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Overview 

 This thesis focussed on the psychometric properties of measures of mental wellbeing, 

for individuals with mild to moderate intellectual disabilities. The aim of the systematic 

review (Part 1) was to provide an update to previous evaluations of measures of common 

mental health problems and mental wellbeing, for adults with mild to moderate intellectual 

disabilities. The psychometric properties of nine measures were assessed using a quality 

assessment tool and a paucity of psychometrically robust measures of mental wellbeing for 

this population was observed. 

 The aim of the empirical paper (Part 2) was to assess the psychometric properties of a 

newly adapted version of the 14-item Warwick-Edinburgh Mental Wellbeing Scale 

(WEMWBS; Tennant et al., 2007) and the Short 7-item WEMWBS (SWEMWBS), for 

individuals with mild to moderate intellectual disabilities (WEMWBS-ID/SWEMWBS-ID). 

This adapted version was developed by the primary research supervisor, experts by 

experience and colleagues in the intellectual disability field. The results suggest that the 

WEMWBS-ID and SWEMWBS-ID have promising psychometric properties. This empirical 

study was completed jointly with another trainee clinical psychologist, who examined 

predictors of self-esteem in individuals with intellectual disabilities. 

 The critical appraisal (Part 3) describes my reflections on the process of completing 

the systematic review and empirical study. A consideration of how my previous experiences 

influenced why I chose this project, the specific challenges faced whilst completing both 

papers and my reflections on quantitative measurement in the field of positive mental health 

are discussed.  
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Impact Statement 

 This study contributes to research in the field of positive mental health, or mental 

wellbeing, which is considered a valuable resource for individuals and communities. 

Measurement in this field is crucial, in order to gauge levels of mental wellbeing in the 

population, whilst allowing the effectiveness of interventions to improve mental wellbeing to 

be evaluated. The Warwick-Edinburgh Mental Wellbeing Scale (WEMWBS; Tennant et al., 

2007) has been extensively validated in both adult and adolescent populations and is widely 

used in the UK and cross-culturally (e.g. Stewart-Brown et al., 2011). However, a specific 

measure of mental wellbeing for people with intellectual disabilities is still indicated. 

 The systematic review informs measurement choice for researchers and clinicians 

who may be interested in measuring mental health and mental wellbeing in individuals with 

mild to moderate intellectual disabilities. It indicates a paucity of psychometrically robust 

measures of mental wellbeing for this population, whilst also highlighting a need for 

continued research efforts into the quality of measures available for people with intellectual 

disabilities.  

 The empirical study, a preliminary evaluation of a newly adapted version of the 

WEMWBS and the Short 7-item WEMWBS (SWEMWBS) for individuals with mild to 

moderate intellectual disabilities (WEMWBS-ID/SWEMWBS-ID), suggests that these scales 

have promising psychometric properties. The WEMWBS-ID will enable clinicians working 

with individuals with intellectual disabilities to measure positive aspects of wellbeing and 

identify their strengths without relying solely on the report of carers or staff members.   

 Researchers in the intellectual disability field have expressed an interest in a 

psychometrically robust measure of wellbeing in this population, for example, to evaluate the 

impact of social prescribing. It is hoped that the WEMWBS-ID will continue to be piloted by 
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researchers in the UK and internationally and that their data may contribute to a larger-scale 

evaluation of the measure, to further support its reliability and validity.  
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A systematic review 
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Abstract 

Introduction: Multiple measures of mental health problems and mental wellbeing for adults 

with intellectual disabilities are available but investigations into their reliability and validity 

are still in the early stages. The aim of this systematic review was to provide an update to 

previous evaluations of measures of common mental health problems and wellbeing in adults 

with mild to moderate intellectual disabilities.  

Method: A systematic search was performed across three databases (MEDLINE, PsycINFO, 

SCOPUS). Papers were included if participants in the study were adults aged 18+ years old, 

at least 50% of the sample were reported to have a mild to moderate intellectual disability, 

the measure assessed common mental health problems or mental wellbeing, the article was 

published in a peer-reviewed journal in the English language and the measure was 

administered in the English language. Ten papers evaluating nine measures were reviewed 

and the psychometric properties of these measures discussed using the Characteristics of 

Assessment Instructions for Psychiatric Disorders in Persons with Intellectual Developmental 

Disorders (Zeilinger et al., 2013) as a framework. 

Results: Four measures were deemed to have promising psychometric properties, as these 

measures had at least one rating of “good” across both dimensions of reliability and at least 

one dimension of validity. Additionally, these measures were developed through 

consultations with mental health professionals and/or people with intellectual disabilities, 

thus were deemed to have good content validity. 

Conclusions: This review informs measurement choice for researchers and clinicians whilst 

highlighting a need for continued research efforts into the quality of measures available for 

people with intellectual disabilities. The results were limited by incomplete psychometric 
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evaluations of measures available, which made comparisons difficult. A paucity of 

psychometrically robust measures of mental wellbeing was observed.  
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Introduction 

The term “learning disability” is the preferred term in the UK to refer to people who 

have “significantly reduced ability to understand new or complex information, to learn new 

skills” and a “reduced ability to cope independently which starts before adulthood with 

lasting effects on development” (Cluley, 2018; Department of Health, 2001 p. 14). Various 

countries use the term “intellectual disability” as their preferred label and this is used 

increasingly in British learning disability policy, practice and research, reflecting the 

changing international context (Cluley, 2018). The social construction of labels has 

implications for individuals, particularly if the labels are associated with stigma, as is the case 

with these terms (Green et al., 2005).  Some self-advocates in England have expressed a 

preference for the term “learning difficulty”, rather than “disability” which may be 

considered socially limiting (Goodley, 2011). However, this term is used in UK educational 

settings to refer to specific learning difficulties such as dyslexia or dyspraxia and therefore 

may cause confusion if used interchangeably with the term learning disability. Whilst the 

potential disadvantages of using the term “intellectual disability” are acknowledged, this term 

will be used throughout the paper in line with research pertaining to this population. This 

decision was made to reflect the recent trend to use this term in a range of settings in the UK 

(Cluley, 2018). 

People with intellectual disabilities may experience higher rates of mental health 

problems compared with the general population (Cooper et al., 2007; Dunn et al., 2020), 

although estimates of prevalence are difficult to determine and range from 10-39% (Emerson 

& Hatton, 2007; Pouls et al., 2021). However, research suggests that the number of people 

with intellectual disabilities accessing mental health services is disproportionately low, 

compared to the prevalence rates of mental health problems in this population (Cooper et al., 

2007; Whittle et al., 2018). Whittle et al. (2018) reviewed the literature pertaining to barriers 
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and facilitators to accessing mental health services for people with intellectual disabilities. 

They noted that ‘diagnostic overshadowing’ (Reiss et al., 1982), the misattribution of mental 

health symptoms to a person’s intellectual disability rather than being identified as related to 

mental health, may act as a barrier to accessing care. Therefore, the process of identifying 

mental health problems in people with intellectual disabilities is key to facilitating access to 

mental health services (Chinn & Abraham, 2016).  

In addition to diagnostic overshadowing, researchers have described further 

challenges in assessing mental health problems and mental wellbeing in people with 

intellectual disabilities. Hartley and MacLean (2006) posited that Likert scales had better 

reliability and validity among people with borderline to mild intellectual disabilities, 

compared to those with a more severe intellectual disability. Emerson et al. (2013) suggested 

that difficulties for some people with intellectual disabilities in understanding the meaning of 

questions, recalling information and articulating responses may pose a challenge in acquiring 

self-report data. They highlighted that these difficulties may be minimised by designing 

scales specifically for people with intellectual disabilities using simplified wording and 

response formats. Mellor and Dagnan (2005) also suggested that people with mild to 

moderate intellectual disabilities may have difficulties in expressing their own emotions. 

However, Dagnan and Lindsay (2004) suggested that most people with intellectual 

disabilities who have good functional communication skills can accurately describe their 

mental state, when interview schedules are appropriately adapted (Hatton & Taylor, 2013). 

Finlay and Lyons (2001) reported that self-report measures for people with intellectual 

disabilities are often administered through face-to-face interviews, due to difficulties with 

reading and/or requiring support in understanding and responding to items. However, this 

may lead to under-reporting of thoughts, behaviours and experiences as interviews may be 
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perceived as less private and more exposing than written questionnaires (O’Keeffe et al., 

2019).  

An alternative or addition to self-report assessments are measures designed to be used 

with an informant, usually a paid carer or family member. These may be useful when there 

are challenges with communication or comprehension of items in measures, but there are 

concerns regarding their validity (Emerson et al., 2013), particularly in gathering information 

on sensitive topics (O’Keeffe et al., 2019). Furthermore, Bertelli et al. (2019) suggested that a 

carer’s own concerns and prejudices may influence their report.  

Although there is a wide range of measures of mental health problems for adults with 

intellectual disabilities available, investigations into their reliability and validity are still in 

the early stages (Hatton & Taylor, 2013). To date, two systematic reviews of measures of 

depressive symptoms in people with intellectual disabilities have been conducted (Hermans 

& Evenhuis, 2010; Perez-Achiaga et al., 2009). The earlier review concluded that the Reiss 

Screen for Maladaptive Behaviour (RSMB; Reiss, 1988) and the Psychiatric Assessment 

Schedule for Adults with Developmental Disabilities Checklist (PAS–ADD; Moss et al., 

1993) demonstrated robust psychometric properties. However, Hermans and Evenhuis (2010) 

disagreed on the utility of the PAS-ADD Checklist and the RSMB for screening for 

depression, as sensitivity and specificity had not been measured, though agreed that the 

psychometric properties of the RSMB were promising. They concluded that the Glasgow 

Depression Scale for people with a Learning Disability (GDS-LD; Cuthill et al., 2003) was 

the most promising self-report instrument, while the Assessment of Dual Diagnosis (ADD; 

Matson & Bamburg, 1998), the RSMB and the Children’s Depression Inventory (CDI; 

Kovacs, 1985) were promising informant-report measures. However, they noted that none of 

these informant-report measures had yet been satisfactorily assessed with regards to their 

psychometric properties when used with this population. Furthermore, Hermans et al. (2011) 
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conducted a systematic review of measures of anxiety for people with intellectual disabilities. 

They concluded that the Glasgow Anxiety Scale for people with an Intellectual Disability 

(GAS-ID; Mindham & Espie, 2003) was the most robust self-report instrument, whereas the 

Anxiety, Depression And Mood Scale (ADAMS; Esbensen et al. 2003) was the most 

promising informant-report instrument. 

In the field of mental health, there is a growing interest in promoting ‘positive mental 

health’, or mental wellbeing. Several conceptualisations of mental wellbeing have been 

debated, though the consensus is that wellbeing encompasses ‘feeling well’ (hedonia) and 

‘functioning well’ (eudaimonia), as opposed to a mere absence of symptoms of mental illness 

(Cooke et al., 2016; Deci & Ryan, 2008; Keyes, 2002; Stewart-Brown et al., 2015). There is 

growing evidence relating to the protective effect of mental wellbeing on mental and physical 

health (e.g. Keyes et al., 2010; Trompetter et al., 2017) Compared to the general population, 

there is less research pertaining to individuals with intellectual disabilities in this area 

(Raczka et al., 2020).  

The term ‘mental wellbeing’ has often been used interchangeably with ‘Quality of 

Life’ (QoL) in the literature (Cooke et al., 2016), although it has been argued that they refer 

to different theoretical concepts (Skevington & Böhnke, 2018), with QoL referring to “an 

individual's perception of their position in life in the context of the culture and value systems 

in which they live and in relation to their goals, expectations, standards and concerns” 

(WHOQOL Group, 1995, p. 1404). Two systematic reviews to date (Li et al., 2013; 

Townsend-White et al., 2012) have explored the measurement of QoL in adults with 

intellectual disabilities and these reviews included search terms related to “wellbeing”. In the 

first review, the authors concluded that the Choice Questionnaire (CQ; Stancliffe & 

Parmenter, 1999) and the Quality of Life Questionnaire (QOLQ; Schalock & Keith, 1993) 

were the most psychometrically robust measures, whilst the authors of the subsequent review 
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concluded that six out of the 24 measures of QoL they evaluated were psychometrically 

sound, though they did not express a preference for a particular measure. Flynn et al. (2017) 

recently conducted a systematic review of measures of mental health problems and mental 

wellbeing in children and adults with severe or profound intellectual disabilities. The 

Aberrant Behaviour Checklist (ABC; Aman & Singh, 1985), the Diagnostic Assessment for 

the Severely Handicapped Scale-II (DASH-II; Matson, 1995) and the Mood, Interest and 

Pleasure Questionnaire (MIPQ; Ross & Oliver, 2002, 2003) were rated as having good 

methodological quality for use with individuals who had severe to profound intellectual 

disabilities. The authors noted that tools measuring mental wellbeing in this population were 

lacking. 

