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Abstract: Intellectual Disability (ID) represents a meta-syndromic group of several different conditions, each one with 
specific cognitive and communication features. This constitutes one the main reason for which the diagnosis of 
psychiatric disorders in adults with ID is challenging. The aim of this paper is to provide a comprehensive and updated 
state of art on the assessment of psychiatric disorders in people with ID. In order to accomplish this goal, authors 
performed a systematic literature mapping trying to answer to the following questions: what are the issues in the 
psychiatric diagnostic process for adults with ID? What methods and procedures have been used for psychiatric 
assessment in ID? To date, is it possible to identify the most effective diagnostic procedures? 

Results indicated that the main critical issues in the psychiatric diagnostic process were the following: the identification of 
psychiatric symptoms, the behavioural equivalents, the diagnostic criteria, the setting, the source of information, the 
screening and diagnostic instruments. An increasing interest in screening instruments for providing appropriate diagnosis 
for people with ID has been noted in the recent years. For this reason, available assessment tools have been briefly 
indicated, with their strengths and weaknesses. Although the recent advances, more research is needed in order to 
increase diagnostic accuracy in this heterogeneous group of patients. 
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INTRODUCTION 

People with Intellectual Disability (PwID) present a 
high vulnerability to develop mental health problems. It 
has been reported that they are up to four times likely 
to develop a mental disorder than the general 
population [1]. The point prevalence is about 50%, 
even in vocational settings with psychological support 
[2], and the annual incidence is about 8% [3]. 25-44% 
of PwID has at least one psychiatric disorder [1], 21% 
has two, and 8% has three [4], with the most common 
diagnostic category being that of autism spectrum 
disorders, followed by mood disorders and anxiety 
disorders [1]. 

Generally, causes underlying this vulnerability are 
not the same of those determining the ID condition. In 
fact, there is evidence that they are the result of a 
combination of biological, psychological and social 
factors [5].  

For a long time, it was believed that psychiatric 
disorders (PD) could not occur in PwID. This could be 
due to a lack of consensus on what conditions in ID 
should be considered as mental health problems [6], 
but also for the difficulty in adapting current diagnostic 
criteria to PwID. Therefore, PwID have a different way  
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to perceive and to communicate respect to the non-
intellectually disabled population. They are constantly 
exposed to many stressors, and present impairment of 
personal functioning, varying with the severity of the 
disability. 

For all these reasons, the diagnostic assessment of 
PD should be appropriately modified and adjusted in 
this specific population for the cognitive dysfunctions, 
language and communication limitations, sensory 
impairments, skill deficits, adaptations difficulties, and 
physical disabilities often present in PwID. Moreover, it 
has also been reported a frequent interference of 
problem behaviours (PBs), ranging between 5 and 60% 
[7], in the psychiatric diagnostic process [8,9]. In some 
cases these PBs seem to be determined by genetic 
causes expressed in specific behavioural phenotypes 
[10], whereas in other cases they appear as the result 
of a complex etiopathogenesis of bio-psycho-social 
factors [11]. 

The long-lasting neglect of the presence of PD in 
PwID was a major impediment to research on the 
specific psychopathological phenomenology of ID, but 
also to the development of effective assessment 
procedures. Given these issues, it is unsurprising that 
clinicians have generally difficulties in diagnosing PD in 
PwID, if they are not specifically trained [12]. Moreover, 
it has been suggested that the negative attitude held by 
some professional caregivers towards mental health 
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services for PwID [13] is likely a consequence of that 
negative cultural background. However, it is widely 
agreed that both knowledge and attitude may be 
enhanced through adequate training [14-16,12]. In the 
last twenty-five years many professionals have 
increasingly been working on these issues and 
considerable knowledge is now available on psychiatric 
presentation, assessment procedure, and tools for ID. 
Notwithstanding, implementations of acquired 
knowledge for clinical activity are still lacking.  

In this context, we aim to provide an updated state 
of art of literature regarding the diagnostic assessment 
of PD in PwID.  

