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Children, adolescents and young adults (henceforward denoted as young people) with mild intellectual
disability (MID) or borderline intellectual functioning (BIF) show deficits in cognitive abilities (IQ 50–70 for
MID; IQ 70-85 for BIF) and adaptive behavior and have an increased risk for psychopathology, which further
compounds deficits in adaptive functioning and hinder development. Available research concerning young
people with ID has several limitations: 1. young people with MID or BIF are understudied; 2. few studies
differentiate between levels of ID; 3. few studies enroll a random sample of unselected children from the
general population; 4. studies on psychopathology do not take adaptive functioning into account when
defining ID; 5. few studies compare risk factors for psychopathology or referral to mental health care between
young people with and without ID; 6. very few studies look at long term prediction and developmental course
of psychopathology in young people with ID, and 7. research is scarce with respect to representative clinical
samples of young people with ID to study determinants of treatment response with regard to adaptive
functioning and problem symptoms. In this compact review we will discuss the latest research findings,
published in the last two decades, on prevalence of ID and of psychopathology, predictors of referral to mental
health care and treatment success, developmental course and risk factors related to psychopathology.

Prevalence of MID and BIF
In a meta-analysis it was estimated that the average prevalence of ID in young people (N = 35 studies) in the
general population, ranged from 1.5 % to 2.1% 1,2. Two recent studies reported an ID prevalence of 1.2% among
young people 1,3. Most of these studies used the DSM-IV or ICD10 classification of ID and sampled from hospital
data or administrative registry, and less often from community-based studies using random household
sampling strategies. None of these studies used DSM-5 or ICD-11 criteria for ID that include limitations in
adaptive functioning 4. The specific prevalence of MID and BIF are understudied, and studies that do report on
level of ID have widely ranging prevalence estimates for MID: from 0.8% up to 10% 3,5,6. No information on the
prevalence of BIF is available 7.

Prevalence of psychopathology in young people with MID or BIF
To date, there are no prevalence studies on psychopathology among young people with ID that included
adaptive functioning in their definition of ID 8. In a 2011 review it was demonstrated that only seven studies
published after 19989-15 had acceptable methods to assess the prevalence of psychopathology in young people
with ID (30%-50%). Two more recent studies report a prevalence between 42% and 63% 16,17. Only a few
studies reported the prevalence of psychopathology specifically for young people with MID. These prevalence
estimates range from 16%-57% across studies 9-11,15. With a general trend of depressed mood, anxiety and
antisocial behaviors being more common among those with relatively higher levels of IQ or MID.

1
Uit: bijlage ZonMw projectaanvraag DIDS (636340003)

The 2011 review also showed that only four studies9,12,13,18 compared the prevalence of psychopathology in
young people with ID to those without ID. An increased risk for young people with ID was found (relative risk
2.8-4.5) 19. A recent population-based study also found a two- to threefold increased risk in young people with
ID compared to those without ID 16. The bigger risk for psychopathology in young people with ID continues to
exist when compared to mental age-matched children without ID 20.
The only two studies on psychopathology in young people with BIF report estimate prevalence rates
ranging from 15%-20% and odds ratios ranging from 1.6-4.3 compared to peers without BIF 7,21.

Developmental course of psychopathology and adaptive functioning in young people with MID or BIF
Even though ID is a developmental disorder, most studies in this field are cross-sectional and do not
incorporate a developmental perspective 22. Multi-cohort longitudinal studies are needed. Only a few studies
have examined the course of psychopathology in young people with ID over time, even less compared their
developmental course to young people without ID and no studies specifically focused on MID or BIF.
In the Netherlands, results from a 1-year 23-25 and a 5-year follow-up study 26,27 are available. In
Australia, outcomes from a 2-year, a 4-year, and a 14-year follow-up 21,28-30 exist. Results show a high 1-year
and 5-year stability for parent-reported emotional and behavioral problems, a relatively high 5-year and 14year persistence of psychopathology (around 40%), a 3- to 7-times increased relative risk to meet the criteria
for a DSM-IV diagnosis when having a deviant level of emotional and behavioral problems the year before,
and a 2- to 6-times higher relative risk of mental health problems 2 years later.
Only one study compared the developmental course of psychopathology in young people with ID to those
without ID26. Young people with ID continue to show greater risk for psychopathology compared to typically
developing peers over time, but overall, the developmental course is quite similar.
Although adaptive functioning is critically important to the long-term outcomes of people with ID, as well
as an important focus for intervention, to date we only know of two studies in young people with Williams
syndrome (mild to moderate levels of ID) addressing this topic. In a study on longitudinal trajectories of
intellectual and adaptive functioning in 4- to 15-year-olds with Williams Syndrome it was shown that
intellectual functioning stayed stable, while adaptive behavior declined over a 3-year period. Another study,
including 14- to 50-year-olds with Williams syndrome, also showed that while intellectual functioning
remained stable, adaptive functioning decreased over a period of 2 to 9 years 31.

