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Abstract

Purpose Mental ill health in adults with intellectual dis-

ability (ID) is a neglected field in psychiatry and thus still

widely understudied. This paper provides data on the

prevalence of mental illness and problem behaviour and

analyses support needs, mental health service use and

psychotropic medication in a representative sample of

adults with mild to moderate ID.

Methods A set of well-established instruments was used

to assess the main parameters in n = 371 participants

recruited within a cross-sectional epidemiological multi-

centre study using a stratified randomised cluster sampling.

Results Point prevalence of mental disorders was 10.8 %,

that of problem behaviour 45.3 %. Most study participants

needed help in specific lower order need areas (e.g., money

budgeting, food, accommodation), and these need areas

were mostly rated as met. The highest ratios of unmet to

met need were found with respect to sexuality issues and

with respect to mental health problems. The focus of

psychiatric treatment was psychotropic medication.

Conclusions Referring to ICD-10 based diagnostic crite-

ria and consequently avoiding confusing problem beha-

viour with mental disorders, point prevalence of mental

disorders was lower than in the general population. A

systematic deficit in meeting mental health problems in

adults with ID indicates the need for implementing strate-

gies to maximise the quality of identification and man-

agement of mental disorders.

Keywords Intellectual disability � Mental disorders �
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Introduction

The ratification of the UN Convention on the rights of

persons with disabilities [1] stimulated discussion about

mental health issues in adults with intellectual disability

(ID). A number of national and international clinical

guidelines or recommendations on mental health care in

adults with ID have been published in the last years [2, 3].

However, this topic is still widely understudied. Knowl-

edge about the most important epidemiological parameters

to be assessed within health services research (i.e., preva-

lence of mental health problems, prevalence of needs for

care, health care utilization [4]) is rather scarce.

The few existing studies on the prevalence of mental

disorders in adults with ID reported widely varying

prevalence rates. In previous systematic reviews, reported

prevalence rates ranged from 3.9 to 46.3 % [5] or from

13.9 to 75.2 % [6], respectively. One of the methodically

most elaborate studies reported population-based point

prevalence rates between 15.7 and 40.9 or 15.6 and 28.3 %,

respectively, depending on the diagnostic criteria used and

depending on the inclusion or exclusion of problem beha-

viours [7]. The relationship between mental disorders,

defined as a consensus about clusters of clinical symptoms,

and problem behaviour, defined as socially striking beha-

viour that causes distress, harm or drawback to the person

or to others (e.g., screaming or shouting, aggression
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towards others) [2] and that has complex and multifactorial

causes (e.g., physical complaints, societal factors or mental

disorders [8]), however, is not fully understood [9–11]. In

light of this, it was strongly recommended not to confuse

problem behaviour with mental illness, although adults

with ID may suffer from both [3].

Even less is known about the extent to which existing

support systems meet the needs of adults with ID. The few

present studies, most of them conducted with small sam-

ples, reported specific lower order needs such as food or

accommodation as mostly met, but they also suggest a

deficit in meeting higher-order needs such as receiving help

due to mental health problems, behaviour problems or

problems in sexual expression [12]. This might be

explained by the fact that, in many countries, the needs of

adults with ID cross traditional lines of responsibility

between ID professionals and mental health professionals.

However, methodically sound research into service use is

lacking.

In contrast, much research has been conducted on the

use of psychotropics in adults with ID. Recent findings

suggest that adults with ID still comprise an overmedicated

population and that especially prescription of antipsy-

chotics often violates existing guidelines [2, 13].

Against this background, the purpose of the present

study was to examine mental illness, problem behaviour,

needs and mental health service use in a representative

sample of adults with mild to moderate ID.

Methods

The MEMENTA-Study [14] (‘‘Mental health care provi-

sion for adults with mental retardation and a psychiatric

diagnosis’’) was a cross-sectional, epidemiological, multi-

centre study funded by the Federal Ministry of Education

and Research (BMBF, Grant ID-No. 01GY1134).

Setting

The study was set in three different regions of Germany,

the Regional Area Dresden (1.6 m inhabitants, 205/km2),

the Rhine Neckar Metropolitan Region (2.3 m inhabitants,

410/km2), and Bavarian Swabia (1.8 m inhabitants,

179/km2). It thus covered urban and rural areas in West and

East Germany.

Ethics

The project was approved by all relevant ethics commit-

tees. Informed consent was obtained by the person with ID

themselves and, if the adult with ID lacked decision-

making capacity, by their legal guardian.