The aim of this paper is to extend the results of the aforementioned systematic 

reviews and provide an update to previous psychometric evaluations of measures of mental 

health problems and wellbeing, in adults with intellectual disabilities. This will inform choice 

for clinicians and researchers interested in assessing mental health problems and mental 

wellbeing in this population. 

As Flynn et al. (2017) recently evaluated measures of mental health problems and 

mental wellbeing for people with severe or profound intellectual disabilities, this paper will 

evaluate measures used for people with mild to moderate intellectual disabilities. In addition 

to mental wellbeing, the present review will focus on the measurement of anxiety disorders or 

depression, described by NICE (2011) as “common mental health problems”, because 

combined, they affect more people than other mental health problems.  

The review sets out to answer the following questions: 

1. Which measures have been used to assess common mental health problems and mental 

wellbeing in adults with mild to moderate intellectual disabilities? 
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2. What are the psychometric properties of these measurement tools? 

Method 

Design 

The protocol for the present review was registered with Prospero 

(https://www.crd.york.ac.uk/prospero/; registration number: CRD42021270069).  

The PICO (Population, Intervention, Comparator, Outcome) framework was 

considered to guide the search strategy. The population was adults (aged 18+) with a mild to 

moderate intellectual disability. The intervention was the psychometric evaluation of 

measures. With regards to the comparator, an evaluative and descriptive tool was used to 

allow comparison between the measures. The outcomes of interest were symptoms of anxiety 

disorders and depression, and mental wellbeing.  

Search Strategy 

The Preferred Reporting Items for Systematic Reviews and Meta-Analyses 

(PRISMA) guidelines were used to inform the methodology employed. Electronic searches of 

the databases MEDLINE, PsycINFO and SCOPUS were conducted on 13th September 2021. 

In previous relevant systematic reviews, studies published by the following dates were 

included: December 2008 (measures of depression; Hermans & Evenhuis, 2010); February 

2010 (measures of anxiety; Hermans et al., 2011); May 2011 (measures of wellbeing; Li et 

al., 2013). The searches were therefore limited to papers published from January 2009 to 

September 2021, in order to minimise overlap with previous reviews whilst providing an 

update to the literature.  

The full list of search terms used is summarised in Table 1. Search terms were 

identified based on previous similar reviews (Flynn et al., 2017; Hermans & Evenhuis, 2010) 

and related to four headings, truncated where appropriate and combined using the Boolean 

https://www.crd.york.ac.uk/prospero/
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terms ‘OR’ and ‘AND’. These were as follows: (1) psychometric properties (e.g. validity, 

reliability, quality); (2) measurement (e.g. assessment, outcome, screening, questionnaire); 

(3) common mental health problems and mental wellbeing (e.g. anxiety, depression, mood, 

quality of life); (4) intellectual disabilities (e.g. learning disability, intellectual developmental 

disorder). As the focus of the present review was measures used with adults, an additional 

term, ‘NOT’, was used to exclude papers related to children and adolescents. Additional 

synonyms of these headings were also used and search terms accounted for both British 

English and American English spelling.  

 

  



21 

 

Table 1 

List of terms used in systematic search. 

Psychometric 

properties 

Measures Common mental 

health problems 

and wellbeing 

Intellectual 

disabilities 

NOT 

valid* or 

properties or 

quality or 

methodolog* or 

reliab* or feasib* 

or psychometri* 

or sensitiv* or 

specificity 

assess* or 

outcome* or 

index* or 

inventor* or 

item* or 

measur* or 

subscale* or 

scale* or 

screen* or 

tool* or 

survey* or self 

report* or 

test* or 

rating* or 

score* or 

questionnai* 

 

 

 

Mental health or 

mood or 

depress* or 

anxiet* or 

anxiou* or 

phobia or panic 

or traum* or gad 

or worry or 

worrie* or 

sadness or post 

traumatic or ptsd 

or ocd or 

obsessive 

compuls* or 

body dysmorph* 

 

psychosocial or 

wellbeing or 

well being or 

quality of life or 

happiness or life 

satisfaction or 

personal growth 

or self accept* 

or self actuali* 

 

exp Mental 

Health/ or exp 

Happiness/ or 

exp Well Being/ 

or exp 

Emotional 

States/ 

 

exp intellectual 

development 

disorder/ 

 

(intellectual or 

development* or 

learning*) adj2 

(disabilit* or 

impair* or 

difficult* or 

disorder* or 

handicap*) 

 

mental* retard* 

 

down* 

syndrome 

 

Infant* or 

infancy or 

Newborn* or 

Baby* or 

Babies or 

Neonat* or 

Preterm* or 

Prematur* or 

Postmatur* or 

Child* or 

Schoolchild* or 

School age* or 

Preschool* or 

Kid or kids or 

Toddler* or 

Adolescen* or 

Teen* or Boy* 

or Girl* or 

Minors or 

Puberty or 

Pubescen* or 

Prepubescen* 

or Paediatric* 

or Pediatric* or 

Nursery or 

Kindergar* or 

Primary school* 

or Secondary 

school* or 

Elementary 

school* or High 

school* or 

Highschool* 

 

 

Inclusion Criteria 

Papers were included if:  
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(1) The participants in the study were adults aged 18+ years old. If a study included any 

participants who were aged 17 or below, the paper was included if the results for the 

participants aged above and below 18 years old were reported separately. A cut-off of 18 

years old rather than 16 was set to ensure that the measures reviewed were appropriate for 

adults and also to reduce the overlap with systematic reviews of measures for children 

and adolescents with intellectual disabilities (e.g. Halvorsen et al., 2022). 

(2) At least 50% of the sample were reported to have a mild to moderate intellectual 

disability. This was to ensure that there was a majority of people with mild to moderat 

intellectual disabilities in the study sample.  

(3) The measure assessed common mental health problems or mental wellbeing. NICE 

(2011) identified depression and anxiety disorders including generalised anxiety disorder, 

panic disorder, specific phobias, Obsessive Compulsive Disorder (OCD), body 

dysmorphic disorder, Post-Traumatic Stress Disorder (PTSD), health anxiety or social 

anxiety as common mental health problems. Mental wellbeing was conceptualised as 

encompassing dimensions of hedonia (life satisfaction and positive affect) and 

eudaimonia (personal growth and self-acceptance). As previously mentioned, although it 

has been argued that they are theoretically different, the terms mental wellbeing and 

‘Quality of Life’ have often been used interchangeably in the literature (Cooke et al., 

2016). Therefore, to ensure that all of the relevant papers were included, studies which 

referred to measures of either mental wellbeing or QoL were included. Measures of 

health-related QoL were not included due to the narrow focus on physical health-based 

constructs, which does not capture broader aspects of QoL or mental wellbeing. 

(4) The main aim of the study was to evaluate the psychometric properties of a measure. 

(5) The article was published in a peer-reviewed journal in the English language. 
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(6) The measure was administered in the English language. This was so that the review may 

inform measurement choice for fellow English-speaking researchers and clinicians. 

Screening Process 

See Figure 1 for the PRISMA flow diagram which summarises the systematic review 

screening process. The initial search yielded 3936 papers which reduced to 2434 following 

the removal of duplicates. The titles were initially screened and where indicated, abstracts 

were reviewed. Additionally, citation searches and an inspection of reference lists were 

undertaken to ensure that no further eligible studies were missed. The full text of potentially 

eligible articles (n = 121) was reviewed against the inclusion criteria. This process was 

audited by the research supervisor. One disagreement arose during this audit, as one paper 

met all of the inclusion criteria except for one (majority of sample reported to have a mild to 

moderate intellectual disability). In order for a paper to be included in the review, the 

minimum percentage of the sample required to have a mild to moderate intellectual disability 

was initially set at 70%. This was based on the methodology employed by Flynn et al. (2017), 

who only included studies with at least 70% of the sample reportedly having a severe or 

profound intellectual disability. Following discussions with the research supervisor, it was 

agreed that lowering this threshold to at least 50% would still ensure that the majority of a 

sample comprised individuals with mild to moderate intellectual disabilities, whilst reducing 

the likelihood of relevant papers being excluded in the present review. A consensus was 

reached and this paper was subsequently included in the final selection. As a result, ten 

eligible articles, which evaluated nine measures, were included in the review.  

As the search was limited to papers published from January 2009 onwards, in order to 

provide a comprehensive overview of the psychometric properties of a measure, previously 
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published articles which also reported on the quality of one of the nine included measures 

were reviewed for data extraction, if these studies also met the inclusion criteria.   
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Figure 1. PRISMA flow diagram of study selection for review  

 

Quality Appraisal 

The Characteristics of Assessment Instructions for Psychiatric Disorders in Persons 

with Intellectual Developmental Disorders (CAPs-IDD; Zeilinger et al., 2013) is a 

comprehensive framework for evaluating and describing measures of psychiatric disorders in 

people with intellectual disabilities. The CAPs-IDD does not produce a total score, but it was 
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used in the present review to summarise the psychometric properties of the included 

measures. This was guided by the methodology employed by Flynn et al. (2017), who 

conducted a similar review for the severe to profound intellectual disability population, also 

using the CAPs-IDD.  

There are two parts to the CAPs-IDD. Part 1 relates to the conceptual and 

measurement model of an instrument, describing basic information about the measure, how 

the measure was developed and measurement characteristics. Part 2 pertains to psychometric 

properties and summarises information about the validity (criterion, content, construct and 

face), reliability (internal consistency, test-retest reliability and measurement error), 

objectivity of application, objectivity of interpretation and feasibility of a measure. The 

review used Part 2 of the CAPs-IDD framework (pertaining to psychometric properties) to 

discuss the findings of the quality appraisal. For the purpose of this review, measurement 

error was not discussed as no information pertaining to this was identified in the reviewed 

papers. Furthermore, face validity was not reviewed separately, as it overlapped with content 

validity in the CAPs-IDD framework, which encompassed both the relevance and 

comprehensiveness of items in the measures.  

In order to determine the psychometric quality of included measures, they were 

subsequently rated on the four-point scale used by Flynn et al. (2017) (++ excellent; + good; 

− fair; - poor). Further information can be found in Table 2. With regards to interpreting 

results of factor analyses, a Root Mean Square Error of Approximation (RMSEA) of ≤ .06 

and a Comparative Fit Index (CFI) of > 0.95 were rated as a good fit (Hu & Bentler, 1999). It 

should be noted that there is variability in the literature with regards to cut-offs for ‘good’ and 

‘poor’ ratings and therefore the criteria in Table 2 serve as a guide for interpretation.  
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A second reviewer independently extracted data from the included papers and rated 

the quality of the measures. Differences in ratings were discussed until a consensus was 

reached. 

 

Table 2  

Criteria used to interpret the results of psychometric evaluations. 

Measure Range Rating Source 

Correlation coefficient .7 – 1  

.5 – .69  

.3 – .49  

< .29  

++ 

+ 

– 

- 

Hinkle et al. (2002) 

Cronbach’s alpha 0.9 – 1 

0.8 – 0.89  

0.7 – 0.79  

0.0 – 0.69 

++ 

+ 

– 

- 

Cicchetti (1994) 

 

Intra-class correlations .7 – 1  

.5 – .69  

.3 – .49  

< .29  

++ 

+ 

– 

- 

Cicchetti and Sparrow (1981) 

 

 

Results 

The screening process yielded ten papers, which reviewed nine measures. The 

measures included in the review are listed in Table 3. Five papers presented initial studies of 

the psychometric properties of a measure (Brooks et al., 2013; Chaplin et al., 2013; 

McGillivray et al., 2009; Raczka et al., 2020; Wigham et al., 2011) and four papers detailed 

further analyses of measures which had been previously validated in other studies (Briscoe et 

al., 2019; Devine et al., 2010; Rojahn et al., 2011; Wigham et al., 2021). The paper by Hall et 

al. (2014) included results from an initial study of a measure in addition to results from 

further analyses of another measure, which had been previously validated in different paper.  
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Table 3 

List of measures included in the present review. 

