interviews, increased the

richness of data.

It is likely that the results are transferable to other

similar settings. The situation for people with

intellectual disability is most likely similar in many

countries with legislation comparable to that of Sweden,

where registration of people with intellectual disability

has been abandoned in favour of protecting their right

to an independent life. Moreover, the welfare systems

for people with disabilities and the primary health care

sectors function in an equivalent way in many societies,

© 2015 John Wiley & Sons Ltd
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such as most countries in Western Europe and Canada

(K€ohler & Jakobsson 1987; Storch 2005; European

Commission 2010). However, it is up to the reader to

assess the transferability against the audit trail provided

in the study.

Conclusions and Implications

The findings of the present study indicate that certain

improvements can be productive in the support to

families with parental intellectual disability. More can

be done in terms of building collaboration, for example,

by coordinating education efforts for parents with

intellectual disability. The existing SUF groups were

considered positive and effective by those participating

in them and we suggest that the creation of similar

groups is considered in other regions as well.

The results indicate that some families may remain

unknown to the authorities, and therefore do not receive

the support they are entitled to. However, the

invisibility of some parents may be intentional, perhaps

due to a fear of having their children removed by the

social services. This fear might in itself signal that the

services do not function optimally, for example that the

collaboration between sectors does not work properly,

or that communication channels are lacking. Some kind

of case management system, with one key person, might

facilitate trust between families and professionals and

counteract the inclination in some families to refrain

from seeking support.

The findings also reveal that existing strategies are

often insufficient when parents with intellectual disability

need extensive support. In such situations the dilemma

regarding the professionals’ unwillingness to report cases

of suspected maltreatment to the social services is

brought to the fore. Resolving this dilemma may be

facilitated by various measures – such as educa-

tional efforts, or by creating forums for discussing these

matters.

Finally, the results indicate a need for further research

about parental support to families where the mother has

an intellectual disability, for example, research about if

and how the support benefits the children in these

families.
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Social and Healthcare Professionals’ Experiences of
Giving Support to Families Where the Mother Has
an Intellectual Disability: Focus on Children
Ingrid Weiber*, Per-Anders Tengland†, Johan Berglund*, and Mona Eklund‡

*Blekinge Institute of Technology, Karlskrona; †Malmö University, Malmö; and ‡Lund University, Lund, Sweden

Abstract Families where the mother has an intellectual disability need support to counteract possible detrimental life circumstances
for the children involved. The aim of this study was to describe social and healthcare professionals’ experiences of providing support
for families with maternal intellectual disability and specifically focused on if and how they believed the support practices benefited
the children. Seven focus group interviews were performed with 29 professional informants. The transcripts were analyzed with
qualitative content analysis. Three themes were identified: “support practices,” “pedagogical strategies when supporting families
with maternal intellectual disability,” and “maintaining the child perspective.” The support practices mainly dealt with parenting
skills, which were addressed by a variety of teaching methods and practices, while the children were at risk of not being seen or
heard.

Keywords: child’s perspective, intellectual disability, mothers with intellectual disability, pedagogical strategies, support practices

INTRODUCTION

The health of children growing up in Sweden is in several
respects among the best in the world (Bremberg & Eriksson,
2010; National Board of Health and Welfare, 2009). However,
there are families that might need special attention and care in
order for the children to develop and lead a safe and satisfying
life, such as children growing up in families where a parent has
an intellectual disability (ID) (Llewellyn, 2010). These families
might be in need of special parenting support (Feldman, 2010),
which in Sweden is supplied from many different sources, for
example, child healthcare and the social services (Hallberg, 2006;
Socialdepartementet, 2008). This study addresses experiences of
social and healthcare professionals working with such support
for families with maternal ID, while specifically focusing on the
child’s situation.

All children have needs that the parents are supposed to meet.
Apart from food and shelter, they also need, for example, emo-
tional interplay, intellectual stimulation, and security (Magnusson,
2009). Although children growing up in families where the mother
has an ID have needs that are similar to those of children in
general, some children growing up in such families may be at risk
of not having their needs met and at risk of too little cognitive
stimulation (Feldman, 1985; Gillberg & Geijer-Karlsson, 1983;
Kaatz, 1992; Keltner, 1994; Keltner, Wise, & Taylor, 1999;

McConnell, Llewellyn, Mayes, Russo, & Honey, 2003; Mørch, Skår,
& Andersgård, 1997). Potential consequences of the maternal dis-
ability are an increased risk of physical and psychological difficul-
ties and not developing psychologically so as to be able to live a
fulfilling life (Perkins, Holburn, Deaux, Flory, & Vietze, 2002).

A recent Swedish register study (Weiber, Berglund, Tengland,
& Eklund, 2011) indicated an incidence rate of approximately
2.12 per 1,000 children born to women with ID, which points to
a prevalence in Sweden of some 4,000 children (aged 0–18 years)
born to mothers with ID (Weiber et al., 2011). Structured
support with a focused content aimed at mothers with ID seems
important for these children’s development (McConnell,
Matthews, Llewellyn, Mildon, & Hindmarsh, 2008; Wade,
Llewellyn, & Matthews, 2008; Weiber, Eklund, & Tengland, in
press). Sources of such parental support may, in the Swedish
context, spring from county council contexts as well as from
municipalities and may include child healthcare centers, habili-
tation clinics, and social services (National Board of Health and
Welfare, 2007). Support programs have been developed to allevi-
ate the risk factors of growing up in a family with maternal ID.
Research has shown that parenting programs utilizing individu-
alized, home-based, and skills-oriented interventions can
improve parental skills (Feldman, 2010; Llewellyn, McConnell,
Russo, Mayes, & Honey, 2002; McConnell et al., 2008; Mildon,
Wade, & Matthews, 2008; Wade et al., 2008). However, profes-
sional practitioners who support parents with ID have been
shown to harbor uncertainties about parents’ abilities. They also
experienced frustration when trying to support the target group
and found the work difficult, stressful, and entailing substantial
challenges (Starke, 2011).
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Nevertheless, if parents with ID receive appropriate training
and support, they are usually able to parent adequately
(Sheerin, 1998). Moreover, Guinea (2001) showed that parents
in general were satisfied and happy with the content of the
support they had received, although they wished the support-
ing staff to spend more time with them. However, when
investigating the appropriateness of support, Llewellyn,
McConnell, and Bye (1998) found that social service workers
perceived the needs of parents to be greater than those identi-
fied by the parents themselves. Examples of educational needs
identified solely by the social workers concerned child care and
nutrition. In Sweden, acceptance of support of any kind to
families with parental ID is voluntary on the part of the
parents, as long as there is no indication of maltreatment of the
children (National Board of Health and Welfare, 2007), and
therefore parental satisfaction with the support provided is
essential.

Research has shown that parental skills among people with
ID can improve. Parental satisfaction with received support has
been demonstrated, although some studies have found that chil-
dren involved may acquire merely secondary benefits stemming
from goal achievements on the parental level (McGaw, Ball, &
Clark, 2002; Wade et al., 2008). They are thus at risk of not
receiving the support required for developing properly. The
Social Services Act (SFS 2001:453) stipulates that, in case of sus-
pected maltreatment, professionals working with children are
required to report the situation to social services (Ministry of
Health and Social Affairs, 2001). In such cases, a social worker
performs an investigation resulting in one of three decisions:
support from society is not necessary; parental support should
be offered; or proceedings should start for a court decision about
removal of the child from the family (National Board of Health
and Welfare, 2007). A recent interview study identified a
dilemma among healthcare professionals regarding the legisla-
tive duty to report suspected maltreatment in families with
maternal ID. The professionals often hesitated whether to report
or abstain from reporting cases of suspected maltreatment. The
study suggested that willingness to report might be enhanced by
improved inter-sector collaboration on a municipality level,
including all professionals supporting families with maternal ID
(Weiber et al., in press). Lack of effective communication
between different professionals involved may, therefore, be detri-
mental to the children in families with maternal ID.

There appears to be a substantial shortage of policy goals
regarding parental support for the target group (Ward, 2010). In
spite of advances in the provision of support from the commu-
nity to citizens with IDs, the system is still open to cutbacks
because of financial concerns (Hewitt & Larson, 2007) Further-
more, there is a shortage of research about support for families
with parental ID in the Swedish societal context (National Board
of Health and Welfare, 2007). Notwithstanding the research con-
ducted in other countries, the fact that welfare systems vary
between countries makes research in Sweden and similar societ-
ies important for further development and implementation of
support to the target group.

To counteract possible detrimental life circumstances for
children in families with maternal ID and decrease their vulner-
ability, there is a need for a strong child focus on parental
support (Feldman, 2010). The experiences of professionals may

be a valuable source for identifying practices that focus not only
on mothers with ID but also on the children involved.

SPECIFIC AIMS

The aim of this study was to describe Swedish social and
healthcare professionals’ experiences of providing supports for
families where the mother has an ID, with a specific focus on
their view of if and how the support practices benefit the
children.

METHOD

The method for data collection was focus group interviews,
chosen because of its suitability for collecting qualitative data
from groups of people who have certain experiences in common
(Krueger & Casey, 2009).

The Sampling Procedure

The procedure for the participant sampling was a combina-
tion of strategic and purposeful sampling of professionals
working at the municipality or county council level in the south
of Sweden and identified as supporting families with parental
ID. Firstly, the geographical area was strategically chosen, as it
contained both large and small cities and also rural districts.
Then, units belonging to sectors whose charge was to offer
various kinds of support to the target group were purposefully
selected in the chosen geographical area. The families that got
support from the professionals were included if they had chil-
dren under the age of 18. Altogether, six informational meetings
were arranged at different work sites for the professionals to
facilitate the recruitment of participants. The purpose of the
informational meetings was to inform about the study (i.e., the
aim and what participation would entail). No specific topics
related to the professionals’ practices were addressed during the
information meetings, but informal discussions took place.
These were not audiotaped but notes were taken by the first
author immediately after the discussions. After each informa-
tional meeting, a date was set for the interview. The date, time,
and place were chosen to allow for as many as possible of the
interested professionals to participate. The participants in the
focus groups attended the informational meetings as well. Some
of the participants in the informational meetings were unable to
participate in the focus groups because of scheduling problems.