Participants

The target population was a representative sample of adults

with mild or moderate ID, aged between 18 and 65 years.

A newly developed standardised assessment sheet was

used to assess the level of ID. It is based on the definition

of ID by the American Association on Intellectual and

Developmental Disabilities and on well-defined criteria of

impairment in different degrees of ID [15, 16]. It comprises

six items assessing the level of functioning in three skill

domains (conceptual, practical and social) on four-point

scales indicating different levels of disability (A = severe

ID, B = moderate ID, C = mild ID, D = learning dis-

ability). However, the instrument does not allow a solid

distinction between different levels of ID. The inclusion

criterion of a mild to moderate ID was met if skills were

rated as mild or moderately impaired in at least two of the

three domains.

As regional registers of adults with ID do not exist and

as, in Germany, the vast majority of the target population is

employed in a sheltered workshop, the study population

was accessed through sheltered workshops.

Recruitment

A stratified randomised cluster sampling was used.

Random selection of sheltered workshops

A systematic search was conducted in April and May 2012

to identify all sheltered workshops for adults with ID in

each study region. At this stage, 56 institutions were

identified in the Regional Area Dresden, 15 institutions in

the Rhine Neckar Metropolitan Region and 28 institutions

in Bavarian Swabia. Altogether, 11,542 potential study

participants were employed in these 99 sheltered

workshops.

In each study region, the identified sheltered workshops

were stratified by (1) type of service-providing non-gov-

ernmental organisation and (2) size. To keep the burden on

potentially participating institutions reasonable, we decided

to assess a maximum of 15 % of all employees of a par-

ticipating sheltered workshop. The number of sheltered

workshops to be randomly selected from each specific

stratum directly resulted from intended sample sizes and

from the aim to recruit study participants representatively

from each stratum. Thus, 20 institutions were randomly

selected in the Regional Area Dresden, 14 in the Rhine

Neckar Metropolitan Region and 11 in Bavarian Swabia.

Two institutions refused to participate so that they had to

be replaced by two other randomly selected institutions.

The 45 participating sheltered workshops employed a total

of 6487 potential study participants.
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Random sampling of potential study participants

Subsequently, 1165 potential study participants were ran-

domly selected between September 2012 and April 2014

from an anonymous list of all employees with ID working

in each randomly selected sheltered workshop, 487 of

which could be assessed for eligibility. Finally, 371 data-

sets on adults with mild or moderate ID were available

(Fig. 1). Information was gathered from relevant staff

members in the sheltered workshops (n = 132) or key

carers (n = 4) or from both informants (n = 235).

Measures

Mental health status

The Psychiatric Assessment Schedule for Adults with

Developmental Disability Checklist (PAS-ADD Checklist

[17, 18]) was used to screen for symptoms of mental illness.

This instrument was designed to be easily completed by

untrained users and has shown good reliability [18]. Twenty-

five items measuring severity and frequency of psychiatric

symptoms during the past 4 weeks were rated on a four-point

rating scale. Ratings for each item were combined to three

subscales: ‘affectiveorneurotic disorder’ (20 items), ‘possible

organic condition’ (six items) and ‘psychotic disorder’ (three

items), which each have a threshold score indicating the

presence of a potential psychiatric problem. In addition, items

were dichotomised into symptom present/absent to report the

prevalence of specific symptoms.

If either the PAS-ADD Checklist scores and/or specific

behaviour described and/or current intake of psychotropic

drugs and/or any current or lifetime psychiatric disorder

suggested an existing psychiatric symptomatology, the

semi-structured Mini Psychiatric Assessment Schedule for

Adults with Developmental Disability (Mini PAS-ADD

Interview [19]) was used to collect detailed information on

psychiatric symptoms. The Mini PAS-ADD interview

assesses primary psychiatric symptoms based on their

frequency and severity during the past 4 weeks. It has

shown good psychometric properties and is considered the

best instrument for adults with ID [20]. The assessment on

66 items produces six symptom scores relating to ICD-10

based diagnostic categories: ‘depression’ (17 items),

‘anxiety’ (seven items), ‘mania/hypomania’ (11 items),

‘obsessive compulsive disorder’ (four items), ‘psychosis’

(eight items), ‘unspecified disorder’ (i.e., dementia and

other organic problems, eight items). Threshold scores

exist for each diagnostic area. If scores reached or excee-

ded a threshold, criteria for a specific psychiatric diagnosis

were considered as met.