Measure Acronym Original authors 

Anxiety, Depression and Mood Scale ADAMS Esbensen et al. (2003) 

Assessment of Dual Diagnosis ADD Matson & Bamburg (1998) 

Clinical Outcomes in Routine 

Evaluation-Learning Disabilities 

CORE-LD Brooks et al. (2013) 

Impact of Events Scale-Intellectual 

Disabilities 

IES-IDs Hall et al. (2014) 

Lancaster and Northgate Trauma Scales LANTS Wigham et al. (2011) 

Mini-Maslow Assessment of Needs 

Scale-Learning Disabilities 

Mini-MANS-LD Raczka et al. (2020); 

Skirrow & Perry (2009) 

Mini Psychiatric Assessment Schedule 

for Adults with a Developmental 

Disability 

Mini PAS-ADD Moss (2002); 

Prosser et al. (1998) 

Personal Wellbeing Index-Intellectual 

Disability 

PWI-ID Cummins et al. (2003); 

McGillivray et al., (2009) 

Self Assessment and Intervention (self-

report section) 

SAINT Chaplin et al. (2012) 

 

Further details about the measures and data on their reliability and validity are 

presented in Tables 4 and 5. Five measures included items which pertained to a broader 

spectrum of disorders or mental health difficulties (ADAMS, ADD, CORE-LD, Mini PAS-

ADD, SAINT), two measured PTSD (IES-IDs, LANTS), and two measured QoL (Mini-

MANS-LD, PWI-ID). Five of the measures reviewed were self-report (CORE-LD, IES-IDs, 

Mini-MANS-LD, PWI-ID, SAINT) and three were designed to be used with an informant 

(ADAMS, ADD, Mini-PAS-ADD). The LANTS included both a self-report and an 

informant-report scale. Three measures were recommended to detect changes over time 
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and/or in response to an intervention (e.g., as a routine outcome measure; CORE-LD, Mini-

MANS-LD, PWI-ID). 

The CAPs-IDD tables which provide a comprehensive description of the conceptual 

and measurement model and psychometric properties of the nine measures are presented in 

Appendix A (Tables A1-A9).  
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Table 4 

Description of measures included in the present review. 

Measure Concept measured Recommendation 

for use 

Experts 

involved in test 

development 

Respondent  Measure content 

ADAMS Broader spectrum of disorders: 

manic/hyperactive behaviour, 

depressed mood, social 

avoidance, general anxiety and 

obsessive/compulsive 

behaviour 

Screening Mental health 

professionals 

Third person: 

Caregiver (e.g. 

direct care staff, 

family carer, 

teacher) 

28 items  

 

4-point rating scale that combines 

frequency and severity ratings; from 0 

(behaviour has not occurred or is not a 

problem) to 3 (behaviour occurs a lot, 

or is a severe problem) 

ADD Broader spectrum of disorders: 

mania, depression, anxiety, 

post-traumatic stress disorder, 

substance abuse, somatoform 

disorder, dementia, conduct 

disorder, pervasive 

developmental disorder, 

schizophrenia, personality 

disorders, eating disorders and 

sexual disorders 

Screening Mental health 

professionals 

Third person: 

Caregiver (e.g. 

direct care staff, 

family carer, 

teacher) 

79 items 

 

Three 3-point rating scales: (1) 

frequency, ranging from 0 (not at all) 

to 2 (more than 10 times), (2) duration, 

ranging from 0 (less than 1 month) to 2 

(over 12 months), and (3) severity, 

ranging from 0 (no disruptions or 

damage) to 2 (caused property damage 

or injury) 

CORE-

LD 

Broader spectrum of disorders: 

psychosocial functioning, 

emotional difficulties and 

wellbeing 

Screening, 

research, 

evaluation of 

interventions 

Mental health 

professionals 

and persons 

with 

intellectual 

disabilities 

Person with 

intellectual 

disability 

14 items 

 

3-point rating scale with visual iconic 

representations. Beakers depict 

frequency (an empty beaker 

representing ‘not at all’, half-full 

beaker for ‘sometimes’ and a full 

beaker for ‘a lot’) 
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Measure Concept measured Recommendation 

for use 

Experts 

involved in test 

development 

Respondent  Measure content 

IES-IDs Specific Disorder: Anxiety 

disorder (PTSD) 

Screening Mental health 

professionals 

and direct care 

staff 

Person with 

intellectual 

disability 

22 items 

 

3-point rating scale augmented with a 

visual scale. Respondents are asked 

whether they have experienced the 

symptom (yes/no) and then asked, 

‘how much has that upset or scared 

you?’ (‘a little bit’, ‘in the middle’ or 

‘a lot’). 

LANTS Specific Disorder: Anxiety 

disorder (PTSD) 

 

The informant version 

measures the outward 

presentation of a trauma 

effect, i.e. observable 

behaviours, and the self-report 

version measures subjective 

affective, biological and 

emotional state. 

Screening, 

research 

Mental health 

professionals, 

persons with 

intellectual 

disabilities, 

direct-care 

staff and 

family carers 

Person with 

intellectual 

disability and 

caregiver (e.g. 

direct care staff, 

family carer, 

teacher) 

Self-report scale: 29 items 

 

4-point visual rating scale (‘no’, ‘a 

little’, ‘sometimes’, or ‘a lot’) 

indicating the frequency of subjective 

states experienced. 

 

Informant scale: 43 items 

 

Three subscales: behavioural changes, 

frequency and severity. Each question 

was rated for frequency on a 6-point 

scale (‘none’, ‘monthly’, ‘weekly’, 

‘several times a week’, ‘daily’, or 

‘several times a day’) and severity on a 

3-point scale (‘mild’, ‘moderate’ or 

‘severe’). 
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Measure Concept measured Recommendation 

for use 

Experts 

involved in test 

development 

Respondent  Measure content 

Mini-

MANS-

LD 

Other: Quality of life 

 

 

Screening and 

evaluation of 

interventions 

Mental health 

professionals 

and persons 

with ID 

Person with 

intellectual 

disability 

9 items 

 

5-point Likert-type scale, using a 

pictorial and verbal scale. Items reflect 

Maslow’s (1943) hierarchy of needs: 

physiological, safety, social, esteem 

and self-actualisation. 

Mini 

PAS-

ADD 

Broader spectrum of disorders: 

depression, anxiety, hypo-

mania, obsessive compulsive 

disorder, psychosis, 

unspecified disorder 

(including dementia) and 

autistic spectrum disorder 

Screening Mental health 

professionals 

Third person: 

Health 

professional or 

caregiver 

66 items  

 

Provides a framework for staff to 

collect information from informants. 

All items rated on a 4-point scale 

depending on their presence and/or 

level of severity over the previous 4 

weeks (‘symptoms not present’, ‘mild 

symptoms’, ‘moderate symptoms’, or 

‘severe symptoms’. 
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Measure Concept measured Recommendation 

for use 

Experts 

involved in test 

development 

Respondent  Measure content 

PWI-ID Other: Quality of life Screening and 

evaluation of 

interventions 

Other: 

Scholars 

Person with 

intellectual 

disability 

7 items 

 

Items reflect satisfaction with standard 

of living, health, life achievement, 

personal relationships, personal safety, 

community-connectedness, future 

security. The scale incorporates a pre-

testing protocol to determine which 

response scale to use. If the standard 

11-point response scale was too 

complex, a visual scale (drawings of 

faces) with a choice of either 5, 3 or 2 

points was used instead. 

SAINT Broader spectrum of disorders: 

feelings, emotions, and 

symptoms of poor mental 

health 

Other: To assist 

people with 

intellectual 

disabilities in 

recognising and 

reporting 

symptoms of 

mental distress 

Mental health 

professionals 

and persons 

with 

intellectual 

disabilities 

Person with 

intellectual 

disability 

10 items 

 

Self-report statements accompanied by 

pictures. The tool uses a dichotomous 

yes/no format. 
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Table 5 

Data on the reliability and validity of measures included in the present review. 

 

Measure Reliability Validity 

 Internal consistency Test-retest Criterion Content Construct 

ADAMS Total score: 

α = 0.90 (++) 

 

Mean subscale: 

α = 0.83 (+) 

 

Subscales: 

α = 0.78 – 0.85 (– to +) 

ND ND ND Confirmatory factor analysis (-): 

CFI = .89 

RMSEA = .10 

 

Convergent (++): 

ADAMS depression and ADD 

depressed mood subscales (rs = .77, p 

< .000) 

ADAMS general anxiety and ADD 

anxiety subscales (rs = .75, p < .000) 

ADAMS Manic/Hyperactive and 

ABC Hyperactivity subscales (rs = 

.75, p < .000) 

ADD Total score: 

α = 0.91 (++) 

 

Mean subscale: 

α = 0.59 (-) 

Subscales: 

α = 0.18 – 0.84 (- to +) 

ND ND ND Confirmatory factor analysis (-): 

Model would not converge after over 

60 iterations 

 

Convergent (+ to ++): 

ADD depressed mood and ADAMS 

depression subscales (rs = .77, p < 

.000) 

ADD anxiety and ADAMS general 

anxiety subscales (rs = .75, p < .000) 

ADD Depression subscale and ABC 

Lethargy subscale (rs = .63, p < .000)  
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Measure Reliability Validity 

 Internal consistency Test-retest Criterion Content Construct 

CORE-

LD 

α = 0.80 (+) 1 week 

 

n = 50 

 

ρ = .64 (+)  

ND Methodology 

supports content 

validity (items 

adapted from an 

established 

measure, focus 

group contributed 

to measure 

development) 

Convergent (+): 

CORE-OM (rs = .68, p < .001) 

IES-IDs Total score: 

α = 0.90 – 0.91 (++) 

 

Subscales: 

α = 0.61 – 0.88 (– to +) 

 

 

2 weeks 

 

n = 40 

 

Total score: 

ICC = .86 (++) 

 

Subscales: 

ICC = .65 – .85 (+ to 

++) 

ND Methodology 

supports content 

validity (items 

adapted from an 

established 

measure, mental 

health 

professionals 

were consulted 

during measure 

development) 

Convergent (- to ++): 

GDS self-report scale (r = .60, p < 

.001)  

GDS informant scale (p > .05) 

GAS (r = .40, p < .01) 

LANTS self-report scale (r = .76, p < 

.001) 

LANTS informant subscales (r = .28 

– .37, p < .05) 

Trauma frequency (r = .35, p < .05)  
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Measure Reliability Validity 

 Internal consistency Test-retest Criterion Content Construct 

LANTS Self-report scale: 

α = 0.84 – 0.89 (+) 

 

Informant subscales: 

α = 0.80 – 0.92 (+ to 

++) 

Wigham et al. (2011): 

5-6 weeks  

 

Self-report scale:  

n = 48 

rs = .72, p < .01 (++) 

 

Informant subscales:  

n = 33 

rs = .57 – .59, p < .01 

(+) 

 

Hall et al. (2014): 

2 weeks 

 

Self-report scale:  

n = 40 

ICC = .92 (++) 

 

Informant subscales:  

n = 32  

ICC = .80 – .84 (++) 

 

ND Methodology 

supports content 

validity (items 

derived by 

consulting a 

number of 

sources e.g. 

literature reviews 

and focus groups) 

Factor analysis of self-report scale  

(–): 

Four factor structure which 

accounted for 53.46% of the 

variance. Seven items removed due 

to particularly high skewness and/or 

kurtosis. Kaiser-Meyer-Olkin value 

was acceptable (0.75). 