Risk and protective factors of psychopathology and adaptive behavior in young people with MID or BIF
It has been demonstrated that young people with ID are at increased risk for psychopathology, which does not
typically disappear over time. However, some young people are more at risk than others. Several hypotheses,
covering the ‘bio-psycho-social’ spectrum have been developed to explain the greater prevalence of
psychopathological disorders in young people with intellectual disabilities. In particular, they point to
biopsychosocial and developmental factors such as: a. genetic factors (e.g. Fragile X syndrome, Prader-Willi
syndrome); b. psychological factors (e.g. negative or unrealistic self-image, outer-directed orientation); c.
familial factors (e.g. family stress, parental psychopathology); d. social factors (stigmatization, exclusion,
heightened risk for exploitation); e. biological factors (e.g. higher risk for seizure disorders, sensory
impairments, fetal alcohol syndrome); and f. neurological deficits 32. However, only a few prospective studies
exist on risk factors for psychopathology that at least include young people with MID or BIF.
One of the conclusions in a Dutch one-year follow-up study 24 was that the strongest predictors of a DSMIV anxiety, mood or disruptive disorder in young people with ID were: 1. level of emotional and behavioral
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problems the year before; 2. social incompetence; 3. inadequate daily living skills; 4. child health problems; 5.
parental mental health problems; and 6. negative life events. Deviant levels of emotional and behavioral
problems one year later were uniquely predicted by previous emotional and behavioral problems, physical
symptoms, parental distress, and family dysfunction 25. A longer follow-up of the same Dutch study showed
the strongest predictors of DSM-IV disorders five years later were a deviant level of emotional and behavioral
problems, inadequate adaptive behavior and parental psychopathology 26. Limitations in adaptive functioning
were also among the factors related to a higher risk of psychopathology in children with ID in a study from
33
Finland
.
In the Dutch studies some moderating effects were found for the child’s age, gender, educational level and
socioeconomic status. Another finding was that the accumulation of risk factors was highly predictive of later
psychiatric problems (e.g. a 45.3% chance of meeting DSM-IV criteria when having five or more risk indicators).
This high percentage of multiple risk indicators in people with ID might partly explain the high prevalence of
psychopathology compared to the people without ID. Children with ID are more likely to grow up in lower
socio-economic circumstances and to encounter adversity, both factors associated with poorer mental health
in the general population 34.
Little is known about risk factors for adaptive functioning in young people with ID. Autistic and general
behavior problems are found to be directly influencing the level of adaptive functioning and comorbid
psychopathology in autism spectrum disorder is significantly correlated with the size of IQ-adaptive
functioning discrepancy in young people with ID 35.

Predictors of referral & treatment outcome in young people with MID or BIF and psychopathology
Although there are many studies on emotional and behavioral problems of children in care, there is a scarcity
of studies of young people with ID in care. Also, few studies exist on the effects of therapeutic interventions
in young people with ID. Furthermore, to our knowledge no studies exist that use Routine Outcome Measuring
data in young people with ID in the Netherlands. Clinical studies are needed to study predictors of individual
differences in referral to mental health care and treatment outcome.
Despite the higher prevalence rates of mental health problems in young people with MID or BIF, several
studies suggest a referral-gap seems to exist: only about 10% to 40% of those with ID and a clinical level of
mental health problems received metal health care 10,30,36. Parents do not always perceive a need for help, or
when they do, do not always seek or find professional help. In a large Dutch study, it was found that only 55%
of parents who perceived a need for help for their child with ID and mental health problems sought
professional help. Factors related to seeking professional help were: having a child with anxiety or depressive
mood problems, psychopathology before the past year and negative life events 37. Another Dutch study
demonstrated that one in seven parents with a child with MID or BIF has a need for parenting support.
Determinants associated with a need for parenting support were parenting stress and child psychosocial
problems 38. In a UK clinical sample of adolescents, mental health care needs were associated with low
adaptive functioning, diagnosis of autism and a family history of mental illness 39.
A Spanish study showed that children with ID in care were more likely to receive psychotropic medication
and that the main factors related to receiving mental health care were physical neglect and sexual abuse.
They also tend to stay almost 2 years longer in residential care, their family backgrounds show more risk factors
(e.g. more mental health disorders and intellectual disability), and they are more likely to have a physical
disease or speech problems 41. Of the young people with MID admitted to specialized inpatient treatment
facilities in the Netherlands, about 29% are estimated to take at least one psychotropic drug, with an increased
prescription rate for boys and children with behavioral problems 42. A meta-analysis on the effectiveness of
pharmacological intervention for challenging behavior in young people with ID (n=14 studies) showed that
antipsychotic medications can be effective in reducing challenging behavior in the short-term, but with risks
40
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of significant side effects 43. In a small inpatient study in the UK it was found that those admitted with ID were
more likely to be male and had longer lengths of stay 20.
The small number of studies on the effectiveness of psychosocial interventions to improve mental health
in young people with MID or BIF and their families, show some promising results. In a meta-analysis on the
effectiveness of psychosocial interventions in children and adolescents with MID or BIF and a psychiatric
disorder, only 12 studies met the criteria of containing at least randomization and blindness 44. This review
showed a small treatment effect for parent training interventions compared to care as usual (n=4 studies). A
more recent study on a training adapted to young people with MID or BIF (Standing Strong Together) that
combines parent management training and cognitive behavior therapy to reduce externalizing behavior
problems, showed promising results 45 as was the case for a pilot study on an adaptation of multisystemic
therapy (MST) in adolescents with ID and anti-social or delinquent problems and their families 46.
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