Items on the PAS-ADD Checklist were rated by relevant

staff of the sheltered workshop and or the key carer. Items

on the Mini PAS-ADD interview were rated by the inter-

viewers based on information gathered from relevant staff

of the sheltered workshop and or the key carer.

Problem behaviour

The Aberrant Behavior Checklist-Community (ABC-C [18,

21]) was used to assess problem behaviour. It has shown

good psychometric properties [18]. Each of 58 items was

rated by relevant staff of the sheltered workshop and or the

key carer on a four-point scale as (0) no, (1) slight, (2)

1,165 potential participants selected 
for study inclusion 

371 data sets on adults with mild or 
moderate intellectual disabilities 

NOT ASSESSED FOR ELIGIBILITY n = 678 
 Unobtainable during recruitment period 
- due to sick leave (somatic illness) n = 55 
- due to sick leave (mental illness) n = 0 
- due to other reasons (e.g. holiday) n = 77 

 Refusals 
- Refusals from the person with ID n = 336 
- Refusals from the legal guardian n = 210 

INELIGIBLE n = 116
 Inclusion criteria not met 
- 55=nDIereves
- 03=nytilibasidgninrael
- 71=nllataDIon

 Information on inclusion criteria incomplete n = 14 

487 assessed for eligibility 

Fig. 1 Participant flow

Soc Psychiatry Psychiatr Epidemiol (2016) 51:767–776 769

123



moderate or (3) severe problem, based on the frequency

and severity of problem behaviour shown during the past

4 weeks. A participant was classified as presenting clinical

significant behaviour problems if at least one of the ABC-C

items was rated as a moderate or severe problem by either

relevant staff from the sheltered workshop or the key carer

[9].

Needs

The Camberwell Assessment of Need for Adults with

Developmental and Intellectual Disabilities (CANDID

[22]) was used to assess needs. It is a semi-structured

interview measuring needs in 25 areas, indicating no, met

or unmet need. The CANDID has shown good psycho-

metric properties [12]. A specific need was rated as existing

if either the relevant staff of the sheltered workshop or the

key carer rated the specific need as existing; it was rated as

unmet if either the relevant staff of the sheltered workshop

or the key carer rated the specific need as unmet.

Health services utilization and psychotropic medication

The Client Socio-Demographic and Service Receipt Inven-

tory (CSSRI [23]) was used to assess health service use in

the preceding 3 months as well as detailed information

about medication taken in the preceding month. We used a

version that has been adapted to the specific conditions of

the MEMENTA-Study, e.g., by itemizing specialized ser-

vices for adults with ID. Information was obtained by all

available sources (e.g., clients’ records of the person with ID

from the sheltered workshops or sheltered housing institu-

tions and information provided by all interviewees). In the

present study, we will report on mental health services use

and psychotropic medication only.

Interviewers

Data were collected by three interviewers per study site

which had been trained by experts prior to data collection.

The 4-day interviewer training covered transfer of knowl-

edge on ID in general, on mental-ill health in adults with

ID, and on all instruments used for data collection.

To ensure the same interview procedures across all

interviewers, detailed instructions were provided in an

interview manual, and case vignette ratings were conducted

and discussed monthly on the Mini PAS-ADD interview

and the CANDID throughout the course of the study.

Statistical analyses

Frequency data were derived for point prevalence rates.

Odds ratios were calculated to assess the association of

mental disorders and problem behaviour with basic socio-

demographic variables: age group, gender, and living sit-

uation. Association between age group, gender and living

situation with total number of needs and total number of

unmet needs was assessed by comparing means using t test

or rather analysis of variance. The association between

mental disorders and problem behaviour with mental health

service use and psychotropic medication was assessed in

4 9 2 tables, from which due to otherwise small cell fre-

quencies odds ratios were calculated for psychotropic

medication only.

Results

Sample

The cohort of 371 adults with ID comprised 217 men

(58.5 %) and 154 women (41.5 %). Mean age was

37.7 years (range 18–64). About half of the cohort lived in

a residential accommodation (n = 136, 37.0 %) or another

supported housing arrangement (n = 40, 10.9 %), 157

(42.7 %) lived with a family carer, and 35 (9.5 %) lived

alone. Mean duration of employment in a sheltered work-

shop was 14.7 years (range 0–46). Information about

physical illnesses was available for 334 of our adults with

ID. Epilepsy was prevalent in 6.9 % (n = 23).