 

Convergent: 

Self-report scale (– to ++): 

IES (general population measure) 

subscales (rs = .58 – .62, p < .01) 

IES-IDs (r = .76, p < .001) 

BLESID (rs = .45, p < .01) 

BSI (rs = .62, p < .01) 

 

Informant subscales (- to +): 

IES-IDs (r = .28 – .37, p < .05) 

PEDS (rs = .35 – .50, p < .01) 

PAS-ADD (rs = .26 – .62, p < .01) 

BLSEID (rs = .54 – .64, p < .01) 

 

Convergence between LANTS self-

report and informant subscales (-): 

Behavioural changes (rs = .20, p < 

.005) 

Frequency (rs = .13, p > .05) 

Severity (rs = .16, p > .05) 
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Measure Reliability Validity 

 Internal consistency Test-retest Criterion Content Construct 

Mini-

MANS-

LD 

α = 0.74 (–) ND ND Methodology 

supports content 

validity (items 

adapted from an 

established 

measure, experts 

by experience 

were consulted) 

Convergent (+): 

PWI-ID (r = .67, p < 0.001) 

 

 

Mini 

PAS-

ADD 

ND ND Sensitivity: 

100% (informants 

and psychiatrist 

correctly identified 

the same five 

individuals who 

had a potential 

mental health 

problem) 

 

Specificity: 

77% (informants 

and psychiatrist 

correctly identified 

17 people who did 

not a have mental 

health problem; 

psychiatrist did not 

identify a mental 

health problem for 

five people, 

Methodology 

supports content 

validity (items 

adapted from an 

established 

measure) 

ND 
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Measure Reliability Validity 

 Internal consistency Test-retest Criterion Content Construct 

whereas the 

informants using 

the Mini PAS-

ADD scored them 

above the 

threshold) 

PWI-ID α = 0.76 (–) 1-2 weeks 

 

n = 31 

 

r = .67, p < .05 (+) 

ICC = .57 (+) 

 

ND ND Convergent (- to –): 

Life as a whole: r = .27 – .44, p < .05 

 

Factor analysis: 

Two factor structure which 

accounted for 57.97% of the 

variance. However, as one of the 

items loaded onto both factors and 

the minimum number of items for a 

factor was not met, the analysis 

resolved to a single factor. 

 

SAINT α = 0.83 (+) 1 week 

 

n = 20 

 

r = 0.90, p < .01 (++) 

ND Methodology 

supports content 

validity (Delphi 

methods and 

focus groups were 

employed to 

inform the 

contents of the 

measure) 

Convergent (+ to ++): 

GDS: r = 0.71; p < .01 

GAS: r = 0.58; p < .01 

Note: ++ Excellent; + Good; – Fair; - Poor; ND No Data; CFI Comparative Fit Index; ICC Intraclass Correlation Coefficient; RMSEA Root Mean Square 

Error of Approximation 
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Measures: BLESID Bangor Life Events Schedule for Intellectual Disabilities (Hulbert-Williams et al., 2011); BSI Brief Symptom Inventory (Derogatis, 1993); 

CORE-OM Clinical Outcomes in Routine Evaluation - Outcome Measure (Evans et al., 2002); GAS Glasgow Anxiety Scale; GDS Glasgow Depression Scale; 

IES Impact of Events Scale (Horowitz et al., 1979); PAS-ADD Psychiatric Assessment Schedule for Adults with Developmental Disability; PEDS Paediatric 

Emotional Distress Scale (Saylor et al., 1999) 
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Sample Characteristics 

 A summary of the sample characteristics is presented in Table 6. Most of the included 

studies were conducted in the UK, in addition to one study which was conducted in Australia 

and another in the USA. Sample sizes ranged from 33 to 324. The percentage of male 

participants in each sample ranged from 40.7% to 85.9%. Seven studies reported the mean 

age of the participants and this ranged between 33.0 to 45.6 years old. The age range for 

participants was not reported in all of the papers, although they specified that only adults 

aged 18+ were recruited. Participants were recruited from a range of sources, including 

clinical services for people with intellectual disabilities, residential services and day centres. 

Participants’ ethnicity was reported in four studies, in which at least 71.1% of the samples 

were White. With regards to the severity of intellectual disability, one study included 

participants with severe and profound intellectual disabilities (who made up < 50% of the 

sample) and another included participants with borderline intellectual disabilities (6.3% of the 

sample). The remaining studies only recruited participants with either a mild or moderate 

intellectual disability, although the breakdown of severity of intellectual disability within the 

sample was not always reported.  
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Table 6 

Summary of sample characteristics included in the present review. 

Authors Measure(s) Recruitment source Country Sample size 

(% Male) 

Mean age in 

years 

(range) 

Ethnicity Severity of 

intellectual 

disability 

Rojahn et al., 

(2011) 

ADAMS & 

ADD 

Referrals to a 

psychiatric 

outpatient clinic and 

behavioural 

support programme 

USA 263  

(66.2%) 

37.8 

(range not 

stated) 

71.1% White 

American, 12.5% 

African American, 

7.2% Asian/Pacific 

Islander, 4.2% 

Hispanic 

American, 1.1% 

American Indian, 

3.4% Other 

24% mild, 34.6% 

moderate, 23.3% 

severe, 17.5% 

profound 

Brooks et al. 

(2013) 

CORE-LD 

 

 

 

Intellectual 

disability services 

(NHS or local 

authority), voluntary 

sector organisations 

and supported living 

UK 324 

(40.7%) 

Mean age not 

stated 

(18–80) 

83.6% White 

British, 7.1% 

Asian/Asian 

British, 7.1% 

Black/Black 

British, 2.2% Other 

 

Recorded for 261 

participants: 81% 

mild, 19% 

moderate 

Briscoe et al. 

(2019) 

 

CORE-LD 

 

Two inpatient 

hospitals 

UK 41 

(48.8%) 

36.5 

(20–64) 

Not stated All participants 

had mild or 

moderate 

intellectual 

disabilities 

Hall et al. (2014)  IES-IDs & 

LANTS 

NHS teams, 

residential services 

and day centres 

UK 40 

(42.5%) 

37.0 

(range not 

stated) 

Not stated All participants 

had mild 

intellectual 

disabilities 
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Authors Measure(s) Recruitment source Country Sample size 

(% Male) 

Mean age in 

years 

(range) 

Ethnicity Severity of 

intellectual 

disability 

Wigham et al. 

(2011) 

 

 

LANTS NHS services, day 

centres, social 

services and 

independent service 

providers 

UK 99 

(85.9%) 

Female: 45.6  

(21–60) 

 

Male: 40.2 

(19–75) 

 

Not stated for 

19 participants 

99.0% White 

British, 1.0% Other 

All participants 

had mild or 

moderate 

intellectual 

disabilities 

 

 

Wigham et al. 

(2021) 

 

 

 

LANTS 

 

 

NHS inpatient 

services and 

community service 

providers 

 

 

UK 

 

 

98 

(85.7%) 

 

 

41.0 

(range not 

stated) 

 

 

100% White 

British 

 

 

All participants 

had mild or 

moderate 

intellectual 

disabilities 

Raczka et al. 

(2020) 

Mini-

MANS-LD 

Intellectual 

disability services 

UK 33 

(42.4%) 

39.1 

(22–69) 

 

78.8% White 

British, 12.1% 

Black/Black 

British, 6.1% 

Asian/Asian 

British, 3.0% Other 

87.9% mild, 

12.1% moderate 

Devine et al. 

(2010) 

Mini PAS-

ADD 

Community-based 

adult services, day-

care services 

UK 96 

(50.0%) 

 

Mean age not 

stated 

(18–65) 

Not stated 6.3% borderline, 

38.5% mild, 

55.2% moderate 
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Authors Measure(s) Recruitment source Country Sample size 

(% Male) 

Mean age in 

years 

(range) 

Ethnicity Severity of 

intellectual 

disability 

McGillivray et al. 

(2009) 

PWI-ID  Government and 

non-government 

services or 

programs for people 

with intellectual 

disabilities 

Australia 114 

(54%) 

33.0 

(18–60) 

 

Not stated for 

2 participants 

Not stated 71.9% mild, 

28.1% moderate 

Chaplin et al. 

(2012) 

SAINT Supported group 

homes, NHS 

services, third sector 

and local authority 

providers 

UK 54  

(57.4%) 

39.4 

(18–77) 

 

Not stated 92.6% mild, 7.4% 

moderate 
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Reliability 

Internal Consistency 

Internal consistency is the extent to which items in a questionnaire are correlated and 

therefore measure the same concept (Terwee et al., 2007). Internal consistency was assessed 

for eight measures and was generally high. Three measures had excellent total score internal 

consistencies (ADAMS, ADD, IES-IDs), three measures were rated as having “good” 

internal consistency (CORE-LD, LANTS, SAINT) and two were rated as “fair” (Mini-

MANS-LD, PWI-ID). However, subscale internal consistencies across the measures were 

generally lower, as detailed in Table 5.  

Test-retest 

Test-retest reliability refers to the degree to which repeated administrations of a 

measure provide similar responses (Terwee et al., 2007). The time period between 

administrations is often one or two weeks, to prevent recall whilst ensuring that clinical 

change has not occurred (Terwee et al., 2007). Good test-retest reliability suggests that the 

construct being measured does not change over time (Collins, 2007) and therefore is not 

state-dependent. Test-retest reliability was reported for five measures (CORE-LD, IES-IDs, 

LANTS, SAINT, PWI-ID). The time period between administrations of the measure ranged 

from one to six weeks. The coefficients ranged between good (CORE-LD, LANTS informant 

scale, PWI-ID) and excellent (IES-IDs, LANTS self-report scale, SAINT). 

Validity 

Criterion Validity 

 Criterion validity refers to the extent to which scores on an instrument relate to a 

‘gold standard’ measure (Terwee et al., 2007). Hatton et al. (2013) noted that an issue with 
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testing validity stringently in this field is the lack of ‘gold standard’ measures of mental 

health problems for people with intellectual disabilities. Clinical opinion is still preferred by 

many researchers as the gold standard method (Perez-Achiaga et al., 2009). In the present 

review, criterion validity was evaluated only for one measure (Mini PAS-ADD), by 

examining the sensitivity and specificity the measure compared to an assessment by a 

psychiatrist. Sensitivity analysis was found to be perfect, however specificity analysis was 

lower.  

Content Validity 

 Content validity refers to the extent to which concepts are represented by the items in 

the measure (Terwee et al., 2007). Content validity is deemed to be good if a clear description 

of the concept being measured and item selection is provided, in addition to the target 

population and experts being involved in the measure development process (Terwee et al., 

2007). In the present review, six measures addressed at least one aspect of content validity 

(CORE-LD, IES-IDs, LANTS, Mini-MANS-LD, Mini-PAS-ADD, SAINT). The items in 

four of these (CORE-LD, IES-IDs, Mini-MANS-LD, Mini-PAS-ADD) were derived from 

established measures of mental health or wellbeing. Four measures were reported to be 

developed through consultation with both people with intellectual disabilities and mental 

health experts (CORE-LD, LANTS, Mini-MANS-LD, SAINT). Mental health professionals 

were consulted during the development of the IES-IDs. 

Construct Validity 

 Construct validity refers to the extent to which measures of theoretically related 

constructs converge, whilst theoretically unrelated constructs do not. It also refers to the 

structural validity of a measure and whether different dimensions within the measure 

correlate.  
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 Convergent validity was examined in all measures except for the Mini-PAS-ADD. 

The CORE-LD and Mini-MANS-LD were correlated with only one other measure which 

may limit assessment of convergent validity, while the other measures were correlated with 

more than one measure. There was a broad range in the strength of significant correlations 

with other measures and five measures had a minimum rating of ‘good’ (ADAMS, ADD, 

CORE-LD, Mini-MANS-LD, SAINT). Six measures demonstrated excellent convergent 

validity with at least one other measure (ADAMS, ADD, IES-IDs, LANTS, SAINT). It 

appeared that the relationship between self-report and informant-report measures was poorer, 

as the correlation between the IES-IDs and the GDS informant scale was not significant, 

whilst the correlations between the IES-IDs and the LANTS informant subscales ranged from 

poor to fair. The correlation between the LANTS informant subscales and PAS-ADD ranged 

from poor to good. Furthermore, the convergence between the LANTS self-report and 

informant-report subscales was also poor, as the magnitude of the correlation with the 

behavioural changes subscale was low, whilst the correlations with the frequency and 

severity subscales were not significant.  