MATERIALS AND METHODS 

Methodology used was a systematic mapping, that 
varies from a systematic review in the breadth of the 
topic area and questions, and the limits of data 
extracted [17].  

Authors reviewed the international literature on the 
basis of the following questions: what are the issues in 
the psychiatric diagnostic process for adults with ID? 
What methods and procedures have been used for 
psychiatric assessment in ID? To date, is it possible to 
identify the most effective procedures? 

The literature search was performed through 
MEDLINE, Medmatrix, NHS Evidence, Web of Science, 
and Cochrane Library databases. For MEDLINE, the 
following search string were used: ("intellectual disab*" 
or "mental retard*" or "learning disab*") and 
("psychiatric disorders" or “psychopathology” or "mental 
health") and (assessment or diagnosis or procedure or 
tool or evaluation). For the other databases some 
minor adaptations have been used. The literature 
search was conducted in April 2015. 

The titles and abstract of identified papers were 
screened. Exclusion criteria were studies not 
considering human and adult population, and not 
published in English language. Articles so filtered were 
read in full and examined according to their capability 
in answering the reference questions. 

Titles and abstracts were checked by two 
researchers, both clinical psychologists working in the 
field of ID and specifically trained for the research 
purpose. Their agreement concordance was based on 
the first 10% of identified material, and resulted of 
99.4%. 

Full articles were then read by the two 
psychologists, and also by two psychiatrists with some 
expertise in ID. The agreement rate between 
evaluators was calculated by comparing the number of 
paragraphs per article judged as responding to the 
mapping questions. Again, the concordance on the first 
15 articles resulted very high (98.7%). 

RESULTS 

We found 2118 articles matching keywords. After 
the title and abstract checking, only 422 were 
considered eligible and relevant to the research 
questions. Among them, 26 were excluded because of 
language and 326 because of lack of relevance. 

After full article reading only 41 papers resulted to 
be really pertinent to our mapping. 

Data analysis showed the following critical issues in 
diagnosing psychiatric disorders in adults with ID: 
identification of psychiatric symptoms, behavioural 
equivalents, diagnostic criteria, setting, source of 
information, screening and diagnostic tools.  

The mapping of the most recent literature also 
allowed to identify some of the most effective 
assessment procedures and tools, and their utility 
according to the level of impairment in cognitive and 
personal skills. The key-points identified by the 
mapping for psychiatric assessment in PwID in daily 
clinical practice are the following: source and reason 
for referral, documentation of confidentiality, 
demographic details, family history, personal history 
with emphasis on development and education, medical 
and psychiatric history, history of problem behaviours, 
Forensic or offending history, life events, relationships 
and sexual history, substance misuse history, training 
and vocational record, previous pharmacological and 
non-pharmacological treatments, physical examination 
(with particular attention to be put on neurological signs 
and symptoms), psychiatric examination, assessment 
of psychological factors, assessment of social 
ecologies, assessment of risks to self and others, as 
well as risk of self-neglect, abuse and exploitation, 
clinical investigations, and psychodiagnostic screening 
tools. 

Presentation of Psychiatric Symptoms 

The first critical issue found through the literature 
examination, is represented by the “diagnostic 
overshadowing”, which is a difficulty in attributing the 
observed or referred dysfunctions and behavioural 
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alterations to the basic condition of ID or to a co-
occurrent PD [8,9,18-20]. Other identified factors 
appear to be linked to the presentation of symptoms, 
that is often atypical, chaotic, intermittent, fluctuating, 
masked, mixed, or poorly defined. 

The developmental level, the previous life 
experiences, interpersonal, cultural, and environmental 
influences have been reported by Sovner [21,22] and 
Bouras [23] as factors determining a considerable 
impact on the form of psychopathology. Moreover, 
deficits in abstract thinking can limit introspection 
capacity and determine difficulties in recognizing 
emotional symptoms, in defining one’s own life 
experiences and in communicating states of suffering 
[24]. This is what Sovner [21,22] defined as “intellectual 
distortion”. 

People with more severe ID are often passive and 
compliant, because of a low ability to tolerate stress 
generating a consequent anxiety-induced decompen-
sation [21,22]. 