The cohort of 262 informants in the sheltered workshops

comprised 139 men (53.1 %) and 123 women (46.9 %)

with a mean age of 45.3 years (range 20–76). They knew

the adult with ID for 6.6 years on average.

The cohort of 227 key carers comprised 118 relatives

and 109 staff members in sheltered housing institutions.

Relatives comprised 28 men (23.7 %) and 90 women

(76.3 %) with a mean age of 58.4 years (range 40–82).

Most relatives, predominantly parents (n = 105, 89.0 %),

were in daily contact with the adult with ID (n = 101,

86.7 %). Staff members in sheltered housing institutions

comprised 28 men (25.7 %) and 81 women (74.3 %) with a

mean age of 41.2 years (range 22–60). Most of them

(n = 94, 86.6 %) had at least four times a week contact

with the adult with ID whom they knew for 16.9 years on

average.

Prevalence of mental illness

The highest point prevalence of a specific symptom was

found for ‘irritability or bad temper’ (40.7 %, n = 144)

and for ‘depressed mood’ (28.1 %, n = 100). All other

symptoms showed a prevalence of less than 20 %

(Table 1).

In total, 9.2 % (n = 34) reached the PAS-ADD

Checklist threshold score on the ‘affective or neurotic
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disorder’ subscale (3.2 %, n = 12), the ‘possible organic

condition’ subscale (1.4 %, n = 5) or the ‘psychotic dis-

order’ subscale (6.7 %, n = 25). In due consideration of all

defined criteria, the Mini PAS-ADD was completed for 122

(32.9 %) adults with mild to moderate ID.

Forty participants (10.8 %) met the Mini PAS-ADD

criteria for at least one mental disorder. The percentages of

participants who scored above the cut-offs for a specific

mental disorder ranged from 0.8 % (n = 3) for ‘mania/

hypomania’ and ‘unspecified disorder’ to 4.3 % (n = 16)

for ‘psychosis’ (cf. Table 2).

Odds for at least one mental disorder did not differ in

males (OR = 1.21, 95 % CI 0.61–2.37) compared to odds

in females, and, similarly, odds in those aged between 35

and 49 (OR = 0.71, 95 % CI 0.33–1.55) as well as odds in

those aged older than 50 (OR = 1.00, 95 % CI 0.42–2.41)

did not differ significantly from the odds in the reference

group of those aged between 18 and 34. In adults with ID

living in a residential accommodation or any other sup-

ported arrangement (OR = 3.12, 95 % CI 0.71–13.76) and

in adults with ID living with their family members

(OR = 1.12, 95 % CI 0.24–5.37), odds did not differ sig-

nificantly from the odds in the reference group of those

living alone.

Prevalence of problem behaviour

The most frequent problem behaviours found were: ‘easily

distractible’ (15.1 %, n = 56); ‘listless, sluggish, inactive’

(9.7 %, n = 36); ‘talks excessively’ (9.2 %, n = 34);

‘aggressive to others’ (8.6 %, n = 32); ‘throws temper

tantrum when s/he does not get own way’ (8.6 %, n = 32);

‘irritable and whiny’ (8.4 %, n = 31); ‘disobedient; diffi-

cult to control’ (7.8 %, n = 29); ‘temper tantrums’ (7.5 %,

n = 28). All other items showed a prevalence of less than

7.5 %.

Of the total sample of 371 adults with ID, 168 (45.3 %)

were rated as showing at least one moderate or severe

problem behaviour, 42 (11.3 %) of which showed exactly

one, 44 (11.8 %) between two and five, and 82 (22.2 %)

more than five and up to 26 moderate or severe problem

behaviours. Percentage of adults with ID without a

comorbid mental disorder and without any problem beha-

viour was 52.3 % (n = 194; cf. Table 2).

Adults with ID living in a residential accommodation or

another supported housing arrangement had significantly

higher odds (OR = 3.47, 95 % CI 1.54–7.82) for any

problem behaviour compared to the reference group of

those living alone. In adults with ID living with their

family members (OR = 1.89, 95 % CI 0.83–4.29) odds did

not differ compared to this reference group.