Participants

The 29 participating professionals were employed at 14 units.
There were three district nurses from three child healthcare
centers; 11 social workers, five psychologists, three teachers for
children with special needs, and a speech therapist from five
habilitation clinics; five social workers from three units for social
services; and one social worker from an antenatal clinic (see
Table 1).
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The Interviews

A total of seven focus groups were constructed; each focus
group consisted of three to five participants. Focus group inter-
viewing with semi-structured interviews focusing on support
was used following a guide devised for the study (Krueger &
Casey, 2009). The groups were led by the first author. The dura-
tion of the interviews varied between 45 min and 1 h and
45 min. The interviews were audiotaped and transcribed verba-
tim. Telephone calls (<5) and e-mails (<5) were also used to fill
in any “gaps” in the data. These gaps could be about clearer
information about the professionals’ procedures for getting
information about families in need of help.

Data Analysis

An important consideration in this study is the first author’s
“pre-understanding” regarding people with ID. The childhood of
the first author was spent around people with ID as her parents
ran a nursing home for the care of people with ID. This gave rise
to an interest that was further developed as she worked as a
school nurse for many years and in that role, sometimes met
pupils from families with a suspected parental ID. During the
interviews, the first author’s background was perceived as facili-
tating an atmosphere based on common knowledge, as well as
entailing in-depth discussion. When analyzing the data, it was
considered important to “bracket” this pre-understanding in
order to remain reasonably “naïve.” However, even though the
first author attempted to consciously disregard her pre-
understanding during the analysis, it still made her “blind” to
certain features of the results. For example, there were passages
in the transcripts that appeared too self-evident for the first
author to bring into the analysis. The two other authors brought
in a certain naïveté that made some disregarded aspects visible,
resulting in further passages being included in the analysis.

The method for analyzing the data was qualitative content
analysis. This type of analysis requires a methodical reading of
sampled texts and involves interpretation of the meanings of

those texts (Krippendorff, 2004). The analysis procedure was
guided by Graneheim and Lundman (2004). The four authors
initially read through the documents to gain a naïve understand-
ing of the data. In further readings, the content area correspond-
ing to the aim of this study was identified and extracted.
Meaning units were identified by the first author who also con-
densed the meaning units into codes. The codes were then syn-
thesized into themes. The themes were finally renegotiated
among the four authors until they were found to be exhaustive
and mutually exclusive (see Table 2).

Ethical Considerations

This study was part of a research project about children
growing up with parents with ID, approved by the Regional
Ethical Review Board in Lund, Sweden (Reg.no. 2008/374,
Reg.no. 2010/138). Before the interviews, all participating
interviewees gave their written consent after being informed
about the study, the confidential treatment of the data, and their
anonymity status in the future article. The possibility to with-
draw from participation at any time was stressed. During the
interviews, all the participants followed Swedish legislation
about confidentiality (Ministry of Justice, 2009).

FINDINGS

The analysis of the seven focus group transcripts yielded
three main themes with respect to the support of families with
maternal ID: support practices, pedagogical strategies when sup-
porting families with maternal ID, and maintaining the child per-
spective. Each main theme is described below.

Support Practices

The support practices described varied, but could be catego-
rized as healthcare visits, home visits, parental support groups,
and a parental training program.

TABLE 1
The agencies where the professionals worked and the missions of these agencies

Agencies Mission Professionals

Child healthcare units (3) Parental support for all parents
regardless of disabilities

Child healthcare nurse

Habilitation clinics: Child habilitation
centers (5)

Supporting families where a child has a
disability regardless of parental
disability or not

Teacher for children with special needs
Psychologist
Social worker
Speech therapist

Adult habilitation
centers (5)

Supporting adults with disabilities Social worker

Social services (3) Support of citizens in need of support Family therapist
Social worker

Antenatal clinic (1) Supporting pregnant women Social worker
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The common structure of the support practices was to start
with a needs assessment, where the professionals’ goals were to
get a picture of the family’s situation with a stated focus on the
children. After the assessment, one of the available forms of
support was chosen.

One basic kind of support was healthcare visits, which are
appointments with the family at the professional’s work site
(e.g., the child healthcare centers or child habilitation units). The
focus of these visits is to monitor the child’s development and/or
to talk in general about children’s needs, such as food, sleep,
stimulation, and care. In Sweden, support from child healthcare
centers is offered to all families with preschool children, while
the staff at the child habilitation units support families where the
children have a disability, in both instances, regardless of paren-
tal disability.

A second kind of support practice used by a majority of the
professionals was home visits, where the focus is, just like health-
care visits, to monitor and talk about the development and the
needs of the child. The professionals could get a better idea of a
family’s situation if they visited them at home. Those who were
using home-based support practices also find that it is easier for
mothers to learn when education takes place in the home envi-
ronment. A social worker from social services described how she
started by doing a home visit together with the investigating
social worker to meet the whole family and get to know them.
How she then proceeded depended on what the investigation
concluded regarding the nature of support the family in ques-
tion needed; often, attempts to educate mothers with ID about
various topics focusing on the children’s needs and child rearing
were common. It could be about help with contacts with child
healthcare, support with routines, the structure of the day, and
what to do with children outdoors and indoors. The parental
support could also concern how to promote the children’s lan-
guage development, how to play with a child, and questions
about bed time, food, and clothes. These home visits were
mostly prearranged with the families, but some nurses stated
that out of worry about the children’s situation, they sometimes
also made unannounced home visits.

The participants described two kinds of parental support
groups, namely general groups and specific groups. Child health-

care has general parental support groups as part of its regular
program for all families, irrespective of whether there is a child
with disability. However, the interviewees found that parents
with ID seldom participated in these kinds of groups. Group
meetings developed specifically for the target group had been
tried in two units. These had been part of specific projects where
the parents met regularly, together with professionals, to discuss
topics decided on by the parents themselves. However, such
parental support groups were currently not available because of
the termination of those projects. The professionals’ experiences
from arranging those group meetings were mixed. Maintaining
the group was perceived as difficult, as the participants tended to
come and go, and it was problematic preserving the desired
focus, despite the group participants’ tendency to enjoy the fel-
lowship. According to the interviewees, there were also economic
reasons for closing the groups.

Finally, in one municipality, social services had arranged a
parental training program aimed for families at risk of having
their children removed, including families with parental ID. The
interviewees stated that prior to attending this comprehensive
and structured program, the family had been subjected to an
investigation by social services, induced by reports from staff
(who worked with the children) that the parents lack sufficient
competence for taking care of their children. After the investiga-
tion, the subsequent decision by the social welfare board may be
that either the parents attend this program or court proceedings
will be initiated to remove the children from the parents.

Before the program started, there was an informational
meeting where the conditions aligned with participation were
explained. If the parents accepted the offer, which they normally
did, appointments were set up for the parents to regularly visit a
specially arranged and equipped apartment. The standard
program period lasted for 8 weeks, during which the parents
visited the apartment for 5 to 6 h a day, 3 to 4 days a week. The
apartment was staffed with two social workers working with all
kinds of support needs: those perceived by the parents in ques-
tion as well as by the social workers and those that have emerged
from the previous investigation. All family members partici-
pated, including children, regardless of age. The standard period
of 8 weeks could, if needed, be extended with another 8 or 16

TABLE 2
Example of the analyzing process

Meaning unit Code Theme

I had a parental group and she wanted to
come, and she came once or twice, but then
she called. I don’t think she felt at home.

Mothers with ID seldom completed their
participation in the parental support groups
at the child healthcare centers.

Support practices

When I go home to a family, I bring along
hooks and a flipchart, so that I can hang it
on a door and use it.

To write and draw while you teach was
considered important.

Pedagogical strategies when
supporting families with
maternal ID

And then we put it into words during the first
meeting. Now mommy and daddy want
help so that it can be better.

To communicate with the children early in the
process was considered important.

Maintaining the child perspective

ID, intellectual disability.
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weeks. After the intensive program was completed, the parents
were invited to follow-up visits for many years, with decreasing
frequency. The social workers were proud to state that in the 9
years they had worked with the program, no child in a partici-
pating family had been removed by the social services. All fami-
lies had, with the support given, been able to function
adequately, and the children had grown up without any notice-
able negative consequences for their physical or psychological
well-being.

The Pedagogical Strategies When Supporting Families with
Maternal ID

With respect to the pedagogical practices adopted for the
support, the informants emphasized the importance of applying
a strategy that strengthens the mothers and the family as a
whole, in areas where they are functioning well, in order to boost
their self-confidence. Another topic that emerged concerned the
benefits of repetition—to repeat new items of knowledge, as well
as rehearse skills, many times and on different occasions. The
interviewees stated that they use a multitude of educational
tools, such as pictures and books, as well as acting as role
models, all of which facilitated the education. They pointed to
the benefit of using many different methods for explaining
things, such as drawing while you teach and filming parents in
specific situations and then using these films as a teaching tool,
letting the parents look at them and discuss how they manage
different tasks. Seeing on film the mistakes they make benefits
the mothers’ understanding of the need for change. This illus-
trates the importance of using a variety of pedagogical practices
providing the mothers with varied, concrete, and repeated learn-
ing opportunities in order to mitigate their ID.