They tend to express their psychic suffering through 
behavioural changes, including the increase of severity 
or frequency of chronic maladaptive behaviour 
(baseline exaggeration effect) [21,22,25,26]. In this 
perspective, an accurate baseline of previous 
functioning, abilities and behaviours constitutes a 
fundamental step in detecting signals of onset of a co-
occurrent psychiatric disorder [21,22]. 

It is important to note that the poor verbal 
expression abilities, the impoverished social skills and 
the characteristic life experiences may also produce 
the so-called “psychosocial masking” [21,22], 
contributing to the complexity of diagnostic assessment 
of comorbid PD. 

Lastly, an additional aspect that strongly 
characterizes the psychiatric symptomatology in PwID 
is the neurovegetative vulnerability: pains, organ 
dysfunction, changes in circadian rhythms, dystonia of 
the autonomic nervous system are frequently the main 
expression of emotional dysregulation [27]. 

It is difficult determining if problem behaviours (PBs) 
are the result of organic conditions, co-occurrent PDs, 
environmental influences, or a combination of all these 
conditions. In fact, the same behaviour can be 
differently interpreted by the clinicians, even in the 
same staff. Obviously, this generates relevant 
implications for intervention. 

Some studies demonstrated a relationship between 
PBs and PD [28-31, 26, 32], particularly strong in 
individuals with a lower level of functioning [29], and 
some behavioural equivalents have been identified for 
specific symptoms [33]. Charlot [34] suggested to 
consider principally the course of the behaviour, 
respect to other symptoms of a PD, in order to decide if 
the behaviour could be considered as a symptom 
equivalent. However, whereas some studies found no 
evidence on PBs as behavioural equivalents of PD 
[35], others indicated that PBs and maladaptive 
behaviours should be interpreted as nonspecific 
indicators of emotional distress, rather than atypical 
symptoms [36].  

Several researchers have emphasised the 
difficulties of using psychiatric diagnostic criteria 
designed for the general population on PwID. It has 
been proposed that these criteria may be used without 
adaptation only in few subjects with borderline to mild 
ID [37], but not in people with more severe ID 
[21,22,38]. 

The currently used standard diagnostic manuals, 
such as DSM-IV-TR, DSM-5, and ICD-10 [39-41], 
present many issues that may interfere with diagnostic 
reliability. Firstly, the majority of diagnostic criteria rely 
on verbal items and/or descriptions of emotional, 
behavioral or psychological events that are difficult to 
understand or describe to most PwID. Secondly, the 
standard criteria were not developed for using third-
party information and the interpretation of overt 
behaviours, that are quite common in PwID because of 
their lack of verbal skills. Thirdly, several diagnostic 
categories in the standard manuals have an extensive 
use of sub-categorisation, assuming the presence of 
detailed and reliable information on the 
psychopathology that does not apply to PwID [24]. 
Finally, it is not clarified how behavioral problems 
commonly found in PwID should be classified within the 
ICD-10 or DSM-IV-TR or DSM-5 schemes.  

A variety of modifications of the standard diagnostic 
systems have been proposed for PwID [42-48]. 
Adaptations of the ICD-10 and DSM-IV-TR have been 
respectively produced by the Royal College of 
Psychiatrists (UK) and the National Association for 
Dual Diagnosis (USA), with the names of Diagnostic 
Criteria for Learning Disability (DC-LD) [49] and 
Diagnostic Manual - Intellectual Disability (DM-ID) [48]. 
Although they need some improvements, these 
manuals provide a valuable clinical utility, helping the 
clinician to better recognize the psychiatric 
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symptomatology in PwID. Data from a 2006’s survey in 
the United States of America performed on 63 
clinicians and 845 patients with ID, showed that DM-ID 
was simple to use. It allowed an appropriate and more 
specific diagnosis in comparison to the DSM-IV-TR, 
and a less frequent use of "not otherwise specified" 
(NOS) categories [51]. These findings are in line with 
what reported by Cooper and collaborators [1] on the 
prevalence variation of PD according to the diagnostic 
criteria used. Such data showed a prevalence rate of 
52.2% if diagnosis was made only on the basis of 
clinical judgment, of 45.1% if the diagnosis was based 
on DC-LD, of 11.4% using the DSM-IV-TR criteria, and 
of 10.9% using the Diagnostic Criteria for Research of 
the International Classification of mental and behavioral 
disorders - 10th edition (DCR-ICD-10) [41]. It is worth 
to note that the DC-LD include an attempt to use 
behavioral equivalents for verbal descriptions [52], and 
further study and research have been conducted in 
order to produce more reliable conversion for the 
forthcoming DC-LD 2. Also an update of the DM-ID is 
under process for about 18 months by an international 
task force of expert clinicians, for adapting the measure 
to the new DSM-5 criteria. 