Odds in males (OR = 1.08, 95 % CI 0.71–1.64) did not

differ compared to the odds in females, and, similarly, odds

in those aged between 35 and 49 (OR = 0.88, 95 % CI

0.55–1.40) as well as odds in those aged older than 50

(OR = 1.18, 95 % CI 0.67–2.08) did not differ signifi-

cantly from the odds in the reference group of those aged

between 18 and 34.

Met and unmet needs

According to the proxy-ratings, most of our participants

needed help in specific lower order areas (e.g., ‘money

budgeting’,’welfare benefits’,’daytime activities’, and ‘ac-

commodation’), and, overall, this specific lower order need

was highly met (cf. Table 3).

Unmet needs were most frequent in higher-order areas

of needs (e.g., ‘sexual expression’, ‘social relationships’,

‘basic education’, and ‘minor mental health problems’).

The ratio of an unmet need to an existing need, either

met or unmet, indicating deficits in meetings an existing

Table 1 Point-prevalence of PAS-ADD CL symptoms

Symptoma Adults with ID

n (%)

Irritability or bad temper 144 (40.7)

Depressed mood 100 (28.1)

Loss of concentration 63 (18.2)

Suspicious, untrusting 64 (18.0)

Loss of confidence 62 (17.4)

More forgetful/confused 55 (15.4)

Broken sleepb 43 (15.3)

Startled 53 (14.8)

Loss of self-esteem 52 (14.8)

Restless/pacing 49 (13.8)

Odd gestures or mannerisms 41 (11.5)

Loss of self-care skills 37 (10.3)

Waking too earlyb 29 (10.3)

Delay in falling asleepb 28 (10.0)

Increased appetite 35 (9.9)

Phobic anxiety 33 (9.3)

Repeated actions 32 (9.0)

Elevated mood 32 (9.0)

Avoidance/withdrawal 30 (8.4)

Loss of interest 29 (8.2)

Weight change 26 (7.3)

Odd or repetitive use of language 23 (6.4)

Non-situational anxiety 20 (5.6)

Loss of appetite 17 (4.8)

Strange beliefs 12 (3.4)

a Ordered descending by prevalence rate
b N ranges from n = 279–281 as relevant staff members in the

sheltered workshops provided limited information on sleep problems.

For all other symptoms, n ranges from n = 347–358
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need, was especially high in higher-order need areas (e.g.,

‘sexual expression’, ‘minor mental health problems’,

‘substance misuse’, ‘major mental health problems’, and

‘communication’).

Altogether, the mean total number of needs per adult

with ID was 11.2 (SD = 3.6), the mean total number of

unmet needs was 1.0 (SD = 1.3). The total number of

needs and the total number of unmet needs was neither

associated with gender nor with age. Adults with ID living

in a residential accommodation or another supported

housing arrangement had a significantly higher total num-

ber of needs (M = 12.3, SD = 3.2) compared to those

living with their families (M = 10.9, SD = 3.5) or those

living alone (M = 7.1, SD = 2.7; F = 37.3, p = 0.000).

However, the total number of unmet needs was not asso-

ciated with the living situation (F = 1.83, p = 0.163).

Mental health services use and psychotropic

medication

Within the last 3 months prior to assessment, only a small

number of adults with ID had had contact with hospital

based psychiatric services (n = 8, 2.3 %), community

based psychiatric services (n = 4, 1.3 %) or an office-

based psychotherapist (n = 10, 3.4 %; cf. Table 4). An

office-based psychiatrist had been contacted by 29 (9.9 %)

of the adults with ID.

Within the last month, psychotropic medication had

been used by 64 (19.5 %) adults with ID, with anti-psy-

chotics being the most prevalent (n = 42, 12.2 %). More-

over, 49 (14.9 %) adults with ID had used anticonvulsants,

16 (4.9 %) of which had not used any other psychotropic

drug. Of those adults with ID without a comorbid mental

disorder, 42 (14.4 %) had used psychotropic medication,

and 40 (13.7 %) had used anticonvulsants.

Prescription of psychotropic medication in adults with

ID was significantly associated both with comorbid mental

health problems and with problem behaviour. Those

without a comorbid mental health disorder and at least one

problem behaviour (OR = 2.20, 95 % CI 1.28–3.77), those

with a comorbid mental health disorder without any

problem behaviour (OR = 4.33, 95 % CI 1.03–18.23) and

those with a comorbid mental disorder plus at least one

problem behaviour (OR = 11.38, 95 % CI 4.63–27.92) had

significantly higher odds compared to the reference group

of those without a comorbid mental disorder and without

any problem behaviour.