A significant part of the described parental training program
is to discuss the situation with the husband (or partner),
attempting to get him to understand the problems and see how
he could contribute. According to the social workers’ experi-
ences, rarely do the husbands bring the problems up themselves.
Related to this is the fact that most of the husbands have a ten-
dency to underrate the mothers’ deficiencies, not being aware of
the full significance of the problem.

Maintaining the Child Perspective

The interviewees were aware of the child perspective and of
the importance of focusing on the children’s needs. They aspired
to enhance the physical, mental, and emotional well-being of the
children by supporting their parents. They stressed the responsi-
bility of society, including the professionals themselves, to focus
specifically on children of mothers with ID, by standing by them
and working long term. However, they reflected that in many
discussions, investigations, and actions, the focus tends not to be
on the children, but primarily on the parents, where decisions
usually contain suggestions about what would be best for the
parents with ID and not specifically what would be best for their
children. The social workers also discussed a bias toward overes-
timating the mothers’ abilities and ascribing a little extra compe-
tence to them. This was seen as a problematic consequence of

having known the parents for a very long time, and could be det-
rimental when making decisions about the support needed.
Overestimating maternal competencies could thus jeopardize
positive outcomes of the support.

Child healthcare nurses expressed how they sometimes were
worried and frustrated about the situation of the children in
families with maternal ID. This frustration had partly to do
with their perceived lack of options for handling the situation
and partly the fact that they did not always trust that the
mothers did what they had been instructed to do. When they
asked the mothers something, the answer sometimes sounded
too good to be true. One nurse in child healthcare said that she
sometimes felt that the answers she got were the answers the
parents thought were expected from them. How they dealt with
these worries varied. Nurses described how they, in those
instances, either make some unannounced home visits and/or
scheduled more frequent appointments at the child healthcare
center. They reflected on the responsibility to act upon the
signals they get. Another nurse in child healthcare said that she
was worried that grown-up children might question why no
one saw their home situation. Consequently, many children in
families with parental ID may feel frustrated and abandoned by
the non-seeing and nonresponsive society around them, she
thought. Furthermore, one nurse worried that if voluntary
support was tried for too long and the worrying situations were
not reported to the social services, the authorities might fail to
protect the children. The nurse underscored that they func-
tioned as the children’s advocate in this situation. When further
support makes no difference, other actions, such as legal ones,
may be necessary.

Moreover, social workers and nurses described how they see
children who, as they mature and gain progressively more
knowledge, are intellectually outgrowing their mother with an
ID. This gives rise to at least two kinds of problems—one per-
taining to responsibilities and one to family arguments. The chil-
dren tend to take on responsibilities originally belonging to the
mother, such as doing more and more household chores, leaving
them overburdened for their age. One interviewee talked about a
family with which she was in repeated contact and where there
was frequent quarrelling between the mother with ID and her
child without ID. The child in question was unable to handle a
situation where he had intellectually surpassed his mother. As
older children often were the ones with the best intellectual
capacity in the family, they also had to do their homework by
themselves without any interest or involvement from their
mothers, thereby becoming disadvantaged compared with other
children.

Finally, another professional responsibility emphasized was
to inform the children, depending on their age, about their
mother’s disability and discuss the different consequences the
disability could have for them. This was also a way to handle the
problem with the children intellectually outgrowing their
mother. The parental training program in place in one munici-
pality involved taking time with each child in the family to put
the situation into words by explaining and answering their ques-
tions. Communicating directly with the child and speaking
openly about the mother’s disability were considered a very
important part of taking the child’s perspective, as they gave the
child a feeling of security to know about the problem.
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DISCUSSION

The aim of this study was to describe Swedish social and
healthcare professionals’ experiences of supporting families
where the mother has an ID, and to specifically focus on their
view of if and how the support practices benefit the children.
Several important topics were found in the study: not losing the
child perspective, the need for concrete training, the importance
of involving the father, partner, or husband in the training
program, and the value of creating more thorough support prac-
tices with a specific focus on the children.

The experience of the interviewees shows that most kinds of
support first and foremost target the parent with ID, despite the
legislation in the Social Services Act (SFS 2001:453), which
emphasizes that the child should be the center of attention. The
United Nations’ Convention on the Rights of the Child is also
applicable, as the core principle of that convention is that all soci-
etal activities should have the best interest of the child in focus
(UNICEF, 2009). Most of the interviewees emphasized the impor-
tance of seeing the child, yet many failed to live up to this ideal.
Most of the talking, planning, and training stayed on the parental
level, with the one exception of the parental training program,
which included separate discussions with the children. A review by
Wade et al. (2008) showed similar results (i.e., that parental train-
ing rarely focused on the outcome for the children).

Explanations of the failure to reach the children may need to
be sought in the supply of support practices, which may need to
be developed to better benefit the children. The advanced paren-
tal training program identified in one of the municipalities may
be a solution for reaching children of all ages in the targeted
families. It seemed like a well-functioning program and was pos-
sibly unique. Long-term benefits were indicated by the fact that,
according to social workers, social services had not started any
legal actions to remove any of the children in the participating
families during the 9 years the program has existed. If a level of
appropriate parenting can be achieved through such a training
program, fewer children will be brought up in foster care. That
would be a good thing, as growing up in foster care does not
always benefit the well-being of the child involved (Stinehart,
Scott, & Barfield, 2012). Appropriate support might also lead to
long-term gains for society as a whole, such as reducing munici-
pality expenditures.

All kinds of professional parental support were voluntary, on
paper, and this was sometimes emphasized by the fact that the
parents had to decide if they wanted to participate. However, this
“voluntariness” might not be perceived as genuine, and the
choice not seen as real, as the parents knew that the alternative to
participating was a likely removal of their children from their
care. The professionals were aware of this, but in such situations,
seeing to the children’s best interests outweighed seeing to the
parents’ right to autonomy.

There is another model for parental training that is now
being tried out in a few municipalities in Sweden. Called Parent-
ing Young Children (PYC), it originated in Australia as a support
program for the target group. This comprehensive, home-based
program, which includes staff training and specified guidelines,
is aimed at parents with children aged 6 months to 6 years. The
purpose of the PYC program is to address the child’s situation,

as well as strengthen and develop parental skills for attachment
and care (Starke, Mildon, & Wade, 2012). The differences
between PYC and the parental training program described in the
present study are, for example, the venue of the training—home
vs. apartment, the specified guidelines vs. the family’s needs in
focus, the limitation to families with young children vs. with
children of all ages, and the incorporation of education for
spouses and children in the parental training program. Evalua-
tion so far has shown that the PYC program was experienced by
social workers as beneficial in its effort to cover important
support items, and further evaluation could indicate whether the
program will benefit the children in the families (M. Starke, per-
sonal communication, July 11, 2012). PYC and the parental
training program seem to make important contributions to the
welfare of children born to mothers with ID, but both warrant
further evaluation and research.

The teaching strategies used by the participants when com-
municating with the mother with ID, as when trying to
strengthen the family’s existing capacities and pave the way for
new routines, had a common core, namely the recurrent repeti-
tion of important information and important tasks. This is in
line with a review done by Wade et al. (2008), where repeated
practice, task analysis, and modeling were found to be effective
teaching strategies. Task analysis means that one thoroughly
penetrates each failing element of parental skills—for example,
by drawings and by acting as a role model and showing how dif-
ferent tasks can be done. Another practice used in the special
parental training program was filming. To film situations and
then to watch the film together with the parents was experienced
as a particularly useful strategy for getting the mothers to learn
how to better take care of their children.

The professionals noted also that the spouse needed knowl-
edge and awareness about the mother’s disability. Relevant infor-
mation could support a constructive attitude toward caring for
the welfare of the children involved and enhance family life. This
is in line with current knowledge stating that information to
family members who have a parent or a spouse with ID seems to
improve the well-being and quality of life of the entire family
(Zingale, Belfiore, Mongelli, Trubia, & Buono, 2008). Thus,
gaining information is important for the children as well.
Edwinson Månsson (1992) showed that when children are
adequately informed about a difficult situation, their anxiety
ceases and they are less emotionally affected.

The findings also indicate that the situation of the children
might change as they grow older. The participants gave examples
of overburdened and emotionally troubled children. These find-
ings are in accordance with Pipping (2004), who describes her
own experiences of a childhood where she felt that she, very
early on, had to take full responsibility for her family, headed by
a mother with an ID and with an absent father. When giving
parental support, it is pivotal not to overlook the situation of
older children who may have age-specific needs in terms of
support with school work and home responsibilities and might
benefit from knowledge about the mother’s disability.

What does it mean to have the child in focus? It means
having knowledge of child development and adapting each
intervention to the social, mental, and physical stage of the par-
ticular child, understanding his or her needs, and realizing when
they are not fully met (Söderbäck, Coyne, & Harder, 2011)—for
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instance, seeing that there is not enough emotional interplay,
intellectual stimulation, and security (Magnusson, 2009), or that
the attachment to the mother is insufficient for the child to
develop properly (Broberg, 2006). This means that parental
support must have the needs of the child, in his or her specific
stage, as its starting point and that the professionals must
include information to the child, adapted to his or her ability to
understand, and endeavor to enhance the child’s age-specific
coping skills. It also means that, especially as the child grows
older, he or she should be included as a participant in the
support process. If the children are not the center of attention,
they might remain unnoticed, uninformed, and unsupported,
which might lead to compromised mental health, frustration,
and unhappiness (Hindberg, 2003; Pipping, 2004).

Methodological Considerations

This paper addressed the professionals’ experiences from
supporting families with maternal ID, as there is a dearth of
research about men with ID forming families (Collings &
Llewellyn, 2012; Mayes & Sigurjónsdóttir, 2010). Although more
research is needed on the experiences of supporting families
with paternal ID, the choice was made to focus on families where
the mother was the person with ID. However, the families might
also be comprised of fathers with ID.