 There were insufficient investigations into the factorial structures of included 

measures. A factor analysis was attempted for four of the measures (ADAMS, ADD, LANTS 

self-report scale, PWI-ID). This was rated as “poor” for the ADAMS, whilst the model would 

not converge for the ADD. The anticipated factor structures were confirmed for the PWI-ID 

and LANTS, though seven items were removed from the analysis of the LANTS due to 

particularly high skewness and/or kurtosis. There are different recommendations in the 

literature for the number of participants required for factor analytic techniques, for example, 

Guadagnoli and Velicer (1988) suggested n = 100–200, whereas a minimum of 1:5 item: case 

ratio was recommended by Floyd and Widaman (1995). With regards to the adequacy of 

sample sizes in the included studies which examined factor structure, this was considered 
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acceptable for the ADAMS, ADD (both n = 263) and PWI-ID (n = 114). The sample size for 

the LANTS self-report study was slightly below the recommendation (n = 98). 

Objectivity of Application, Interpretation, Norming and Fairness 

 With regards to the objectivity of application and interpretation, some instructions for 

administration of the CORE-LD and IES-IDs were reported in the published papers although 

instructions for coding were not. A short manual was available for administration and coding 

for the Mini-MANS-LD. A more comprehensive manual is available for the Mini-PAS-ADD 

and PWI-ID. Guidelines for administration and coding were not found through a web search 

for the remaining measures. With regards to the SAINT, the authors reported that it was not 

intended to be coded as it has not been designed as a diagnostic tool and its purpose was to 

help individuals with intellectual disabilities to recognise symptoms of mental distress. 

 In the included studies, little to no information was reported with regards to normative 

or comparative data from the general population. McGillivray et al. (2009) compared PWI-ID 

ratings with PWI ratings from general population samples and found that the total scores did 

not differ significantly. For included measures which were adapted from measures designed 

for the general population (for example, the CORE-LD and IES-IDs), normative data may be 

found in the published papers assessing the psychometric properties of the general population 

measures, for example the Clinical Outcomes in Routine Evaluation-Outcome Measure 

(CORE-OM; Evans et al., 2002) and The Impact of Events Scale-Revised (IES-R; Weiss & 

Marmar, 1997). 

 In terms of representativeness and generalisability, convenience samples were used in 

all of the included studies, which may have limited fairness concerning culture, gender and 

age. Data on ethnicity and age was not reported consistently in the studies. Further 

information may be found in the “Sample Characteristics” section of this review.   
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Feasibility  

 No information on the percentage of missing values was reported in the included 

papers. No information regarding the ease of administration, burden of completing the 

measure or acceptability was reported for the ADAMS or ADD. Briscoe et al. (2019) 

reported that participants indicated that they found completing the CORE-LD easier than the 

CORE-OM. In terms of the IES-IDs, professionals in an Adult Community Learning 

Disability Team were consulted to modify the language of the IES-R in order to ensure 

acceptability. An interviewer script was developed to increase the ease of administration so 

that the IES-IDs could be administered as a semi-structured interview. The LANTS was 

developed via consultation with a clinical sample, carers, advocates and clinicians, to ensure 

acceptability and inclusiveness. The authors reported that administration took between 10 – 

20 minutes to complete. The Mini-MANS-LD was also developed following consultation 

with a group of experts by experience. Accessibility was enhanced by using pictures and 

colour-coded faces as prompts. The authors reported that it was rated by participants as “easy 

to use” and acceptable to people with intellectual disabilities and that administration took on 

average less than 12 minutes to complete. Information on the acceptability was not reported 

for the Mini PAS-ADD, but the authors reported that interviewers were provided with 

training in how to administer the measure and that finding appropriate time to administer the 

tool was identified as a difficulty by informants. The PWI-ID included a pre-testing protocol 

to enhance ease of administration, by identifying the level of complexity respondents were 

able to use the scale. Participants were given the choice of an 11-, 5-, 3-, and 2-point scale. 

Administration took on average between 10 – 20 minutes. Finally, the developers of the 

SAINT consulted with professional experts and service user experts to enhance the 

acceptability and feasibility of the measure.  

Discussion 
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Summary of Results 

 The main aim of this review was to provide an update to previous evaluations of the 

psychometric properties of measures developed to assess common mental health problems 

and mental wellbeing in adults with mild to moderate intellectual disabilities. The 

psychometric properties of nine measures were examined across the ten papers considered. 

Although internal consistency was examined in eight of the nine measures, test-retest 

reliability was only assessed for five measures. Furthermore, criterion validity was only 

assessed for one measure. Six measures addressed at least one aspect of content validity. 

Convergent validity was examined for eight measures, although two measures were 

correlated with only one other measure. Factor analyses were attempted for four of the 

measures.  

 The results from the present review suggest that self-report and informant-report 

scales were poorly correlated. It has been argued that the degree of convergence between 

self-report and informant-report scales may not reflect validity (Stancliffe, 1995) as 

informants cannot directly access the subjective experiences of individuals with intellectual 

disabilities (Hartley & MacLean, 2006). Although informant scales offer valuable 

information, it has been suggested that a mental health assessment of an individual with 

intellectual disabilities should also include self-report questionnaires, which may add unique 

information about affective and cognitive symptoms which may not be apparent to caregivers 

(Mileviciute & Hartley, 2015). 

Based on the results of the present review, the CORE-LD, IES-IDs, LANTS and 

SAINT were deemed to have promising psychometric properties, as these measures had at 

least one rating of ‘good’ across both dimensions of reliability and at least one dimension of 

validity. Additionally, these measures were developed through consultation with mental 
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health professionals and/or people with intellectual disabilities, thus were deemed to have 

good content validity. Although Hermans and Evenhuis (2010) previously suggested the 

ADD was a promising informant-report measure, the present review indicates a lack of 

evidence on the quality of this measure for the mild to moderate adult intellectual disability 

population.  

Several limitations and strengths of the studies which validated these four measures 

should be noted. With regards to the CORE-LD, Brooks et al. (2013) noted that the sample 

size meant that it was not possible to establish a cut-off score or to investigate whether the 

measure was more appropriate for some groups of people with intellectual disabilities and not 

others. Briscoe et al. (2019) reported that the strength of the correlation coefficient between 

the CORE-LD and CORE-OM was lower compared to the correlation between other related 

measures, for example the GAS-ID and the Beck Anxiety Inventory (Beck et al., 1988a; 

Mindham & Espie, 2003) or the GDS-LD and the Beck Depression Inventory (Beck et al., 

1996; Cuthill et al., 2003). Furthermore, Briscoe et al. (2019) commented on the sample 

characteristics in their study which comprised of forensic inpatients with intellectual 

disabilities and other comorbidities. This sample may be unrepresentative of individuals with 

intellectual disabilities in the general population as it is likely that these individuals 

experienced a higher level of distress compared to a community sample. A strength of the 

CORE-LD was the emphasis on inclusivity and collaboration in the development of the 

measure. Brooks et al. (2013) reported receiving feedback from the individuals with 

intellectual disabilities who were involved developing the measure, such as, “I have enjoyed 

every minute of this research” and “I felt valued” (p. 328). This is incredibly important given 

the barriers to participation in research that individuals with intellectual disabilities face 

(Lennox et al., 2005).  
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In terms of the IES-IDs, Hall et al. (2014) reported that a limitation of their study was 

the small sample size, which meant that the factor structure of the measure could not be 

examined. However, the authors reported that a study strength was that the sample had 

experienced at least one traumatic event in their lives and were at risk of experiencing PTSD. 

This allowed an investigation into the whether there was a relationship between trauma 

frequency and symptomatology as measured by the IES-IDs, so that convergent validity 

could be assessed. The authors also contrasted the IES-IDs with the LANTS and noted that 

conceptually, the IES-IDs specifically assessed PTSD symptomology in response to a 

specific trauma, whereas the LANTS assessed more general trauma-related psychopathology, 

in addition to symptoms of anxiety and depression which are comorbid with PTSD. 

Regarding the LANTS, Wigham et al. (2011, 2021) considered the inclusion of 

participants from both inpatient and community settings to be a study strength as this 

suggests that the LANTS may be utilised in both settings. Furthermore, the LANTS was 

developed via consultation with individuals with intellectual disabilities, carers and clinicians 

which supports their content validity. However, the samples recruited were 99-100% White 

British, which may limit the applicability for other ethnic groups. Wigham et al. (2011) also 

highlighted that the self-report version of the LANTS was only significantly correlated with 

one of the informant LANTS subscales and that the strength of this correlation was low. They 

posited that this may be because the two scales measured different aspects of trauma; the self-

report version measured internal states whereas the informant scale measured observable 

behaviours. They suggested that construct validity was not compromised as both scales 

correlated significantly with the number of adverse life events experienced. 

Chaplin et al. (2013) reported that a limitation of the SAINT was that test-retest 

reliability was assessed on a small proportion (37%) of the participants (n = 20) and that 

retest data were collected on the same day. A strength of the study was that the convergent 
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validity was examined using the GDS-LD and GAS-ID, which were reported in previous 

systematic reviews to have promising psychometric properties. Furthermore, the SAINT was 

developed through consultation with experts and service users. Chaplin et al. (2013) reported 

that an advantage of the SAINT was that it measured psychological distress more generally, 

rather than specific symptoms of depression and anxiety, which may present similarly in 

people with intellectual disabilities. It is also unique, as the SAINT is not only a measure of 

distress, but also covers specific coping strategies to reduce distress. 

Limitations of the Present Review 

 The inclusion criteria were selected to ensure that measures of common mental health 

problems and mental wellbeing for adults with intellectual disabilities were identified. The 

first criterion was that participants in the included studies were aged 18 years or over. This 

was because the aim of the review was to identify measures which may be used with adults 

with intellectual disabilities, for example in adult learning disability services or research 

pertaining to the adult intellectual disability population. Studies which included participants 

who were aged below 18 years old were therefore excluded, if the results for the participants 

aged above and below 18 years old were not reported separately. This may have limited the 

number of papers included.  

The restriction of studies to full English publication is another limitation of the 

present review. Furthermore, only studies which administered measures in the English 

language were included and therefore 33 articles which assessed the quality of measures 

administered in other languages were excluded. The decision was made to only include 

measures which were validated in the English language, to inform measurement choice for 

fellow English-speaking researchers and clinicians. When selecting measures for people with 

intellectual disabilities in English-speaking countries, one may choose to translate measures 
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which were validated in other languages, into English. However, it is recognised that cross-

cultural adaptation of measures may be problematic for several reasons, such as the two 

languages having non-equivalent words, or items having very different meanings based on 

the specific cultural context (Epstein et al., 2015).  

Suggested guidelines for cross-cultural adaptation of measures, which are commonly 

followed in cross-cultural research, are as follows: multiple independent initial translations; 

synthesis/reconciliation of these translations into a single translation; back translation and an 

assessment of the equivalence of the original and back-translated versions; expert committee 

review to reach a consensus and pretesting (Beaton et al., 2000; Epstein et al., 2015; 

Guillemin et al., 1993).  

One of the 33 excluded papers in the present review (Hermans et al., 2012) was a 

psychometric evaluation of the Dutch translation of the ADAMS. In this study, three 

members of the research team completed an initial translation of the ADAMS into Dutch and 

a final consensus was reached. Subsequently, a native English speaker back-translated the 

Dutch version into English. With regard to this back-translation, the authors reported, “it 

appeared that the phrasing of his translation was different for several questions and the 

response format, but the purport of both versions corresponded for all questions and 

responses” (Hermans et al., 2012, p. 438). Although it was important to compare the back-

translation with the original version and to examine any discrepancies (Kuliś et al., 2017), it 

was unclear how the translation differed from English version and how the authors assessed 

equivalence in the meaning between the two versions. This example highlights difficulties 

which may be faced when translating measures into other languages. Future researchers may 

wish to complete a review including reports on measures administered in languages other 

than English, to inform clinicians and researchers interested in selecting an appropriate 

measure in another language. 
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 A further limitation was that the quality appraisal was somewhat limited by the lack 

of comprehensive evaluations of the psychometric properties of the included measures. There 

was very little information available on criterion and structural validity. Furthermore, little to 

no normative data from the general population were reported and there was a lack of 

information on the time taken to complete the measures or how they were scored. It was 

therefore difficult to make comparisons between measures as not all aspects of reliability and 

validity were assessed for each measure. This highlights the need for continued research 

efforts into the quality of measures available for people with intellectual disabilities. 