Discussion

Summary and comparison with previous research

Using the Mini PAS-ADD and consequently avoiding

confusing problem behaviour with mental disorders, we

found that 10.8 % of our study population of adults with

mild or moderate ID met criteria for any mental disorder.

This overall rate is lower than that observed in the German

general population which is, referring to the mental dis-

orders assessed within our study, 17.2 % [24]. A merely

slightly higher prevalence rate of 14.5 % was found in a

study from the UK which used ICD-10-DCR and included,

in contrast to our study, adults with mild to profound ID

[7]. Another study from the UK, which also used the mini

Table 2 Point-prevalence of

mental disorders (Mini PAS-

ADD interview) and problem

behaviour (ABC-C)

Parameter Adults with ID

n (%)

Mental disorders

Depression 9 (2.4)

Anxiety 13 (3.5)

Mania/hypomania 3 (0.8)

Obsessive compulsive disorder 15 (4.0)

Psychosis 16 (4.3)

Unspecified disorder 3 (0.8)

At least one mental disorder 40 (10.8)

At least two mental disorders 13 (3.5)

At least three mental disorders 5 (1.3)

Problem behaviour

At least one moderate or severe behaviour problem 168 (45.3)

At least one mental disorder and at least one moderate or severe behaviour problem 31 (8.4)

At least one mental disorder, but not any moderate or severe behaviour problem 9 (2.4)

No mental disorder, but at least one moderate or severe behaviour problem 137 (36.9)

No mental disorder and not any moderate or severe behaviour problem 194 (52.3)
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PAS-ADD, found a considerably higher prevalence rate of

22.2 % in adults with mild to moderate ID, but this study

selected participants (n = 90) with communication skills

from local social services case registers so that the reported

prevalence rate is likely to overestimate the true prevalence

rate [25].

The rate of psychosis (4.3 %) and the rate of obsessive

compulsive disorder (4.0 %) found in our study were

higher compared with the German general population

which showed rates of 1.5 and 0.4 %, respectively [24].

The finding that psychotic disorders [26] and obsessive

compulsive symptoms [27] are more prevalent in adults

with ID than in adults without ID is in line with previous

research.

The comparison of findings from different studies on the

prevalence of problem behaviour in adults with ID under-

lies well-known difficulties. Using different definitions and

different methods, previous studies found totally different

rates of problem behaviour: Emerson and colleagues [28]

found relatively low rates of problem behaviour in adults

with ID (12.1–16.5 %) compared to Deb and colleagues

(60.4 % [29]). Cooper and colleagues [7] found extremely

low rates of problem behaviour when referring to ICD-10-

DCR or DSM-IV-TR (0.1 % each) compared to 22.5 %

when referring to clinical diagnosis. In comparison, we

found a relatively high prevalence rate (45.3 %), probably

due to our broader definition of problem behaviour.

The present study especially presents new findings on

met and unmet needs of adults with ID, as the few previous

studies had been conducted with very small samples

(n B 40 [12, 30]), reported limited information only [31],

or assessed needs in older persons with ID [32]. This

limitation in mind, our finding that help needed in specific

lower order need areas was common and highly rated as

met, is in accord with previous findings. As concerns

higher-order need areas such as help needed for minor or

Table 3 Met and unmet needs (CANDID)

Need areaa n No need (%) Met need (%) Unmet need (%) Rel. unmet needb (%)