In order to conduct the qualitative research in accordance
with methodological practice, a set of quality criteria has to be
followed, primarily credibility, confirmability, dependability, and
transferability (Lapan, Quartaroli, & Riemer, 2011; Lincoln &
Guba, 1985). With the purpose to enhance the credibility of the
study, multiple focus group interviews were made and the data
collection and analysis were thoroughly described. Furthermore,
the participants were professionals from a majority of the sectors
known to support families with parental ID, which enhances
dependability. The sector not represented in the groups was the
school system, neither that for healthy children nor that for chil-
dren with ID. The lack of their voices is thus negative for the
dependability of the study and may have resulted in fewer
reports about, for example, supporting older children.

The 29 professionals who were willing and who had the
opportunity to participate in the focus group interviews might
have been a biased group in terms of both having a positive atti-
tude toward the target group and being dedicated in their efforts
to maintain the child perspective. Thus, this study might be
communicating a more optimistic and positive picture com-
pared with the mainstream situation, which might limit both
dependability and transferability.

Six professionals willing to take part in the focus groups were
unable to make it at the scheduled appointments. However, 29
informants were deemed a sufficient number to obtain richness
in the data, and those who did attend made substantial contribu-
tions. The long duration of the interviews, the effort of the first
author to permit everyone to speak their mind, and the endeavor
toward a nonjudgmental and permissive atmosphere during the
interviews added to the richness of the data. The collected data
were considered sufficiently deep and diversified to meet the
aim. The relatively low number of participants in each focus
group was not regarded as a limitation, but seemed to facilitate

dynamic interaction in the groups, which is in line with the
claims made by Ivanoff (2002).

The estimation of transferability, which should be assessed
by the reader (Lapan et al., 2011; Lincoln & Guba, 1985), is
facilitated by, for example, a description of the data collection
and of the analysis. Because the welfare systems for people with
disabilities are similar in most countries in the northwestern
part of Europe and the primary healthcare sectors function in a
comparable way (Köhler & Jakobsson, 1987), the findings of the
present study should be more or less transferable to these coun-
tries and to other similar countries in the world.

Nevertheless, this study had some limitations. The partici-
pants were recruited based on previous knowledge and commu-
nication with professionals, and did not involve all sectors
supporting families with maternal ID. Moreover, although all
professionals had worked to support this target group, their con-
ditions to do so varied, and so thus did the scope of their experi-
ences. Groups with an even more varied background and
professionals with wider experiences might have stimulated
more vivid discussions.

Conclusions and Implications for Practice

This study provides some insight into the situation of chil-
dren of mothers with ID and whether these children may benefit
from the support given to the family. The social and healthcare
professionals emphasized the importance of focusing on the
children involved, and they had varying views about how to
support the families. Very few support practices were actually
directly targeted at the children, however, and the majority
mainly dealt with parenting skills. For those aware of the fact
that the support practices often did not fully reach the children,
this was a source of constant worry.

The findings may be used to strengthen existing support
practices for the targeted families. First, the healthcare and social
services should consider the types of support they offer and
supplement the supply with an advanced parental training
program such as the one described in this study. Second, the
existing pedagogical strategies used should be scrutinized and
supplemented when inadequate. Combining different teaching
media (such as films, drawings, use of role models) seems rec-
ommendable and is also supported in the literature (Wade et al.,
2008). Finally, to handle possible conflicts between the child’s
welfare and the parents’ welfare, privacy, and autonomy, the staff
may need further education and also support in taking difficult
decisions.

In conclusion, although this study contributed some insights,
more research is needed to determine what would be the best
support practice for the children in question. In that endeavor,
the voices of the children themselves would be invaluable, and
they should, thus, be a target for future research.
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ABSTRACT 
To be a child in a family with maternal developmental disability could mean a childhood 
similar to that of other children, but there is also a risk of adverse childhood experiences. 
Listening to the voices of those who have had a childhood under such circumstances is 
valuable in order to gain an understanding of their situation, which, in turn, is essential in 
order to know how to support the family and prevent possible adverse situations during a 
child’s life. The aim of this study was to illuminate the experience of having grown up in a 
family where the mother has a developmental disability and to explore the health 
consequences of such a situation in adult life. A qualitative method with narrative interviews 
and narrative content analysis was chosen. Repeated qualitative interviews were performed 
with four women who had experiences of a childhood with maternal developmental disability. 
Four themes emerged from the interview material: Living under adverse circumstances; 
Dealing with the life situation; Receiving insufficient support and wishing for more; and 
Experiencing health consequences in adult life. The interviewees related their experiences of a 
distressing childhood, characterised by, for example, neglect, abuse, anxiety, and 
overburdening responsibilities, and also their striving to keep the family situation a secret 
despite wanting the adult world to react. The findings can hopefully stimulate professionals to 
more effectively identify the situation of these children and provide support to prevent 
adverse future health conditions and poor quality of life. 
 
Key Words: Childhood experiences, Health, Maternal developmental disability, Qualitative 
interviews, Support. 

INTRODUCTION 

To be a child in a family with maternal developmental disability could mean a childhood 
similar to that of other children, but there is also a risk of adverse childhood experiences and 
related ill health (Hindberg, 2003). Since parental skills in these families might be reduced, 
the children constitute a risk group, for example with respect to neglect and lack of cognitive 
stimulation (Feldman, 1985; Gillberg & Geijer-Karlsson, 1983; Kaatz, 1992; B Keltner, 1994; 
BR Keltner, Wise, & Taylor, 1999). In order for society to be able to understand and if 
necessary give adequate support to these children and their families it is important to learn 
more about such childhood experiences by listening to the voices of people with first-hand 
experiences of having grown up with a mother with a developmental disability. 

There has been a debate regarding how to define developmental disability, and 
historically the term mental retardation was used worldwide. It is still used in some contexts, 
but it is nowadays commonly replaced by one of the terms developmental disability, 
intellectual disability, or learning disability (I. Brown, 2007). Having a developmental 
disability, the diagnostic term most commonly used in the USA and Canada, means having 
limitations in the areas of cognition, communication, social behaviour, and/or motor control. 
Another criterion is that the disability has to appear before the age of 22. In Europe the 
diagnostic term intellectual disability is more prevalent. The definition of the term 
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developmental disability does not relate to intelligence quotient (IQ), whereas the criteria for 
an intellectual disability include an IQ below 70. This makes intellectual disability a sub 
group of developmental disabilities (Odom, Horner, Snell, & Blacher, 2007). Despite this 
difference in definitions, the literature often refers to developmental disabilities and 
intellectual disabilities together (I. Brown, 2007; Odom et al., 2007). 

A developmental disability can arise from many different forms of brain damage, 
during pregnancy, birth, or childhood, leading to disturbances in the functioning of the brain. 
However, in many cases no direct cause can be found (Bakk & Grunewald, 2004). The focus 
of the present study is to acquire knowledge about the experiences of people who have grown 
up with a mother with a developmental disability. 

There is a shortage of research focusing on the parenthood of individuals with a 
developmental disability. Persons with a mild developmental disability living in the 
community might have a desire to be like everyone else, and that might involve forming 
families and having children (Löfgren-Mårtenson, 2011). However, the previously mentioned 
shortcomings due to a developmental disability might have implications for parental skills, 
such as difficulties in meeting the social and psychological needs of children (Hindberg, 
2003).  

Parents have an obligation to safeguard the best possible health of their children 
(Bäck-Wiklund & Bergsten, 1997). There are a multitude of theories regarding the concept of 
health (Brülde & Tengland, 2003), which, according to Tengland (2000), has two dimensions. 
One of these dimensions concerns the basic abilities and dispositions which people typically 
develop as they grow up, such as walking and reading. It is emphasised that the person must 
be able to use these basic abilities in relation to the environment in which the person lives. 
The abilities are, furthermore, seen in relation to the age of the person. Children cannot, 
according to this theory, be presupposed to have all the abilities that adults possess, but it is 
expected that they acquire and develop these abilities as they grow up. The other dimension is 
well-being (Ryan-Wenger et al., 2000). It is an important task for parents to promote the 
development of the child’s basic abilities as well as a reasonable level of well-being (Brülde, 
2000; Ryan-Wenger et al., 2000). Well-being can also be seen as an aspect of quality of life, 
which stands for the value life has for the person living it (Brülde & Tengland, 2003). 

This two-dimensional view of health is compatible with Antonovsky’s (1979) 
definition of health as a continuum between total ill health and total positive health. A concept 
included in this view, Sense of Coherence, SOC, refers to the ability of individuals to 
understand their situation in life and the capacity to consider and use available resources. 
People’s SOC is grounded in their childhood experiences. SOC consists of the three 
components Comprehensibility, Manageability, and Meaningfulness. Salutogenic factors 
called General Resistance Resources, GRRs, can be found both within people and in their 
immediate environment, and contribute to the future health of the individual (Antonovsky, 
1987). 

When parental obligations are discussed, the standard level of the parenting also 
comes to the fore. Donald W. Winnicott termed the concept of good-enough mothering, 
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which indicates that mothers (or fathers) do not need to be perfect. To be good-enough means 
looking after the basic needs of the children in relation to emotional needs and food, sleep, 
warmth, and protection (Broberg, Almqvist, & Tjus, 2003; Winnicott, 1998). 

Everyone carries their childhood experiences into their adult life. These experiences 
may impact both positively and negatively on adult health and the quality of adult life. 
Adverse childhood experiences are associated with an increased risk of premature mortality 
(D. W. Brown et al., 2009), and with long-term adult health problems (Chartier, Walker, & 
Naimark, 2010), including adult mental health problems such as depressive and anxiety 
disorders (Horwitz, Spatz Widom, McLaughlin, & Raskin White, 2001; Hovens et al., 2012). 
Thus, adverse childhood experiences seem to negatively impact adult life.  