 Finally, it is recognised that the systematic search in the present review started from 

the month following the last month covered by previous systematic reviews. As databases 

may only be updated every few months and the searches did not overlap, it is possible that 

some papers published around this time point may have been missed, which is a further 

limitation. 

Implications for Research and Practice 

Researchers and clinicians may use the findings of this review to make informed 

decisions when choosing a mental health or wellbeing measure for adults with mild to 

moderate intellectual disabilities. Mileviciute and Hartley (2015) reported that self-report 

questionnaires may capture internalised experiences of people with intellectual disabilities, 

which may not be apparent to carers. Therefore, although informant questionnaires offer 

valuable information, assessments should also include self-reported information. The CORE-

LD, IES-IDs, LANTS and SAINT all include self-report scales. The CORE-LD may be used 

by clinicians and researchers interested in measuring the wellbeing, psychosocial functioning 

and emotional difficulties experienced by adults with mild to moderate intellectual 

disabilities. The SAINT self-report section forms part of a guided self-help tool for people 
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with intellectual disabilities and may be used to assist people with intellectual disabilities in 

recognising and reporting symptoms which indicate mental distress. Finally, the IES-IDs and 

LANTS may be used to screen for symptoms of PTSD. The LANTS also assesses for 

comorbid symptoms of anxiety and depression and, additionally, allows informants to 

provide information based on their observations of individuals with intellectual disabilities.  

Although two measures of QoL were identified in the present review, a lack of 

psychometrically sound measures of mental wellbeing, encompassing dimensions of hedonia 

and eudaimonia, for adults with mild to moderate intellectual disabilities, was observed. The 

CORE-LD only included one positively worded item, “Have you felt happy with the things 

you have done?” and so this tool may not be sufficient for those interested in measuring 

positive aspects of mental wellbeing. The results from this review therefore have implications 

for research as they highlight a need to develop and validate measures of positive mental 

health, or mental wellbeing, in adults with mild to moderate intellectual disabilities.  

Conclusions 

This review evaluated the psychometric properties of nine measures of common 

mental health problems and mental wellbeing in adults with mild to moderate intellectual 

disabilities, administered in English. Four of these (CORE-LD, IES-IDs, LANTS and 

SAINT) were deemed to have promising psychometric properties. The results were limited 

by incomplete psychometric evaluations of measures which made it difficult to compare 

measures. A paucity of psychometrically robust measures of mental wellbeing was observed. 

This review informs measurement choice for researchers and clinicians whilst highlighting a 

need for continued research efforts into the quality of measures available for people with 

intellectual disabilities. 
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Abstract 

Aims: Mental wellbeing, encompassing dimensions of hedonia (feeling good) and 

eudaimonia (functioning well), is considered a valuable resource for individuals and 

communities. The Warwick-Edinburgh Mental Wellbeing Scale (WEMWBS; Tennant et al., 

2007), a 14-item positively worded measure of mental wellbeing, has been extensively 

psychometrically validated within the UK and cross-culturally. However, it is yet to be 

validated for use with individuals with intellectual disabilities, a priority given the paucity of 

measures of mental wellbeing for this population. The aim of this study was to assess the 

psychometric properties of a newly adapted version of the WEMWBS and the Short 7-item 

WEMWBS (SWEMWBS) for individuals with mild to moderate intellectual disabilities 

(WEMWBS-ID/SWEMWBS-ID). This adapted version was developed by the primary 

research supervisor, experts by experience and colleagues in the intellectual disability field.  

Method: Individuals aged 16+ with mild to moderate intellectual disabilities were recruited 

using volunteer sampling. Data from three studies conducted in the UK were collated to 

evaluate the psychometric properties of the WEMWBS-ID (n = 96) and additional data from 

a study conducted in Canada (n = 27) was used in addition to the UK data to evaluate the 

SWEMWBS-ID (n = 123). The WEMWBS-ID was administered by researchers via an online 

meeting using the screenshare function. A subsample (n = 22) completed the scale twice for 

test-retest reliability. Furthermore, as a relationship between wellbeing and self-esteem has 

been demonstrated in previous research, 95 of the UK participants also completed an adapted 

6-item version of the adapted Rosenberg Self-Esteem Scale (RSES) to assess convergent 

validity. 

Results: The WEMWBS-ID demonstrated good internal consistency (α = 0.86), excellent 

test-retest reliability (ICC = .88) and good convergent validity (r = .68) with RSES scores. 

Confirmatory factor analysis supported the hypothesised one-factor structure and the measure 
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demonstrated an adequate model fit. The SWEMWBS-ID showed poor internal consistency 

(α = 0.67), good test-retest reliability (ICC = .67) and good convergent validity (r = .61). The 

results from the confirmatory factor analysis indicated a good model fit. Examination of the 

response distribution highlighted a tendency for participants to select the options 

“sometimes” and “always” (from a choice of “never”, “sometimes”, “often” and “always”). A 

linear transformation of scores suggested that the present WEMWBS-ID scores were slightly 

lower compared to UK general population data, whilst SWEMWBS-ID scores were slightly 

higher.  

Conclusions: The results from this initial evaluation of the WEMWBS-ID and SWEMWBS-

ID suggest that the scales have promising psychometric properties, when administered by a 

researcher to individuals with mild to moderate intellectual disabilities. The generalisability 

of the findings is limited by the sample size and sampling strategy and a further exploration 

of the scales with larger samples is warranted. Suggestions for future research are discussed. 
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Introduction 

Terminology 

The term “learning disability” is the preferred term in the UK to refer to people who 

have “significantly reduced ability to understand new or complex information, to learn new 

skills” and a “reduced ability to cope independently which starts before adulthood with 

lasting effects on development” (Cluley, 2018; Department of Health, 2001 p. 14). Various 

countries use the term “intellectual disability” as their preferred label and this is used 

increasingly in British learning disability policy, practice and research, reflecting the 

changing international context (Cluley, 2018). The social construction of labels has 

implications for individuals, particularly if the labels are associated with stigma, as is the case 

with these terms (Green et al., 2005).  Some self-advocates in England have expressed a 

preference for the term “learning difficulty”, rather than “disability” which may be 

considered socially limiting (Goodley, 2011). However, this term is used in UK educational 

settings to refer to specific learning difficulties such as dyslexia or dyspraxia and therefore 

may cause confusion if used interchangeably with the term learning disability. Whilst the 

potential disadvantages of using the term “intellectual disability” are acknowledged, this term 

will be used throughout the paper in line with research pertaining to this population. This 

decision was made to reflect the recent trend to use this term in a range of settings in the UK 

(Cluley, 2018). 

Background 

There has been growing interest in the promotion of positive mental health, or mental 

wellbeing, in public health, as it is considered a valuable resource for individuals and 

communities (Faculty of Public Health and Mental Health Foundation, 2016; Stewart-Brown 

et al., 2015). Although mental wellbeing has been conceptualised and defined in different 
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ways, there is a growing consensus that it encompasses dimensions of hedonia (feeling good, 

including happiness and positive affect) and eudaimonia (functioning well, including 

personal growth and having positive relations with others) (Diener et al., 1999; Galderisi et 

al., 2015; Keyes et al., 2002; Ryan & Deci, 2001). Furthermore, it is recognised that mental 

wellbeing is not merely the absence of mental illness but rather positive mental functioning 

and therefore the two may represent two separate continua, rather than extreme ends of a 

single continuum (Huppert, 2009; Keyes, 2005; Stewart-Brown et al., 2015). Although it has 

been argued that wellbeing research to date has been largely based in “WEIRD” (Western, 

Educated, Industrialised, Rich, and Democratic) populations (Henrich et al., 2010), positive 

psychology research is found to have a growing global presence and researchers are seeking 

to better understand and measure wellbeing globally (Kim et al., 2018; Lambert et al., 2020).  

 Evidence suggests that people with intellectual disabilities experience higher rates of 

major mental disorders compared to the general population (Dunn et al., 2020; Evans et al., 

2012), not simply due to their intellectual disability or related medical conditions but to 

multiple factors, including stigma and prejudice (Ali et al., 2012). Stigmatisation can have a 

negative impact on wellbeing, self-esteem and mood (Paterson et al., 2012). There is growing 

evidence relating to the protective effect of mental wellbeing on mental and physical health 

(e.g. Keyes et al., 2010; Siahpush et al., 2008) and an increasing focus in public health on 

moving away from illness, towards the promotion of resilience, social purpose and autonomy 

(Faculty of Public Health and Mental Health Foundation, 2016). Measurement is therefore 

crucial, in order to gauge levels of mental wellbeing in the population, whilst allowing the 

effectiveness of interventions to improve mental wellbeing to be evaluated. A range of scales 

are available to measure mental wellbeing in the general population (Taggart & Stewart-

Brown, 2019), such as the World Health Organisation-Five Wellbeing Index.  

Challenges Relating to Measurement  
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It is now widely accepted that actively involving people with intellectual disabilities 

in research is crucial for empowerment and needs to be increased (Cleaver et al., 2010; 

Sigstad, 2014). Self-report measures allow people with intellectual disabilities to share their 

own experiences and provide a valuable insight into their subjective perspectives (Hartley & 

MacLean, 2006; O’Keeffe et al., 2019). It has been established that many people with 

intellectual disabilities are able to provide reliable and valid information using self-report 

measures (Kooijmans et al., 2022). However, researchers have also documented several 

challenges relating to the use of self-report measures in this population, which require the 

individual to understand the questions, response alternatives and produce a response which is 

not influenced by factors such as response option order or demand characteristics 

(Mileviciute & Hartley, 2015). Furthermore, self-report measures require individuals to 

access short- and long-term memory to recall past behaviour and experiences when selecting 

a response, which may be challenging for some people with intellectual disabilities (Hartley 

& MacLean, 2006). Response bias is an additional challenge, as it has been documented that 

people with intellectual disabilities tend to choose the most positive option in Likert-type 

scales, though it has been demonstrated that Likert-type scales are suitable for self-report 

measures for individuals with borderline to mild intellectual disabilities (Hartley & MacLean, 

2006). Using pictorial representations, such as pictures of containers filled to increasing 

levels, may enhance the reliability of Likert-type scales (Marshall & Willoughby‐Booth, 

2007; O’Keeffe et al., 2019). 

 Measures designed to be used with an informant such as a family member or support 

worker may be an alternative or additional tool to self-reporting. They may be useful when a 

measure requires a level of understanding beyond that of the individual with intellectual 

disability, or when there are communication difficulties (O’Keeffe et al., 2019). However, 

several studies have expressed caution about the validity of informant measures, the degree to 
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which they actually reflect the experience of the individual concerned and whether responses 

are influenced by the informant’s own prejudices (Bertelli et al., 2017; Claes et al., 2012; 

McGillivray et al., 2009; Schalock et al., 2002). Therefore, an overreliance on informant 

reports should be avoided and self-reports should be used where possible (O’Keeffe et al., 

2019). 

 Attention must be given to the design and language used when developing self-report 

measures for individuals with intellectual disabilities, because of the difficulties with 

comprehension and responding which may be encountered (O’Keeffe et al., 2019). This is 

particularly true for questions about abstract concepts such as emotions, which may be more 

difficult for people with intellectual disabilities to understand, compared to more concrete 

concepts such as physical health (O’Keeffe et al., 2019; Ruddick & Oliver, 2005). There are 

various recent examples in the literature of self-report measures which have been developed 

or adapted in collaboration with people with intellectual disabilities, to ensure their 

acceptability and accessibility. The Mini-Maslow Assessment of Needs Scale-Learning 

Disabilities (Mini-MANS-LD; Raczka et al., 2014) measures quality of life for people with 

intellectual disabilities. It was developed in collaboration between psychologists, speech and 

language therapists and people with intellectual disabilities to ensure that the wording was 

clearly understood by respondents. Additionally, the development of scripts for 

administrators of the measure ensured that respondents could be supported to give their 

responses in a standardised way. The development of the self-report version of the 

Complicated Grief Questionnaire for People with Intellectual Disabilities (Guerin et al., 

2009; O’Keeffe et al., 2019) also involved consultation with adults with intellectual 

disabilities in focus groups, to understand the type of language and phrases which may be 

used to describe feelings in this population. The measure was subsequently piloted and 

interviewers paid attention to participants’ perceived ability to understand the concepts and 
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language used in the measure. These examples highlight the importance of including 

individuals with intellectual disabilities in the measurement development process, in order to 

overcome some of the challenges which may be faced when using self-report scales with this 

population.  