Sexual expression 286 81.3 3.9 14.8 79.1

Minor mental health problems (e.g., depression, anxiety) 363 78.0 14.6 7.4 33.6

Substance misuse 366 93.4 4.4 2.2 33.3

Major mental health problems (e.g., psychotic symptoms) 360 92.2 5.3 2.5 32.1

Communication 369 71.9 21.1 7.0 24.9

Social relationships 363 34.2 51.2 14.6 22.2

Basic education 367 28.1 59.1 12.8 17.8

Inappropriate behaviour 369 67.8 27.6 4.6 14.3

Safety of others 368 90.2 8.4 1.4 14.3

Mobility 368 81.8 16.0 2.2 12.1

Caring for someone else 363 97.5 2.2 0.3 12.0

Safety of self 369 95.2 4.3 0.5 10.4

Self-care 364 41.7 52.5 5.8 9.9

Welfare benefits 295 11.2 82.0 6.8 7.6

Eyesight/hearing 369 40.9 55.3 3.8 6.4

Information 342 71.1 27.2 1.8 6.2

General physical health 362 48.6 49.2 2.2 4.3

Exploitation risk 368 48.9 48.9 2.2 4.3

Transport 363 26.2 71.3 2.5 3.4

Food 368 19.6 78.0 2.4 3.0

Accommodation 368 19.0 78.8 2.2 2.7

Seizures 366 88.0 11.7 0.3 2.5

Looking after the home 353 21.9 76.7 1.4 1.8

Money budgeting 350 8.5 90.6 0.9 1.0

Daytime activities 366 12.9 86.3 0.8 0.9

a Areas of need are sorted according to the relative percentages of unmet needs
b Relative percentages of unmet needs were calculated as the number of participants with an unmet need divided by the number of participants

with an existing need, either met or unmet
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major mental health problems, the ratio of unmet to met

need was significantly higher in our study compared to

another study using the CANDID [12]. This study, how-

ever, recruited adults already using community-based

mental health services and thus probably overestimated the

frequency of met mental health needs in adults with ID.

Altogether, findings support the assumption that, irrespec-

tive of the living environment, the existing support system

for adults with ID is largely successful in meeting the

specific lower order needs of this population, but has sig-

nificant deficits in meeting less common and less specific

mental health needs [12, 30].

The most common strategy for meeting mental health

needs in adults with ID is psychotropic medication [13].

We found that 19.5 % of our study participants used psy-

chotropic drugs, and that another 10.0 % used anticon-

vulsants. This overall rate of psychotropic medication is

slightly higher than that reported in an older study from

Germany that found that 21.5 % used psychotropics and

0.2 % used anticonvulsants [33]; in contrast, it is consid-

erably lower than that reported in studies from the UK

(50.5 % [25] or the US (58.0 % [13]). Although compa-

rability across studies with different recruitment strategies

is limited, this supports the suggestion [33] that psy-

chotropic medication in adults with ID is less frequent in

Germany compared to other high-income countries. As in

previous studies [13, 34], however, psychotropic medica-

tion was associated with problem behaviour, indicating that

it is, inconsistent with existing guidelines [2], still accepted

as an important treatment option for behaviour problems in

adults with ID.

Mental health service use was found to be basically

limited to visiting a psychiatrist: nearly 10 % of all study

participants and about 37 % of those diagnosed as suf-

fering from any mental disorder had been in contact with

a psychiatrist within the last 3 months prior to assess-

ment. In contrast, only 3.4 % (n = 10) and 7.9 %

(n = 3), respectively, had been seeing a psychotherapist.

Thus, mentally-ill adults with ID seem to show higher

rates of contacts with a psychiatrist compared with

mentally-ill adults without ID, and, in contrast to them,

lower rates of contacts with a psychotherapist than with a

psychiatrist [35]. This finding hypothesises that psy-

chotherapy might be not as established in the treatment of

mental ill-health in adults with mild to moderate ID as in

adults without ID. However, as psychosis was the most

prevalent illness in our population and as adults without

ID suffering from psychotic disorders also show lower

rates of contacts with a psychotherapist, this conclusion

must be drawn carefully.

Table 4 Service use (CSSRI)

Variable Mental disorder No mental disorder

Problem behaviour No problem behaviour Problem behaviour No problem behaviour

n = 29–30 n = 7–8 n = 97–123a n = 148–181b

Hospital based psychiatric services

Inpatient treatment 2 (6.7) 1 (12.5) 0 (0.0) 1 (0.6)

Day-hospital treatment 0 (0.0) 0 (0.0) 1 (0.8) 0 (0.0)

Outpatient department 0 (0.0) 0 (0.0) 2 (2.1) 1 (0.7)

Office-based mental health professionals

Psychiatrist 1 (3.7) 3 (37.5) 11 (10.5) 4 (2.6)

Psychotherapist 3 (10.0) 0 (0.0) 1 (1.0) 6 (3.9)

Community-based psychiatric services 2 (6.7) 0 (0.0) 2 (1.8) 0 (0.0)

Psychotropic medication, excl. anticonvulsants 19 (65.5) 3 (37.5) 25 (21.6) 17 (9.7)

Anti-depressants 9 (31.0) 0 (0.0) 8 (6.9) 10 (5.7)

Anti-psychotics 14 (48.3) 2 (25.0) 17 (14.7) 9 (5.1)

Sedatives 2 (6.9) 1 (12.5) 6 (5.2) 1 (1.1)