Assessment Procedure 

The assessment in this kind of population requires 
flexibility in the setting as well in its duration. Generally, 
it is preferable choosing as setting the daily life 
environment of the subject. Therefore, the evaluation 
on site reduces the risk that environmental factors 
impact on and adversely influence the psychic 
conditions and behaviors. The clinician should use 
simple and unambiguous language, avoiding 
metaphors and idioms. Moreover, because PwID are 
suggestible and acquiescent, it is recommended to 
avoid also leading and repetitive questions, preferring 
instead multiple-choice ones or questions formulated in 
several and different manners, including contradictions. 
The use of picture and symbols should be also 
preferred. 

The assessment should be performed by a multi-
professional equipe, because it may enhance the 
validity of the diagnostic process. This equipe should 
include a psychiatrist, a clinical psychologist, a nurse, a 
general practitioner, and other specialised therapists 
working with the subject under evaluation. 

The reliability of the information source, including 
the same individuals with ID being assessed, is often 
uncertain. Some features of PD, such as sense of 

hopelessness or worthlessness, suicidal ideation, 
delusional perception are very complex to evaluate, 
requiring a high level of expressive language, abstract 
thinking, conceptualization, memory and self-
awareness. For these reasons, it is very difficult to 
detect them in PwID, particularly in the most severe 
cases [27].  

Direct interviews are problematic also because of 
the frequent difficulty of PwID to understand the task 
demands in testing situations [53]. Additionally, it can 
be very challenging for PwID to recognize that they 
need help and depend on others to identify the 
meaning of some changes. People with borderline 
intellectual functioning or mild ID seem to be quite able 
to describe their own behaviours and feelings 
[54,55,19]. However, even in these cases, some 
features linked to the cognitive impairment, such as 
suggestibility, acquiescence, attention deficit, trouble 
with temporal sequencing, or distractibility, may 
adversely affect the attempt to provide a full account of 
their own feelings and experiences. 

Obtaining information by ‘a significant other’ on the 
onset of psychiatric symptoms is particularly useful in 
clinical practice with PwID. Nevertheless, it is important 
to note that also what others report can be 
characterized by many troublesome issues. In the first 
place, the indirect or atypical presentation of symptoms 
often limits the capability of identify them for caregivers 
or other proxies [56,27]. Secondly, because it is a 
widespread belief that all problems of PwID are 
inevitable and unchangeable [27,9], family members 
have difficulties to believe that the person with ID may 
suffer from mental health problems. Consequently, they 
tend to deny the presence of psychiatric symptoms, or 
try to project their own thoughts and interpretation of 
symptoms and behaviours, and may alter information 
about the symptoms that could be distressing for the 
subject with ID. 

Literature reports that proxy evaluation may vary 
depending on a number of factors, ranging from the 
cultural level and other personal characteristics to the 
specific nature of the relationship and involvement 
[57,58]. The accuracy of the ratings depends heavily on 
the experience and insight of the informant, as well as 
on how well he/she knows the person being rated. The 
literature mapping identified a gap in the research 
comparing the degree of agreement or disparity 
between ratings made through different informants [59]. 
The integration of different sources of information, such 
as familiars, carers, or other proxies is highly 
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recommended to measure any significant behavioural 
change that has occurred, to interpret it as symptom 
equivalent, and to increase the validity of the 
psychiatric assessment. 