Existing Measures of Mental Wellbeing for People with Intellectual Disabilities 

 Often in research, wellbeing has been assessed using a limited set of items relating to 

life satisfaction or happiness. There is general agreement that wellbeing is a multidimensional 

construct and therefore an informative measure should include items which measure both 

hedonic and eudaimonic aspects of wellbeing (Huppert, 2009; Ruggeri et al., 2020; 

VanderWeele et al., 2020).  

The term ‘mental wellbeing’ has often been used interchangeably with ‘quality of life’ 

in the literature (Cooke et al., 2016), although it has been argued that they refer to different 

theoretical concepts and support separate measurement fields (Skevington & Böhnke, 2018). 

Quality of life refers to “an individual's perception of their position in life in the context of 

the culture and value systems in which they live and in relation to their goals, expectations, 

standards and concerns” (WHOQOL Group, 1995, p. 1404). Previous systematic reviews 

have identified many measures of quality of life which may be used for people with 

intellectual disabilities (e.g. Li et al., 2013; Townsend-White et al., 2012). However, these 

measures may not be suitable for those interested in measuring mental wellbeing or positive 

mental health. 

 The Clinical Outcomes in Routine Evaluation–Learning Disability (CORE-LD; 

Brooks et al., 2013) measures various factors such as wellbeing, mental health and 

interpersonal relationships for people with intellectual disabilities. However, it only includes 

one positively worded item, “Have you felt happy with the things you have done?” and 
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therefore may not be sufficient for those interested in measuring aspects of positive mental 

health. The Psychological Therapies Outcome Scale– Intellectual Disabilities (PTOS-ID; 

Vlissides et al., 2017) is a recently developed brief psychological therapies outcome measure. 

It includes items loading onto three factors: anger and mood, positive wellbeing and anxiety. 

During the development of the PTOS-ID, it was noted that it was difficult to initially develop 

an item pool for mental wellbeing as there were no measures currently used for people with 

intellectual disabilities which assess this. The CORE-LD and PTOS-ID offer a positive 

advance in assessing positive aspects of mental wellbeing in this population, though a 

specific measure of mental wellbeing for people with intellectual disabilities is still indicated.  

The Warwick-Edinburgh Mental Wellbeing Scale (WEMWBS) (Tennant et al., 2007) 

 The WEMWBS is a 14-item positively worded measure of mental wellbeing 

developed in the UK. The conceptual underpinning of the measure is based on the hedonic 

(e.g. “I’ve been feeling cheerful”) and eudaimonic (e.g. “I’ve been dealing with problems 

well”) dimensions of wellbeing. It was designed to enable monitoring of positive mental 

health and evaluation of public health interventions to promote mental wellbeing. The 

WEMWBS is included in the Health Survey for England and in national surveys in Scotland 

and Wales and has been extensively validated with adults and adolescents in the UK and 

cross-culturally, demonstrating robust psychometric properties (e.g. Fung et al., 2019; 

McKay & Andretta, 2017; Trousselard et al., 2016). Furthermore, Crawford et al. (2011) 

supported the acceptability of the measure, as they reported that the WEMWBS was 

commended by service users for asking questions about “good mental health”, rather than 

long lists of questions about mental ill health, which many found upsetting. 

In 2009, a seven-item version of the measure, the Short Warwick-Edinburgh Mental 

Wellbeing Scale (SWEMWBS, Stewart-Brown et al., 2009) was developed using Rasch 
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modelling, enabling interval scale measurement. The items in the SWEMWBS mostly 

represent aspects of eudaimonic wellbeing, with fewer items covering hedonic wellbeing. 

The SWEMWBS has also been validated in general and clinical populations (e.g. Bass et al., 

2016; Koushede et al., 2019; Melendez-Torres et al., 2019; Vaingankar et al., 2017), 

demonstrating sensitivity to change as a clinical measure (Shah et al., 2018, 2021).  

 In summary, the WEMWBS has demonstrated promising psychometric properties in 

general and clinical adult and young people populations. However, it is yet to be validated for 

use with individuals with intellectual disabilities. The original 14-item version was piloted in 

an outpatient clinic with individuals with intellectual disabilities by Vlissides et al. (2017), 

who reported that the wording of some of the questions was too difficult for them. This 

suggested a need to develop and evaluate an adapted version of the WEMWBS specifically 

for individuals with intellectual disabilities.  

Psychometric Evaluation 

Best practices for scale development and validation have been set out by Boateng et 

al. (2018). They outlined three steps pertaining to psychometric evaluation. The first step 

involves testing the hypothesis that there is a relationship between items and their underlying 

latent construct. This may be assessed using a confirmatory factor analysis. Secondly, tests of 

reliability establish whether responses are consistent when repeated. This may be assessed 

through calculating the internal consistency and test-retest reliability. Finally, tests of validity 

ensure that the scale measures the intended latent construct. If there is a ‘gold standard’ scale 

available, concurrent validity may be assessed by correlating scores between the two scales. 

If not, convergent validity, which contributes to the overall construct validity of a measure, 

may examined by measuring the relationship between the scale and other measures of similar 

or related constructs. With regards to cross-cultural research, translating measures which 
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have been psychometrically evaluated in other cultures may be problematic for several 

reasons, such as the two languages having non-equivalent words, or items having very 

different meanings based on the specific cultural context (Epstein et al., 2015). The World 

Health Organization sets out recommendations for the translation and adaptation of scales, 

which includes forward-translation, expert panel back-translation, pre-testing and cognitive 

interviewing (WHOQOL, 1995).  

Aims and Hypotheses 

 The aim of this study was to assess the psychometric properties of a newly adapted 

version of the WEMWBS and SWEMWBS for individuals with mild to moderate intellectual 

disabilities aged 16 or older (WEMWBS-ID/SWEMWBS-ID). The adapted version was 

developed by the primary research supervisor, experts by experience and colleagues in the 

intellectual disability field as part of an NIHR funded study (NIHR PHR project 17/149/03 - 

The STanding up fOR Myself [STORM] psychosocial group intervention for young people 

and adults with intellectual disabilities: Feasibility study).  

The investigation was split into two parts: Study 1 was the psychometric evaluation of 

the 14-item WEMWBS-ID; Study 2 was the psychometric evaluation of the seven items 

which constitute the SWEMWBS-ID. Criteria for evaluating reliability and validity were 

adopted from the three steps pertaining to psychometric evaluation, outlined by Boateng et al. 

(2018).  

 Reliability was assessed by calculating Cronbach’s alpha to determine internal 

consistency and intra-class coefficients (ICC) were calculated to examine test-retest 

reliability. The standard error of measurement was also calculated. In the validation of the 

WEMWBS by Tennant et al. (2007), Cronbach’s alpha ranged between .89 – .91 across 

samples, indicating good internal consistency. The ICC in their study was .83 (p < 0.01), 
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indicating high retest reliability (Cicchetti & Sparrow, 1981). Therefore, it was hypothesised 

that the WEMWBS-ID and SWEMWBS-ID would also demonstrate good internal 

consistency and test-retest reliability.  

Construct validity was also assessed. Self-esteem, which has been defined as an 

individual’s general sense of his or her value or worth (Rosenberg, 1979), is one of the most 

widely examined predictors of wellbeing (e.g. Kong et al., 2013; Padhy et al., 2011). 

Previous researchers (e.g. Paterson et al., 2012) have used a version of the Rosenberg Self-

Esteem Scale (RSES, Rosenberg, 1965, 1982), adapted for people with intellectual 

disabilities (Dagnan & Sandhu, 1999) to measure self-esteem. Ringdal et al. (2018) found 

that scores on the RSES were positively correlated (r = .70) with scores on the WEMWBS, 

among Norwegian adolescents. Therefore, it was hypothesised that there would be a positive 

correlation between scores on the WEMWBS-ID/SWEMWBS-ID and the adapted RSES, 

demonstrating convergent validity. Criterion validity was not evaluated due to a paucity of 

gold standard instruments in this area. With regards to structural validity, previous validation 

studies confirmed a one-factor structure of the WEMWBS and SWEMWBS. Therefore, it 

was hypothesised that a confirmatory factor analysis would support that the WEMWBS-ID 

and SWEMWBS-ID correspond to a one-factor structure.  

Furthermore, response distribution and floor and ceiling effects were assessed for both 

scales. Although response bias has been documented in the intellectual disability literature in 

relation to the use of self-report measures, the WEMWBS-ID was developed in collaboration 

with individuals with intellectual disabilities to ensure accessibility and comprehensibility of 

the response scale. Therefore, this analysis was exploratory in nature and a hypothesis 

relating to the degree of response bias was not made. Finally, the scores on the adapted 

measures were transformed, to allow comparison with general population normative data. 
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Method 

Design and Ethics 

 A cross-sectional study was conducted. The study involved individuals with 

intellectual disabilities completing a battery of measures via an online meeting using the 

screenshare function. Measures were administered to participants by a researcher. For test-

retest reliability, a subsample completed the measure again one to two weeks later.  

Data collection was carried out as an extension of the STORM study. Ethical approval 

was obtained from the University College London Research Ethics Committee (Project ID 

Number: 0241/005). An ethics amendment was approved on 26th May 2021 (see Appendix 

B), which enabled additional participants with intellectual disabilities to be recruited for the 

purposes of psychometric evaluation of the WEMWBS-ID. These participants were not 

offered the STORM intervention but completed measures at one or two time points. This 

group of participants will be referred to as “Sample 1” in this paper. 

Analyses of data collected from Samples 1 to 3 (which were integrated into the 

STORM study) were covered by ethical approval for the STORM study. This was because 

examining the psychometric properties of the WEMWBS-ID was an important aspect of the 

study. Regarding Sample 4, a secondary analysis of anonymised data was conducted and 

therefore did not require additional ethical approval. Participants in Sample 4 were informed 

that their anonymised data could be subject to further analysis. 

This study was conducted jointly with a fellow trainee, who assessed predictors of 

self-esteem in individuals with intellectual disabilities. See Appendix C for an explanation of 

the contributions by each trainee to this project. 

Participants 
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 Data were collated from four different samples, as outlined in Table 1 along with the 

demographic information. Data from the different samples were collected at different 

timepoints during the COVID-19 pandemic and therefore data collection was conducted 

online. Data from Sample 1 were collected as part of the present study with a fellow trainee. 

Data from Sample 2 were collected through the STORM study by separate group of 

researchers (Scior et al., 2022). The STORM intervention involved attending five group-

based sessions consisting of activities designed to help people with intellectual disabilities 

challenge stigma in their everyday lives. Data from Sample 3 were collected by a former 

DClinPsy trainee (Goldsmith-Sumner, 2021) who developed a tool to assess how people with 

intellectual disabilities respond to stigma. Data from Sample 4 were collected by a group of 

intellectual disability researchers in Canada led by Dr Yona Lunsky, University of Toronto, 

who piloted the WEMWBS-ID as part of their study evaluating a mental health intervention 

for individuals during the COVID-19 pandemic (St. John et al., 2022). This dataset was fully 

anonymised before it was shared and therefore the General Data Protection Regulation did 

not apply. 

Statistical Power 

During the planning phase of the study, baseline data from Samples 2 and 3 (n = 52) 

were being collected and access to data from Sample 4 had been agreed. Various 

recommendations for sample sizes when using factor analytic techniques have been issued. 

Some researchers recommend a sample size of 100-200 participants (Guadagnoli & Velicer, 

1988; MacCallum et al., 1999) whilst other recommendations (e.g. Kline, 2000; Terwee et al., 

2007) range from four to ten participants per variable, which would equate to n = 56–140 for 

the WEMWBS. With respect to the correlational analysis, the power analysis was informed 

by Ringdal et al. (2018), who reported a correlation of r = .70 (large) between scores on the 

RSES and WEMWBS. A G*Power 3.1 analysis based on an effect size of .70 or .50 (two-
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tailed, specifying alpha = 5% and desired power = 80%) produced a minimum total sample 

size of 13 or 29, respectively. 