Psychostimulans 0 (0.0) 0 (0.0) 1 (0.9) 0 (0.0)

Anticonvulsants 7 (24.1) 2 (25.0) 22 (19.0) 18 (10.2)

Psychotropic medication, incl. anticonvulsants 21 (72.4) 4 (50.0) 39 (33.6) 33 (18.8)

Data are given as n (percentages)
a Due to missing values, n = 123 for ‘inpatient treatment’, n = 122 for ‘day-hospital treatment’, n = 97 for ‘outpatient department, n = 105 for

‘psychiatrist’, n = 102 for ‘psychotherapist’, n = 109 for ‘community based psychiatric services’, and n = 116 for any psychotropic medication
b Due to missing values, n = 176 for ‘inpatient treatment’, n = 181 for ‘day-hospital treatment’, n = 148 for ‘outpatient department, n = 151

for ‘psychiatrist’, n = 153 for ‘psychotherapist’, n = 152 for ‘community based psychiatric services’, and n = 176 for any psychotropic

medication
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Strengths and limitations

Aspecial strength of theMEMENTA-study is that it is the first

large-scale study assessing met and unmet needs and mental

health service use of adults with mild to moderate ID. In

addition, it used well-established instruments and conse-

quently avoided confusing problem behaviour with mental

disorders. All interviewers, most of them psychologists with

psychiatric experience, had been extensively trained prior to

data collection. To consider the low sensitivity of the PAS-

ADD Checklist [7] and to avoid underestimation of the

prevalence rate of mental disorders, we established broader

inclusion criteria for using theMini PAS-ADD [14]. TheMini

PAS-ADD in fact uses ICD-10 based diagnostic categories

and thusmainly uses criteria that define a symptomcluster as a

disorder in the general population which might be difficult to

be used in adults with ID [36].

The study was set in three different regions, and a

complex clustered randomized sampling approach was

chosen [14]. However, we encountered well-known barri-

ers into the recruitment of adults with ID [37]: Owing to

the lack of regional registers that could be used for iden-

tification of potential participants, we decided to access our

target population through sheltered workshops. Thus,

sampling may be biased by excluding adults with ID not

working in sheltered workshops. However, this should

primarily pertain to adults with severe or profound ID, as

the vast majority of our target population works in shel-

tered workshops and as sampling was not meaningfully

biased by absenteeism caused by any illness or holiday.

A major limitation of our study is that we had to accept a

high number of refusals for participation. However, there is

no indication that this caused a systematic error.

Conclusions

A positive finding of our study is that adults with mild to

moderate ID can be presumed to be a group that is, with

respect to basic needs, well-served by their relatives and the

existing support system, respectively. The relatively high

ratio of unmet to met needs found with respect to minor and

major mental health problems, however, reveals a system-

atic deficit in meeting mental health needs. This is probably

owing to the fact that mental health care for adults with ID

is, in Germany as in many other countries, provided by a

system that is separated from ID services, so that the needs

of adults with ID cross traditional lines of professional

responsibility. Consequently, it has been postulated that

partnership working should be supported and access to

mental health services should be improved [38].

The highest ratio of unmet to met needs was found with

respect to sexuality issues. The lack of attention towards

sexuality of adults with ID is owing to several reasons [39].

To lower related shame and fear and to reframe dysfunc-

tional attitudes of professionals and family carers, oppor-

tunities for discussion and information should be provided.

This would facilitate the provision of badly needed indi-

vidually tailored sex education to adults with ID [39, 40].

Prescription of psychotropic drugs for the management

of problem behaviour in adults with ID remains contro-

versial [41]. A better adherence to existing guidelines for

the management of problem behaviours in adults with

intellectual disabilities [2] is needed.

Finally, present findings add important information to the

literature regarding mental health problems and met and

unmet needs in adults with mild to moderate ID. However,

much more research into the development of an appropriate

mental health care system for adults with ID is needed. A

particular research gap exists regarding mental health

problems and mental health services provision for adults

with severe to profound ID. Prescription of psychotropic

medication needs to be re-assessed to evaluate the effec-

tiveness of recently published guidelines [2]. Cross-national

studies, involving countries with different support systems,

would allow a comparison and thus a better understanding of

the factors underlying successful service provision in this

neglected field of mental health care.
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Maske UE, Hapke U, Seoiffert I, Gäbel W, Zielasek J, Maier W,
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