Research to date shows that PD were diagnosed 
only in a few studies through the examination of case 
registers [19], and clinical records were frequently 
incomplete or incorrect. Traditionally, the assessment 
has used one of the three following methodologies: 
ratings by a significant other, a clinical interview or self-
report. Bramston and Fogarty [55] found that the 
degree of agreement among these three methods is 
consistently low, although limited concordance was 
found between self-report and clinical interview. For 
example, Benson and Ivins [60] found that informants 
consistently rated higher levels of symptoms, such as 
anger, than those reported by participants themselves. 

Taken together, this findings indicates that the best 
way to assess PD in PwID is the use of a 
comprehensive diagnostic system including self-and 
proxy-assessments [61]. 

Key points for assessing PD in PwID are 
summarized in Table 1. 

Table 1: Key Points for Assessing PD in PwID 

• flexible setting; 

• on site assessment (daily life environment of the PwID); 

• simple and unambiguous language; 

• multiple-choice/open questions supported by 
pictures/symbols; 

• multi-professional team; 

• combination of self and proxy assessment (source of 
information) 

• use of diagnostic criteria for PwID, such as DC-LD or DM-ID 

 
Assessment Tools 

There are many tools that clinicians may use in their 
practice according to the specific case: self-report or 
interview tools can be excellent choices to assess 
personal suffering in subjects with good psychological 
insight and communication skill, whereas instruments 
based on proxy information have more value for 
behavioural equivalents of symptoms and for gathering 
more reliable information. Although several studies on 
the psychometric characteristics and clinical utility of 
diagnostic instruments for children and adults have 
been published, problems of reliability and validity 
remain for the majority of them.  

The mapping of the literature allowed to identify the 
diagnostic tools most frequently used in clinical and 
research setting, which are listed in Table 2 and 
described hereunder. 

Table 2: Most Common Assessment Tools for PD in 
PwID 

Tool year 

PIMRA 1983 

PIMRA-II 2014 

DASH 1991 

DASH-II 1994 

PAS-ADD 1997 

Cha-PAS 2013 

RSMB 1988 

P-AID 2008 

SPAID-G 2011 

ABCL 2007 

BSI 2003 

 
The ‘Psychopathology Instrument for Mentally 

Retarded Adults (PIMRA)’ [62-64] is a structured 
interview, available both in a self- and other-report 
form, based on the DSM diagnostic criteria. It has been 
developed to screen for the presence of 
psychopathology in individuals with mild and moderate 
ID. This scale is widely used, so that 31 studies have 
been published using the PIMRA as a primary 
measure, whereas others have used the PIMRA as an 
anchor scale in order to establish the validity of other 
general measures of psychopathology for PwID. 
However, although the evidence of its utility in 
therapeutic planning, in the evaluation of treatment 
outcomes, and in research settings [65,66], frequent 
disparities between evaluators have been reported 
[25,67,68], particularly in case of different cultural 
background or in absence of training [69]. Moreover, it 
has been observed that PIMRA may produce false 
negatives in assessing the presence of PD, because of 
the frequent omission of items involving high linguistic 
competence or abstract reasoning in people with more 
severe ID [70]. To address this issue, a revised version 
of the PIMRA has just been developed (PIMRA-II) and 
it seems to have good psychometric properties [71]. 

The DASH-II, which is the revised version of the 
‘Diagnostic Assessment for the Severely Handicapped 
(DASH)’ [72,73], is largely the most extensively studied 
scale for the assessment of psychopathology and 
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patterns of disordered behaviour in people with 
severe/profound ID [75]. It evaluates the presence of 
various key symptoms related to different syndromic 
clusters, defined by frequency, duration and severity. 
However, the DASH-II is composed by unbalanced 
number of items respect to the various psychic 
dimensions and by the presence of symptomatological 
and behavioural descriptions that cannot be referred to 
standardized groups. It has been suggested that this 
may lead to incorrect diagnostic hypotheses [75]. 