Previous studies of professionals supporting parents with intellectual disabilities have 
indicated that although many different sectors provide support, much remains to be done in 
order to enhance the child focus (Weiber, Berglund, Tengland, & Eklund, 2014; Weiber, 
Eklund, & Tengland, 2015). Similar needs for parental support may also exist in families 
where the parents do not fit the criteria of an intellectual disability but still have a   
developmental disability. Listening to the voices of those who have been children in families 
with maternal developmental disabilities is valuable in order to gain an understanding of their 
situation, an understanding which is in turn essential in supporting the family and preventing 
possible adverse situations during the most vulnerable time in a child’s life. 

AIM 

The aim of this study was to illuminate the experience of having grown up in a family where 
the mother has a developmental disability and to explore the health consequences in adult life. 

METHOD 

A qualitative method was chosen to meet the purpose of this study, since qualitative 
methodology is the best way to obtain profound knowledge about people’s experiences and 
lives. Narrative interviewing and content analysis were deemed preferable when striving 
towards illuminating life experiences (Lapan, Quartaroli, & Riemer, 2011). The narrative 
interview is a form of discursive deed (Riessman, 2008), which means that the primary 
undertaking for the interviewer is to facilitate the interviewees’ creation and communication 
of their life-history (Atkinson, 1998). Content analysis (Neuendorf, 2002) was chosen when 
organising and analysing the data gained from the interviews. 

Recruiting informants 

Two consecutive strategies for recruiting informants were used. First, professionals and others 
with contacts with the target group were requested to ask persons filling the requirements if 
they were willing to be interviewed. This strategy failed, as no individual approached in this 
way agreed to participate. Hence, a strategy of placing advertisements in five local 
newspapers was utilised, and the advertisements were combined with further information 
about the study on the homepage of the regional university. The inclusion criteria for being an 
informant in the study were: a background of having lived during childhood with a mother 
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with a developmental disability; having no developmental disability themselves; and being 
older than 18 years. The second strategy led to four women contacting the research team. All 
met the criteria and were willing to be interviewed.  

Informants 

To protect the identity of the informants, they have been given fictitious names and some 
details about them have been altered. 

Ellen was in her fifties, had no children, and lived by herself in the south of Sweden. Her 
mother was still alive at the time of the interview. Ellen was the eldest sister and had three 
half-siblings, two sisters and one brother, four to fifteen years younger than her, who all grew 
up together. Ellen described her mother as having difficulties in communication, social 
behaviour, and managing everyday life. Ellen’s mother worked during Ellen’s childhood. Her 
parents never married and she never lived with her father. Furthermore, from an early age, 
Ellen spent her preschool period separated from her mother, living with her maternal 
grandmother. Ellen returned to her mother, for a short time, when her half-brother was new-
born, only to return once again to her grandmother together with the baby. She moved back 
home when it was time to start school, at the age of seven. 

Cecilia was in her forties, had two children, and lived in one of the major cities in 
Sweden. She was divorced from the father of her children and had a cohabiting partner. She 
worked with family investigations for the social services. Her mother was alive at the time of 
the interview and Cecilia had two older siblings, one of whom had a developmental disability. 
According to Cecilia, her mother had difficulties with cognition, memory, planning, and 
social behaviour, as well as in managing her everyday activities. Cecilia’s mother was unable 
to fulfil the demands of employment, like keeping time, and did not work during Cecilia’s 
childhood. Cecilia’s parents divorced when she was three years old, and her father got 
custody of her older brother. After that Cecilia had no contact at all with her father and her 
brother until her late teens, though they lived in the same city. When Cecilia was six years 
old, her mother met a man with a drug addiction who moved in with them. He had two 
children, but his children were removed by the social authorities when Cecilia was around ten 
years old. This partner continued to live with them after that, but he was progressively 
drinking ever larger amounts of alcohol and finally killed himself when Cecilia was thirteen 
years old. After that other men lived with them, many of whom had substance abuse 
problems. 

Monica was also in her forties, had three children, and lived in the south of Sweden. 
She was married and worked part-time as a preschool teacher. She was the youngest of seven 
siblings and grew up in a village in the region where she was living at the time of the 
interview. Her father was married to her mother, with whom he lived until he died when 
Monica was around 25. The mother was alive at the time of the interview. Monica described 
her mother as having cognitive problems, as well as difficulties with hygiene and in managing 
the house and the family. Monica’s mother had not worked outside the home at all. Her father 
took care of his wife and cared for the whole family, yet with a low wage in relation to the 
size of the family. However, Monica’s father had medical issues, such as heart problems, and 



6 
 

frequently stayed in hospital. This meant that he was away from home and from his job for 
long periods of time, which also contributed to long-term socio-economic problems for the 
family. 

Britta was in her thirties, married, and lived with her husband and a one-year-old 
child in a mid-size city in Sweden. She was currently studying at the university level. Both of 
her parents were alive at the time of the interview. Britta claimed that her mother had 
difficulties related to cognition, communication, and social behaviour. Nevertheless, Britta’s 
mother worked during her childhood. Britta’s parents divorced when she was one year old. 
During her early years she was sexually abused by her father, acts that were perpetrated 
during her regular visits to him. The sexual abuse culminated in an attempted rape before she 
was four years old. Although the father was convicted of sexual abuse, his persistent 
harassments of both mother and daughter made it necessary for them to move and apply for 
confidentiality of personal information, which they maintained all through Britta’s childhood 
and adolescence. 

Interviews 

The first author performed the interviews, which took place in the homes of the informants in 
three cases and in another convenient locality in the fourth case. Three of the women were 
interviewed twice, with an interval of about two weeks and with a duration of about 70-80 
minutes per interview. Before the second interview, the first author listened to the previous 
interview thoroughly, while at the same time reading the transcribed version, in order to 
detect gaps in the informants’ narratives of their experiences. The fourth person (Cecilia) was 
interviewed once for about 90 minutes.  

Before the interview, information was given to the informants and written consent 
was obtained. The interviewee was asked to relate her life as a child. If necessary, prompting 
questions were posed, in order to gain a deeper understanding of the informant’s experiences. 
The interviews were audio-taped and transcribed verbatim. All informants agreed that if 
further information was needed the interviewer could get back to them by e-mail, a possibility 
which was utilised once with Cecilia. 

Data analysis 

An important consideration in this study is the first author’s pre-understanding regarding 
people with intellectual disabilities. The childhood of the first author was spent around people 
with intellectual disabilities, since her parents ran a nursing home for the care of people with 
intellectual disabilities. This gave rise to an interest that was further developed as she worked 
as a school nurse for many years and in that role sometimes met pupils from families with 
suspected parental developmental disabilities. Before the interviews, the first author told the 
informants about her background and this was perceived as facilitating an atmosphere based 
on shared knowledge, as well as entailing in-depth discussions. When analysing the data, the 
first author considered it important to remain reasonably “naïve”, by way of consciously 
trying to “bracket” her pre-understanding, with the help of frequent discussions with the other 
authors. 
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Qualitative research is characterised by the overlapping processes of data collection 
and data analysis, where the researcher aspires to make sense of the data, discover emerging 
themes, and refine the understanding of the phenomenon (Taylor & Bogdan, 1998). The 
authors used a narrative approach to content analysis, which means that the researcher focuses 
on the interviewee as the “carrier of the story” (Neuendorf, 2002, p.5). The analysis of  the 
transcripts was performed according to the following procedure inspired by Neuendorf 
(2002): i) Reading the transcripts several times in order to gain meaning, ii) Identifying and 
marking text passages that formed components of each informant’s narrative, iii) After re-
reading the texts, excerpting the narrative components and grouping them into preliminary 
categories, iv) Examining the preliminary categories and finally grouping them into themes on 
the basis of their contents, v) Reviewing and labelling the themes in such a way that they 
became mutually exclusive, and vi) Ensuring that each informant’s life story was reflected in 
all the themes. 

Triangulation 

All four informants participated in interviewee triangulation, as the Findings section of the 
manuscript of the present study was sent by mail to the informants for possible comments on 
the authenticity of the rendering of their own story, to secure the trustworthiness of the 
analysis. These comments resulted in a few minor alterations in the text. 

An expert triangulation was made as well, where professionals from sectors involved 
in supporting families with developmental disabilities were contacted and asked to give their 
reflections on the findings of this study. These five professionals had experiences of 
supporting families with parental developmental disabilities and had taken part in interviews 
for two previous studies (Weiber et al., 2014; Weiber et al., 2015). The triangulation 
interviews lasted for 30-60 minutes, and were performed at the professionals’ workplaces. 
The professionals agreed that the childhood situations related by the four informants could 
have taken place in the present times, and that the poor living conditions referred to by 
Cecilia, Ellen, and Monica still exist. Lack of economic resources is a common result of 
unemployment or low-wage employments among the parents, and the lack of resources 
inevitably influences the family’s daily living. Lack of appropriate food and clothing is still 
common in vulnerable groups, such as families with maternal developmental disabilities. The 
professionals stated, however, that in Sweden of today there is an increasing number of 
reports to the social services about children in families who might need extra support, which 
indicates a growing awareness of the vulnerability of children. They also estimated that 
nowadays more children are removed from their families by the authorities. 

Furthermore, the professionals pointed to a progress in our contemporary society, in 
that most children in Sweden of today attend preschools. The increasing role of the preschools 
was regarded as an added resource for children, partly because of the stimulation and care 
they get there, and partly because the situation of the individual child is easily noticed by the 
preschool teachers. The latter may contribute to a higher possibility of detection of child 
maltreatment. 
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Ethical considerations 

The present study was performed in compliance with the ethical guidelines of the Declaration 
of Helsinki. It is part of a research project with approval from the Regional Ethical Review 
Board in Lund, Sweden (Reg.no. 2008/374, Reg.no. 2010/138, and Reg.no 2012/664). Each 
informant gave their verbal and written informed consent. The right to withdraw from the 
study at any time without having to state a reason was stressed by the first author, who also 
informed all the informants about the confidential treatment of the data and their anonymity 
status in the future article. A social worker was on standby in case the informants needed 
counselling, as the interviews might evoke negative emotions, such as anxiety and feelings of 
shame, which could originate from traumatic experiences from the informant’s childhood. 

FINDINGS 

Four themes, with subthemes, emerged from the interview material: 

1. Living under adverse circumstances 
- the emotional situation 
- physical maltreatment 

2. Dealing with the life situation 
- dealing with emotional problems 
- dealing with problematic everyday events 

3. Receiving insufficient support and wishing for more 
- informal support 
- wishing for formal support 

4. Experiencing health consequences in adult life 

 

Living under adverse circumstances 

The emotional situation 

This subtheme reflects the ambiguous emotions the informants expressed with regard to their 
mothers. These emotions shared by all four informants, were a blend of love, shame, fear, and 
guilt. They felt love, despite the misery the mother caused, and shame and guilt when the 
mother’s lack of ability was exposed to relatives, friends, and others, and they sometimes felt 
fear of her scary behaviour. 

This scary behaviour could manifest itself both as frightening situations and as 
punishment and misguided protection. Monica and her siblings had difficulties sleeping at 
night, since their mother frequently had severe anxiety attacks during which she could throw 
plates and other things, yell, and make a terrible noise, which made them frightened and 
unable to sleep. However: He (the father) tried to calm her (the mother). He had such an 
enormous patience. Ellen’s mother had a habit of locking the door to the bedroom where 
Ellen and her siblings were shut in, as punishment, or locking them up in the flat when she 
went out to work or to see a boyfriend, in that case as a way of protecting her children: She 
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could be gone for a whole weekend, locking us in and going away, without food or anything. 
Their situation entailed that they could never anticipate their mother’s behaviour, and they 
lived in constant fear of her arbitrary punishments. 

Physical maltreatment 

This subtheme reflects the exposure to physical maltreatment in the form of lack of food, care 
and housekeeping. The malfunctioning of these aspects of parenting may be related to both 
maternal inability and the considerable poverty in which the families lived. Ellen recalls: I 
walked around a whole winter wearing summer clothes, a summer coat and rubber boots and 
all that.  

The insufficient supply of food was noticeable during the informants’ childhood. 
One of the informants showed signs of growth deviation due to the lack of nutritious food. 
Therefore the school nurse frequently sent her to the school doctor for check-ups and 
weighing. However, there were no other measures taken after these check-ups than 
recommendations to drink double cream, which unfortunately was deemed too expensive by 
the mother. Another mother lacked the ability to plan and cook sufficient amounts of food to 
feed the whole numerous family, and the father seldom cooked or went to the store to buy 
food. There seemed to be an agreement between the parents that this was the mother’s tasks. 
As a consequence, most of the time there was not enough cooked food served, and the 
children had to find additional food items, such as bread and marmalade. One of the mothers, 
however, was a sufficient provider of food, so her daughter did not experience any shortage of 
food items.  

The maternal neglect was also noticeable in that the informants’ mothers omitted to 
make sure that the children woke up and left for school in time. Waking up in the mornings 
was frequently a major problem for the informants. Three of the informants did not recollect 
that their mothers ever woke them up during childhood, and therefore they were almost 
always late out of bed. Their mothers also neglected arranging breakfasts for them, so they 
never had any ordinary breakfast during the whole of their childhood. On an ordinary day I 
wake up not knowing what time it is.... And my mother is asleep and [man’s name] is asleep 
and I know I have to go to school and I look for clean clothes... My room was very, very 
untidy and the flat was very, very untidy. But somehow I make my way to school... I don’t 
think I had any breakfast. I just dressed and left. I don’t recall brushing my teeth or things 
like that (Cecilia). All the informants periodically had high absenteeism from school. Most of 
the time they were late for school and often skipped school. Monica was an exception in this 
respect, however, since the interest in her daily life shown by her father and her siblings 
prevented her from skipping school. 

The homes were mostly in a terrible state, which had consequences for the 
informants’ well-being. Among the mothers, the abilities for and attitudes towards tidying up 
and washing clothes varied. Most of them seemed to lack the interest in or the ability for 
keeping the house or the flat tidy and did not provide their children with clean, season-
appropriate clothes. One mother, on the other hand, was intent on tidying the flat and took 
good care of hygiene issues. 
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Dealing with the life situation 

Dealing with the emotional problems 

This subtheme reflects the struggle to deal with emotions such as shame, mistrust and worries 
caused by the informants’ home situation. They also experienced bullying in school, probably 
because of their appearances – often dirty and without appropriate clothing – and their low 
achievements in school. They dealt with the bullying by avoiding school, and these types of 
experiences caused shame, fear, sadness, exclusion, and loneliness, which had to be dealt with 
without maternal involvement or support from staff at school.  

Two of the informants were severely bullied by their schoolmates. Another of the 
informants had a very tough attitude towards her peers, however, and was never exposed to 
that:  I was probably seen as a pretty tough girl, who went out for a smoke during the breaks 
and was rude to the teachers ... I did not show a lot of respect, actually (Cecilia). Because of 
the bullying, school was to be avoided at all costs: I dragged myself along on the way to 
school (Britta). The teachers had no effective way of dealing with this predicament. The 
bullying resulted in feelings of loneliness, exclusion, and sadness among the informants, 
feelings which were augmented by a realisation of how different their situation was compared 
to that of other children. They were just kids; I was not (Ellen). One solution to the 
emotionally stressful situation was to spend time at home in solitude. In the afternoons, after 
school, being alone in the flat with the cats and books was a solace for Britta. Yet, the return 
home of the mother in the evening meant that the peace was over. 

A major emotional problem was the struggle to keep the family’s situation a secret 
from the outside world. I have been told to shut up, tell lies and just keep quiet. The big family 
secrets were never to be revealed (Cecilia). Still, the informants believed that they signalled 
in school that something was wrong, but: There was no one wondering ... why I had shaved 
off my hair or why I was absent large parts of my school time (Cecilia). The informants did 
not recall any single moment when teachers in school asked about their family situation. 
Moreover, they felt that were treated differently, compared with other children, by the adults 
at school, because they looked poor and dirty.  

All the informants felt that their respective mothers could not be trusted in what they 
said; partly because they made things up, not admitting that they did not know the answer to a 
question. This is also not true and just more and more frustration (Britta). One of the 
informants never asked her mother any questions. She knew it was futile. This led to both 
mistrust in adults and a lack of knowledge among the informants. 

The informant who was the oldest sister had to suppress her own inner needs for love 
and care and instead give those things to her siblings. She found no way of getting support or 
feedback from others. It was difficult for her to look upon herself with appreciation, insecure 
as she was about the value of her achievements. Another informant had friends who provided 
her with appreciation and confirmation. This was important to her since her mother seemed to 
show but a meagre interest in her daughter’s life. The informant who was the youngest in a 
big family turned to her siblings and her father in order to be seen and appreciated. 



11 
 

One of the informants had her own way of dealing with her emotional problems. To 
escape emotionally from the family situation she self-medicated by using alcohol and 
cannabis in her late teens. She finally realized that she had to deal with her past in a better 
way, by finding and starting to attend a therapy group when she was around 20 years old. I 
could trace much of it back to the abuse and it was like I felt that I needed to sort myself out 
(Britta). However, others were more efficient in finding ways to deal with the emotional 
problems early on. At the age of seventeen, one of them contacted a child psychiatric clinic. 
She received counselling there for a short time and also mentioned that later in life she had 
spent a long time in therapy in order to learn to deal with her childhood experiences.  

As a way of dealing with an ever more impossible emotional situation the 
informants moved out of their respective homes while they were in their teenage years. They 
talked about moving as an escape. I could not take it anymore (Ellen). Cecilia moved to a flat, 
Monica moved to one of her older brothers, Britta moved to a boyfriend, and Ellen managed, 
after having run away several times, to acquire a small flat with the help of her mother’s 
boyfriend, whom she had persuaded to help her, when she was just fourteen. However, it was 
support in a dysfunctional way, she said. She laughingly stated that she, herself, would never 
facilitate for any 14-year-old daughter to have a flat of her own. It would be too much of a 
laissez-faire attitude. 

The existence of younger siblings living at home also contributed to emotional stress. 
The informant who was the oldest sister in her family felt a constant worry for her younger 
siblings, throughout her childhood and into her adult years. This included a strong sense of 
responsibility for their well-being which permeated everything: It is as if they are mine. I 
think it is like feeling like a parent (Ellen). The sense of responsibility for her siblings did not 
diminish when she moved away from home at the age of fourteen. One of her siblings came to 
live with her two years later when she had acquired a flat big enough for the two of them, and 
over the years other siblings did the same.  

Dealing with problematic everyday events 

This subtheme reflects the informants’ struggle to counteract the maternal inabilities to see to 
the day-to-day management of the home and family. They felt responsibility for their own 
situation, as well as for practical functions, and for the well-being of the other family 
members.  

As a remedy for the parental neglect, the informants took on the responsibility for the 
practical functioning of their families at a very young age. They thought they had to take 
charge. Cecilia was merely around five years old when she realised that. Ellen had a very 
strong feeling of responsibility for all her younger siblings, while Monica, being the youngest 
sibling, instead relied on her older siblings to help take care of her.  