Another widely used scale is the ‘Reiss Screen for 
Maladaptive Behaviour (RSMB)’ [76], that has been 
recently translated and studied in European French-
speaking populations [77]. In this scale items are 
divided in symptom, nontechnical definition, and a 
common behavioural example, in order to facilitate the 
understanding by non-professionals. Evidence shows 
that RSMB is effective in evaluating specific 
behaviours, such as aggression, problems in thinking, 
delusions, fear, hallucinatory behaviours, paranoid 
tendencies, regressive behaviours, and sleep 
problems, in a comprehensive psychiatric evaluation 
without any cross-cultural limitation [78]. The RSMB 
has been judged as one of the most promising tools for 
screening depression [79], whereas its autism sub-
scale presented a weak diagnostic utility, so that it is 
not recommended to diagnose autism in PwID [78]. 

There may be instances when the examiner wishes 
to conduct a quick screen for PD in adults, and in these 
cases the PAS–ADD (Psychiatric Assessment 
Schedule for Adults with Developmental Disabilities) 
[80] could be useful. This instrument produces a 
diagnosis according to ICD-10, and showed reasonable 
reliability and validity [81, 46, 82]. Moreover, it is 
available in two other forms: the Mini PAS–ADD [83] 
and the PAS-ADD Checklist [82]. The PAS-ADD is 
widely used and supported by an impressive amount of 
high quality research. However, also the PAS-ADD 
presents some critical issues, such as the time frame 
limits for the assessment of psychiatric 
symptomatology, that do not allow the use of 
screening-relevant retrospective data [75], or lack of 
sensitivity for schizophrenic spectrum disorders. 

A child and adolescent version of the Mini PAS-
ADD has recently come out in response to increasing 
requests concerning the lower age limit for using the 
original tool. This version, named ChA-PAS, can be 
used to interview the young person, or an informant, or 
both together [84]. 

Another tool worth of being mentioned is the 
Psychopathology Checklists for Adults with Intellectual 
Disability (P-AID) that has been designed to identify 
mental health needs at a high diagnostic level 
according to the DC-LD. It evaluates 10 psychiatric 
disorders and 8 types of problematic behaviours, and 
showed high internal consistency and inter-rater 
reliability. However, sensitivity and specificity are still to 
be confirmed [85].  

To address the aforementioned limitations of the 
cited assessment tools, the ‘Psychiatric Instrument for 
the Intellectually Disabled Adult (SPAID) has been 
recently developed. It includes a general version 
(SPAID-G) useful to screen for the most important 
psychopathologic areas of diagnosis. The key features 
of the SPAID-G are represented by the capability of 
detecting aggregate symptoms according to a 
diagnostic orientation, and to identify psychiatric 
symptoms by the observation of behaviours across the 
range of severity of ID. It allows a preliminary and 
useful screening that needs to be followed by the 
administration of other SPAID tools, representing some 
area-specific modules for the differential diagnosis. The 
SPAID-G showed good psychometric properties and is 
considered as a quick and understandable tool to be 
used by different professionals even without specific 
training [75].  

Our literature mapping on the instruments used for 
psychiatric assessment in PwID found some scales not 
specifically designed for this population. Among them, 
the ‘Adult Behavior Checklist (ABCL)’ [86] and the 
‘Brief Symptom Inventory (BSI)’ [87-89] have been 
particularly studied in the last years. 

Obviously, all the scales currently used should be 
adapted to DSM-5 and more research is clearly 
warranted.  

CONCLUSION 

Up until now, the assessment of PD in PwID is still 
challenging. Even though in the last years relevant 
advances have been reached, there are still several 
issues that have been accurately described in this 
review. Currently, there is an increasing interest in 
screening instruments to detect PD in PwID in a quick 
and accurate way in mental health services in order to 
provide appropriate care and support for these 
patients. Although their utility and strengths, the 
commonly used assessment tools are still affected by 
some problems of reliability and validity. In this context, 
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the more recent developed SPAID seems to be a 
promising diagnostic tool, allowing individualised 
assessment in this heterogeneous and variable patient 
group. 
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