Ever since her early teenage years Cecilia’s solution to the lack of money was to 
steal substantial amounts of money from her mother’s male friends and use it for buying 
clothes and food for herself.   
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The responsibility for the family included trying to prevent the conflicts which the 
men in the mothers’ lives sometimes started. One mother had a partner who lived with them 
for seven years and he was very aggressive: He was very violent, he hit my sister, he never hit 
me,... but most of all he hit my mother. ... He practically beat her to death, he was totally 
crazy, but then it was up to me to position myself between them and protect my mother 
(Cecilia). As a consequence of trying to protect her mother from the aggressive partner, she 
often felt that she could not go to school. She had to stay at home in case he got violent. 
Eventually she grew tired of constantly feeling responsible: I was very angry.... I hate 
responsibility, I can still feel it... I do not like carrying responsibility for other people’s lives 
in that way (Cecilia). 

As a consequence of the lack of food at home for three of the informants, they 
were constantly hungry. This situation was partly remedied by the existence of free school 
lunches. They all enjoyed the free school lunch provided for every school child in Sweden. 
They had a huge appetite and ate everything eagerly, and many of them were noticed and 
appreciated by the staff in the school dining room as children that it was gratifying to serve 
food to. 

For some of the informants, the personal situation also included lack of achievements 
in school, resulting in low grades. One of the informants chose to move to a new school in the 
ninth grade, after realising that she wanted to go to high school, though her grades at the time 
made that impossible. The new school specialised in educating pupils with special needs. She 
had very poor attendance in school before that, with subsequent huge gaps in her knowledge, 
so she realised she needed special educational help.  

In order to avoid poverty, most of the informants started to work early on to gain 
their own money, whereas one of them relied on her older brother, whom she lived with, to 
provide for her during her high school years. 

Receiving insufficient support and wishing for more 

Informal support 

This subtheme reflects the informal support provided by family, friends, and, in one case, a 
dedicated teacher. Although the informants valued this informal support, it was seen as 
insufficient to fully compensate for the informants’ adverse living circumstances. 

All the informants had contacts with the extended family, such as grandparents, but 
the support gained from them differed. Britta remembered with affection how happy she was 
when visiting her maternal grandparents’ house. The relationship with them, and her uncles 
and aunts, meant a great deal to her. Ellen had constant contact with her maternal 
grandmother in her early years, but her grandmother was very old, as she was around 70 years 
old when Ellen was born, and she did not live close to Ellen’s mother’s flat. Cecilia’s 
maternal grandmother visited them occasionally. On those occasions the grandmother tried in 
vain to make her daughter shape up and do better housekeeping.  
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Those with older siblings experienced some support from them. After Cecilia 
regained contact with her brother, when she was seventeen, he tried to support her by, for 
example, encouraging a healthier lifestyle and making her stop smoking. Monica had a lot of 
informal support from her older siblings, especially her older sister, who taught her hygiene 
and how to dress properly when she was a small child. In that sense Monica’s older sister took 
on the same responsible role in the family as Ellen did in hers, being the eldest sister in that 
family.  

One of the informants had close friends who stood by her side and understood her 
situation: I have always had a large network of friends. I was very lucky to have all those 
friends and I still have them (Cecilia).  

There was, furthermore, an example of very valuable informal support from a 
professional. A teacher in Cecilia’s new school, to which she moved when she was about to 
start in the ninth grade, knew of her from before, and committed himself to support her so that 
she would be present in school all the time. In the morning, every school day, he called her to 
wake her up, came to pick her up, and drove her to school. Thanks to that invaluable help she 
could finally start gaining knowledge in the various school subjects and made it to high 
school. 

Wishing for formal support 

This subtheme reflects the absence of effective involvement of support agents such as the 
social services and the health care system, and the wish for support provided by societal 
welfare sectors. 

Three of the informants mentioned some kind of contacts with the social 
services, while one family had no contact at all with the authorities during the informant’s 
childhood. Ellen recalled how the Child Protection Agency made several house calls after 
having been notified of possible maltreatment. However, those house calls were always pre-
announced, so Ellen’s mother forced the children to clean and fix everything in the flat, and 
gave strict orders about what to say: She was always forewarned, they were not allowed to 
come otherwise. And then we had to tidy up like hell, or else we would get beaten up. As a 
result, the Agency never found evidence of the suspected maltreatment. Cecilia recalled that 
two or three reports were handed in to the social services. All four informants stated that no 
effective support from the authorities was ever given to them.  

All the informants believed that they would have benefited from someone who 
recognised their needs during their childhood: I needed to be a child (Cecilia). Ellen, Monica, 
and Cecilia would also have appreciated it if their mothers had received help with structuring 
the household chores, including maintaining a supply of clean clothes and a sufficient amount 
of food. Britta talked about how good it would have been if, in her childhood, someone could 
have told her that her situation was not common:  I would have needed someone to tell me 
what is normal and what isn’t… Your mother is really weird, she is not just a bit confused, but 
she is sick in the head dammit. It would have been really nice to know. She would have 
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needed help in understanding that her situation was not common, and that she, as a child, 
could not change her mother’s way of living or communicating. 

Experiencing health consequences in adult life 

This theme reflects how the childhood experiences were perceived as strongly influencing the 
informants’ decisions in adult life, the adverse health conditions of today, and current 
experiences of poor health and well-being. 

Anxiety had been a recurrent feature of Britta’s and Cecilia’s lives since their 
childhood and into adult life. Britta said that in her memory she had always suffered from 
anxiety:  I have always been anxious… it is [part of me] like an arm or any other body part, it 
is very natural to me. Nowadays I am not always anxious, but when I was younger I was. 
Britta recalled how she could not enjoy things when she had met her husband; she was for 
example very scared of flying, thinking that it would be so typical for her to die now that she 
had finally met someone. Both Ellen and Monica suffered burn-out with anxiety and stress 
symptoms some years ago, while both Cecilia and Britta had periods of anxiety related to 
pregnancy and childbirth. When Cecilia had just given birth to her second child, she got panic 
attacks accompanied by excessive anxiety. Since then Cecilia had had recurring and frequent 
panic attacks. Britta’s pregnancy was ingrained with anxiety: I am scared stiff of being a 
mother of the same sort to [daughter’s name] as… This is my biggest nightmare, I think. She 
had no role model and therefore felt extremely uncertain about how to be a good parent. 

The childhood experiences also had implications for decisions about forming a 
family. The informants had dealt with the issue of children in different ways. Cecilia, Britta, 
and Monica were married or lived with a partner at the time of the interviews and had 
children. Ellen, on the other hand, had made a deliberate decision not to have children of her 
own, though she had been married, stating that it was too much of a task. Because of my 
childhood I did not want any biological children, for the reason that I thought it was such a 
big responsibility to create healthy adults. However, she was always greatly involved in her 
siblings’ lives, as all of them lived with her for longer or shorter periods of time.  

Adverse health conditions were also present in the informants’ current lives. Three of 
them had chronic diseases affecting their physical health, which they struggled with every 
day. Ellen and Cecilia were disability pensioners at the time of the interview, in Cecilia’s case 
part-time. Their illnesses had psychosomatic features, often expressed as pain, and they saw 
them as partly due to their childhood experiences: I was forced to become an adult... really 
grown-up... very fast, as a small child (Cecilia). The illnesses were due to their tough early 
adulthood, they thought, since their bodies – and themselves – had been forced to mature so 
quickly. 

All four women recognized that they carried burdens from childhood which to a 
great extent had impacted both on how their lives had turned out and on their current health 
conditions. As children they had felt that they had a different upbringing compared to their 
peers, and they had perceived that their everyday lives differed from ordinary family life, but 
the lack of knowledge of the cause of the situation made them unable to deal with it in a 
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fruitful way. This gave rise to worry and anxiety and the informants thought it also made them 
predisposed for psychosomatic reactions, such as pain. They said that their early years had 
resulted in deep wounds in their souls, affecting their current health and well-being. 

 

 

 

 

 

 

 

 

 

Figure 1: Overview of the presented four themes. 

 

DISCUSSION  

The findings showed that these adult informants, grown up with a mother with a 
developmental disability, carried childhood experiences of abuse, neglect, deprivation, 
anxiety, overburdening responsibilities, and a general lack of stability and support. These 
experiences did not differ much among the informants, despite the fact that they were born in 
three different decades. They had all experienced emotional neglect as well as lack of care 
and of essential material things, such as food and appropriate clothing, during their childhood. 
The informants also felt a similar degree of responsibility for their family situation from early 
childhood onwards. It was just Monica who was mostly exempted from the feeling of 
responsibility. The main reason for this was that she was the youngest of seven siblings, and 
also had her father to rely on in some respects.  

One major cause of suffering described by the informants was the feelings of fear, 
worry, and anxiety that haunted them from childhood. The support wish list reflected on by 
the informants included information. They felt that if someone had discussed the parental 
disability and its consequences with them when they were children, the feelings of anxiety, 
insecurity, and shame would have diminished. This reasoning is supported by research. 
Edwinson Månsson (1992) has shown that education and information are valuable tools to 
prevent adverse emotional consequences of stressful life events. Thus, had the informants 
received adequate information, their lives might have been easier. Weiber et al. (2014) 
reported on a parental training programme, where separate information meetings were held 
with the children, describing the disability and its consequences with a specific focus on the 
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situation in their own family. A similar programme would probably have benefited the 
informants of the present study. 

An example of an adverse emotional factor was that the informants realised they 
could not trust what their mothers said. Furthermore, they did not receive any information that 
could have helped them understand the family’s situation. All this may have led to a lack of 
comprehensibility and manageability, two of the components of SOC (Antonovsky, 1979) in 
relation to the world around them. Diminished comprehensibility and manageability may have 
been the reason why most of the informants sometimes skipped school. The lack of another 
element of SOC, meaningfulness (Antonovsky, 1979), was described by the informants as a 
probable cause of, for example, self-medication, since life was too unpredictable to be 
meaningful. Support during childhood with a focus on strengthening the informants’ SOC 
would probably have promoted their inner resources, and thereby their future health and well-
being.  

Abuse, both physical and, in one case, sexual, was part of the informants’ adverse 
childhood experiences. Emotional and physical abuse during childhood has been found to be 
associated with poorer adult health (D. W. Brown et al., 2009; Chartier et al., 2010), which 
thus supports the informants’ perceptions that their current health problems had roots in their 
childhood.  

The lack of material resources, such as food, clothes, shoes, and hygiene articles, 
experienced by three of four informants in the present study, was a problem they emphasised. 
The lack of nutritious food might be a contributing factor to the health consequences in the 
informants’ adult life, since malnutrition seems to be associated with growth faltering and 
impaired immune systems, resulting, in turn, in an increased risk of infections and diseases 
(Seipel, 1999).The lack of resources was probably due to the inability of the mothers to fully 
provide for their families financially on their own, to the instability in the mothers’ 
relationships with many of their partners, and to absent biological fathers. In Monica’s case 
the resource problem was due to her father’s low wages and his medical problems, which led 
to long periods of illness with low sickness benefits.  

Some of the problems described by three of the informants were further aggravated 
by other problems, for example, parental substance abuse and relational difficulties, which 
were not wholly related to the mothers’ disability. It is noteworthy that a situation with a 
combination of maternal developmental disability, substance abuse and domestic violence, as 
in Cecilia’s case, did not lead to any attention from the social services. 

One informant in the present study, Britta, had experiences of sexual abuse 
perpetrated by her biological father in early childhood. To what extent this was made possible 
by the mother’s developmental disability is uncertain. Tymchuk (1992), for example, found 
that sexual abuse was uncommon in family situations with parental developmental disability. 
On the other hand, Lindblad (2005) depicted a case of sexual abuse in her study, and Ronai 
(1997) reported experiences of her own of sexual abuse as a child in the presence of a mother 
with a developmental disability. Although sexual abuse seems rare in the target group, a 
mother with a developmental disability might have more difficulties than mothers in general 
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in detecting such abuse, or, as in Ronai’s (1997) case, in protecting her child despite her 
knowing what went on. The research in this field is scanty, however, and no safe conclusions 
can be drawn. 

Although Monica’s parents had neither substance abuse issues nor relational 
problems, this did not outweigh the overall detrimental effects of her childhood. She 
described carrying deep wounds in her soul, as a result of her childhood. Her parents seem to 
have been unable to promote the development of her basic abilities and to provide a 
reasonable level of resources paving the way for health and well-being in adult life.  

The stories told by the informants in the current study clearly indicate that maternal 
developmental disabilities played a role in their upbringing, such as the mothers’ difficulties 
to provide food, clothes, and emotional support. It cannot be objectively verified that the 
informants’ present health situations were the results of their childhood experiences, but they 
themselves believed that this was the case. 

The results also showed that the informants had different ways of coping with having 
grown up with a mother with a developmental disability. For example, one informant tried to 
escape emotionally by using alcohol and drugs during her teens, while another tried to cope 
by being overly controlling in terms of cleaning and keeping order. Peres and Lucchetti 
(2010) describe coping as a “response aimed at diminishing the physical, emotional, and 
psychological burdens associated with stressful life-events” (Peres & Lucchetti, 2010, p 332). 
A commonly used coping classification is to divide the strategies into “problem-focused” 
versus “emotion-focused” strategies, where “problem-focused” coping denotes trying to 
control or change the perceived stressful life-events. “Emotion-focused” strategies consist of 
efforts to manage emotional responses without dealing with the underlying problem and are 
considered less effective (Peres & Lucchetti, 2010). The coping strategies revealed in the 
informants’ endeavours to manage their responses to the stressors can be regarded as 
examples of both problem-focused and emotion-focused strategies. In their childhood 
situation they had very little choice of strategies, and strategies such as stealing money to buy 
food may not be regarded as appropriate for moral reasons, but if they had received support, 
they might have been able to develop more effective and appropriate problem-focused 
strategies. 

Another burden for three of the informants was the fact that they had to take on 
responsibility at home at a very young age. This responsibility created considerable worry and 
anxiety, since they felt that the lives of the family members depended on them. For one 
informant, being the oldest sibling, the responsibility was mainly related to the life situations 
of her younger brothers and sisters, but also to the home situation in general. This is in line 
with Pipping (2004), who described that she, as the oldest child in a family with maternal 
developmental disability, was the one who decided very early on that it was up to her to make 
the family function. Faureholm (2010) has pointed to gender differences in the readiness to 
take over parental responsibilities, and to the fact that girls seem to take over many more 
household tasks than boys. The results of the present study underline the importance of paying 
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particular attention to older girls in families with maternal developmental disabilities and of 
inquiring about their situation.  

There were, however, important persons, like Cecilia’s teacher and Monica’s father, 
who played a crucial role in reducing the burdens of the informants’ childhood experiences. 
These persons probably functioned as General Resistance Resources, GRRs, for example, by 
giving social support, and thereby enhancing the informants’ SOC (Antonovsky, 1987), and 
improving their ability to stand the situation. Cecilia viewed the intervention of the engaged 
teacher who helped her come to school as a turning-point in her education and probably for 
her future life. However, support for children with maternal developmental disabilities should 
not be based on the commitment of random individuals, but on a solid social structure where 
all children are seen and cared for. Thus, there is a need for a sensitive ear, commitment, and 
an active interest on the part of all professionals working with children in the target group. 

As indicated above, adverse experiences in the informants’ childhood appear to have 
had serious effects on health and quality of life in their adult life. The question is, however, if 
these effects were the results of the mother’s disability or if they had other causes. A review 
by Collings and Llewellyn (2012) found that factors such as poverty and social isolation also 
have a role to play in the cause-effect structure. However, the developmental disability can 
constitute an indirect cause and a possible ground for the family’s socio-economic situation 
(Umb-Carlsson, 2005).  

In a study by Weiber et al. (2014), nurses stated that children of parents who had an 
intellectual disability might feel frustrated and abandoned by society and perceive the adults 
around them as unable or unwilling to see their situation. The informants in the present study 
experienced adults around them as disinclined to talk about or act on their situation, with a 
few exceptions. The inability to notice these children challenges the welfare sector to form 
strategies to discover and support them. Children in families with, for example, parental 
substance abuse, seem to get some attention from the authorities, while children with parents 
with developmental disabilities might be harder to discover (Faureholm, 2010). Thus, there is 
a need for strategies to identify these children and to act on the signals that are most likely 
there.  

Methodological considerations 

This study has some limitations, but also strengths that should be acknowledged. All the 
informants were women and there is a possible selection bias in that all of them had had a 
predominantly troubled childhood. Life stories from a male perspective might have led to 
other findings, particularly since at the time of the informants’ childhood, girls were generally 
more involved than boys in helping out with household chores (Berk, 2009). And people with 
a more harmonious childhood may have been more reluctant to participate in research, for 
reasons such as not having anything in particular to report or not wanting to put their mother 
in a possibly unfavourable light. Interviewing children with more positive childhood 
experiences might have given a more nuanced picture of growing up with a mother with an 
intellectual disability. 
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The informants differed in age, which in turn means that their childhoods reflected 
societal situations during several decades. This added richness to the data, as did the variation 
in several factors pertaining to the family constellations, such as absent/present father, having 
siblings or not, being the oldest or the youngest among siblings, and having a supportive 
extended family or not. 

The interviews took place in the homes of the informants or in another convenient 
location, contributing to a relaxed and secure atmosphere, which strengthened the credibility 
of the results. Three of the women were interviewed twice, a procedure which is believed to 
promote life-story telling. The fourth interviewee was only interviewed once, which was 
because she lived far away, but complementary information was collected by e-mail. The 
interviews were audio recorded, which may potentially have hindered spontaneity and talking 
about difficult subjects. However, no such hindrance was evident during the interviews.  

The trustworthiness of the findings is based on the transferability, dependability, and 
confirmability of the results (Lincoln & Guba, 1985).  The transferability of the present study 
is up to the reader to evaluate based on the totality of the presentations. The dependability was 
maintained by letting the informants read and comment on the Findings section, and also by 
the involvement of all the authors in the interpretation of the data. The dependability has also 
been ascertained by the description of the first author’s pre-understanding, and the account of 
how the interviews were made. The confirmability has been enhanced by giving detailed 
information of the recruitment of the informants and by going into the particulars about the 
data analysing process. The triangulation procedures also promoted confirmability, in 
displaying the informants’ recognitions of their stories and the professionals’ reflections on 
the applicability of the findings in Sweden today.  

CONCLUSIONS AND IMPLICATIONS FOR PRACTICE 

This study illuminates four adult women’s experiences of having grown up with a mother 
with a developmental disability, and it aims to contribute to a greater understanding of the 
sometimes hard life of children growing up in such circumstances, of the health and life 
consequences, and of the need for support with the specific child in focus. Such support is 
essential, since the help to develop basic abilities, as well as a reasonable level of well-being, 
is a prerequisite for health. 

The findings of the present study can hopefully stimulate professionals to more 
effectively detect the situation of these children. Support measures need to be established for 
the target group, containing, for example, adapted information of the kind that the informants 
wished for. An addition to this support could, for instance, be a password-guarded web site 
with information, and with the possibility to pose questions and to correspond with peers. 
This could be a possible support measure for many children, since most of them have access 
to computers today, at least in their school environment. Future research should develop and 
evaluate different kinds of support strategies for children growing up in a family with parental 
developmental disability. 
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