In order to obtain a total sample size which was larger than the lowest recommended 

number of participants required for a factor analysis, whilst considering resource limitations, 

the aim was to recruit 50 additional participants, of whom half would complete the measure 

twice to allow assessment of test-retest reliability. All participants were offered the 

opportunity to complete the measures a second time, until 50% of participants had done so. 

Due to time constraints, at the end of the recruitment process, 44 participants were recruited 

in Sample 1, with 22 participants completing the measures twice. 
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Table 1 

Outline of participants included in the present study. 

 Study 1 

14-item 

WEMWBS-ID 

n = 96 

(Samples 1 to 3) 

Study 2 

7-item 

SWEMWBS-ID 

n = 123 

(Samples 1 to 4) 

Sample 1 

 

 

n = 44 

 

Sample 2 

 

 

n = 22 

Sample 3 

 

 

n = 30 

Sample 4 

 

 

n = 27 

Gender n (%) 

Female 

Male  

Other 

 

45 (46.88) 

51 (53.13) 

0 

 

60 (48.78) 

62 (50.51) 

1 (0.81) 

 

19 (43.18) 

25 (56.82) 

0 

 

15 (68.18) 

7 (31.82) 

0 

 

11 (36.67) 

19 (63.33) 

0 

 

15 (55.56) 

11 (40.74) 

1 (3.70) 

Mean Age years (SD) 

 

Range 

39 (12.17) 

 

18-74 

39 (12.40)  

 

18-74 

41 (12.87) 

 

18-70 

34 (10.00) 

 

21-59 

40 (11.86) 

 

24-74 

41 (13.24) 

 

22-67 

Ethnicity n (%) 

White British/Other 

Asian British/Other 

Black British/African/ 

Caribbean/Other 

Other 

 

81 (84.38) 

6 (6.25) 

5 (5.21) 

 

4 (4.17) 

 

No additional 

data from 

Sample 4 

 

39 (88.64) 

2 (4.55) 

1 (22.73) 

 

2 (4.55) 

 

16 (72.73) 

1 (4.55) 

4 (18.18) 

 

1 (4.55) 

 

26 (86.67) 

3 (10.00) 

0 

 

1 (3.33) 

 

No data 

Schooling n (%) 

Mainstream school only 

Special needs school only 

Both special needs and 

mainstream schools 

Unsure 

 

31 (32.29) 

45 (46.88) 

16 (16.67) 

 

4 (4.17) 

 

No additional 

data from 

Sample 4 

 

12 (27.27) 

24 (54.55) 

7 (15.90) 

 

1 (22.73) 

 

9 (40.91) 

8 (36.36) 

2 (9.09) 

 

3 (13.64) 

 

10 (33.33) 

13 (43.33) 

7 (23.33) 

 

0 

 

No data 
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 Study 1 

14-item 

WEMWBS-ID 

n = 96 

(Samples 1 to 3) 

Study 2 

7-item 

SWEMWBS-ID 

n = 123 

(Samples 1 to 4) 

Sample 1 

 

 

n = 44 

 

Sample 2 

 

 

n = 22 

Sample 3 

 

 

n = 30 

Sample 4 

 

 

n = 27 

Living arrangements  

n (%) 

On my own 

With parents/family 

With a partner/spouse 

In supported living 

Other 

 

 

25 (26.04) 

35 (36.46) 

8 (8.33) 

23 (23.96) 

5 (5.21) 

 

 

32 (26.02) 

42 (34.15) 

17 (13.82) 

23 (18.70) 

9 (7.32) 

 

 

13 (29.55) 

14 (31.82) 

5 (11.36) 

10 (22.73) 

2 (4.55) 

 

 

4 (18.18) 

11 (50.00) 

0  

5 (22.73) 

2 (9.09) 

 

 

8 (26.67) 

10 (33.33) 

3 (10.00) 

8 (26.67) 

1 (3.33) 

 

 

7 (25.93) 

7 (25.93) 

9 (33.33) 

0 

4 (14.81) 

Member of a Self-

Advocacy Group n (%) 

Yes 

No 

Unsure 

 

 

67 (69.79) 

26 (27.08) 

3 (3.13) 

 

 

No additional 

data from 

Sample 4 

 

 

29 (65.91) 

15 (34.09) 

0 

 

 

15 (68.18) 

4 (18.18) 

3 (13.63) 

 

 

23 (76.67) 

7 (23.33) 

0 

 

 

100% 

0 

0 
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Recruitment 

Recruitment for Sample 1 

Using volunteer sampling, participants were recruited through third sector 

organisations for people with intellectual disabilities in the UK. An Easy Read information 

sheet and a carers information sheet (Appendices D and E) were sent to 76 organisations 

which were identified through internet searches. Facilitators from these organisations acted as 

mediators in the recruitment process. The researchers also attended virtual group meetings for 

people with intellectual disabilities at various organisations to promote the study. 

Advertisements were shared on social media websites such as Twitter and Facebook. 

Interested individuals contacted the researchers directly to learn more about the study, or a 

family member or carer expressed an interest on their behalf. Participants were given a £10 

gift voucher in recognition of the time taken to participate. Those who completed the 

measures a second time were given an additional £5 voucher.  

Recruitment for Samples 2 to 4 

 Sample 2 was recruited through three community organisations across England and 

Wales and one Educational provider. Sample 3 was recruited using the same strategy 

employed to recruit Sample 1. With regards to Sample 4, individuals with intellectual 

disabilities in Canada were recruited through various national and provincial self-advocacy 

organisations. 

Inclusion and Exclusion Criteria 

Participants were included in Samples 1 to 3 if they lived in the UK, were aged 16 

years or over and had an intellectual disability (by an administrative definition, in terms of 

receipt of specialist services for people with intellectual disabilities). They were also required 

to have the cognitive skills to be able to complete the measures (with support if necessary) 
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and have sufficient expressive and receptive verbal communication skills in English to 

provide consent. These abilities were likely to equate to having a mild to moderate 

intellectual disability. Additionally, participants were required to have access to the internet 

and a computer, smartphone or tablet to be able to join a video call. 

Participants were excluded if they were unable to communicate using English, were 

deemed to not have capacity to consent, or if they did not have an intellectual disability (there 

were instances of individuals with diagnoses of autism, dyslexia or ADHD who expressed an 

interest in the study, but they did not additionally have a known intellectual disability and 

were therefore excluded).  

With regards to Sample 4, participants with mild to moderate intellectual disabilities, 

who were over the age of 18, could provide informed consent, had sufficient verbal skills and 

access to the internet, were included. Therefore, all participants in Samples 1-4 were deemed 

to have mild to moderate intellectual disabilities, on the basis of their cognitive and 

communicative functioning, rather than a formal assessment.  

Measures 

Warwick-Edinburgh Mental Wellbeing Scale-Intellectual Disability (WEMWBS-ID)  

The WEMWBS-ID was designed to be either self-administered (for individuals who 

were most likely to have the cognitive and communicative abilities required to understand 

and respond to the items and use the response scale with minimal assistance) or administered 

by a researcher or supporter presenting each item in a neutral way (for individuals who may 

need support reading and/or fully comprehending the items and/or the response scale). In the 

present study, the WEMWBS-ID was researcher administered to all four samples to ensure 

that all participants were offered appropriate support and also to ensure standardisation across 

the studies. An administration guide was provided to all researchers involved in data 
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collection (Appendix F). Items 1, 2, 3, 6, 7, 9 and 11 of the WEMWBS-ID constitute the 

SWEMWBS-ID. Higher total scores indicate higher levels of mental wellbeing. The 

WEMWBS-ID and SWEMWBS-ID can be found in Appendices F and G, respectively.  

Adapting the WEMWBS. The WEMWBS had been adapted for individuals with 

intellectual disabilities prior to the present study, by the primary research supervisor and 

colleagues. First, item wordings were revised by a group of clinicians and researchers expert 

in the field of intellectual disability. Proposed revisions, alternative rewordings for individual 

items and different options for the response scale and its visual representation were then 

reviewed in detail by two research advisory panels of people with intellectual disabilities and 

their recommendations were integrated into the final version piloted. Changes to the measure 

included altering the item stem, e.g. “I’ve been feeling” to simple past tense, i.e. “I felt”. 

Specific concepts were explained through more familiar words e.g. “optimistic about the 

future” was changed to “hopeful about the future”. The original reference period of two 

weeks was considered too complex for individuals who frequently struggle with concepts of 

time and reduced to one week, ensuring retention of the focus on current wellbeing. The 

Likert scale was changed from a five-point scale (none of the time; rarely; some of the time; 

often; all of the time) to a four-point scale (never; sometimes; often; always). Each item was 

scored from zero to three and therefore total scores ranged from 0-42. A visual aid to the 

scale in the form of a diagram of blocks in ascending size with the scale wording were 

provided and two practice items (“I watched sports on TV” and “I ate rotting food”) were 

added to help with familiarisation and to assess understanding of the response scale. A 

response of ‘never’ to the latter item was expected, but if a participant selected another option 

and was able to explain why, this suggested that they were able to understand and reliably 

respond to the items. If the participant was not able to explain why they chose a given 

response, or it appeared that they did not understand the items and/or response scale, data 
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collection was discontinued, as this suggested that they may not have been able to complete 

the measures reliably. Further information regarding administration of the two practice 

questions may be found in the “Guide for administration of the WEMWBS-ID” section in 

Appendix F. 

Adapted RSES 

The RSES (Rosenberg, 1965) is a widely used measure of self-esteem for the general 

population, originally consisting of ten items on a four-point Likert scale ranging from 

‘strongly agree’ to ‘strongly disagree’. The scale was later reduced to six items by Rosenberg 

(1982). The six item RSES was adapted by Dagnan and Sandhu (1999) for use with 

individuals with intellectual disabilities. This adapted RSES comprised six items (four 

positively worded and two negatively worded) in simplified language and a five-point Likert 

scale ranging from ‘never true’ to ‘always true’. Examples of items are, “I feel that I have a 

lot of good qualities” and, “At times I think I am no good at all”. Visual cues were presented 

alongside the response categories to indicate the increasing magnitude of the response. The 

adapted RSES has demonstrated reasonable concurrent validity, good internal reliability and 

a factor structure similar to that predicted by Rosenberg’s model of self-esteem (Dagnan & 

Sandhu, 1999).  

In the present study, the response scale was simplified from five to four points to 

correspond with the response scale used for the WEMWBS and other measures, and in line 

with consultation with people with intellectual disabilities. Responses were scored from zero 

to three, therefore the possible range of scores was 0-18. Negatively worded items were 

reverse-scored and higher total scores indicated higher levels of self-esteem. The adapted 

RSES was administered to Samples 1-3, also using an interview style format. 

Procedure 
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Procedure for Sample 1 

Following recruitment, researchers met with those who expressed an interest in 

participating (and their carers if this was preferred) via a video call, to talk through the 

information sheet and answer any questions. Capacity to consent and communication skills 

were gauged during these meetings by the researcher. Participants were given at least 24 

hours to decide whether they wished to take part in the project. Interested participants met 

with the researcher again at a later date via video call to provide informed consent. The 

consent form (see Appendix H) was shared via screenshare and each item was discussed. 

Participants who were happy to participate were asked to state their name, the date and that 

they agreed participate to participate in the project. This was recorded and stored securely on 

a UCL research drive, separately from all other data collected. The measures were 

subsequently completed on Qualtrics via screen-sharing so that participants were able to see 

the items and response options. Items were read aloud to facilitate comprehension. 

Participants were given the option to have a supporter present during the video call, but it was 

emphasised that the participants’ own views were of interest. A small number of participants 

expressed a preference to have a supporter present. 

At the initial administration of the measures, participants answered demographic 

questions, followed by the two practice items, the WEMWBS-ID and adapted RSES. 

Participants subsequently completed additional measures: a four-item adapted version of the 

Perceived Stigma in People with Intellectual Disabilities scale (Reactions to Discrimination 

subscale) (Ali et al., 2008), a four-item adapted version of the Sense of Power Scale 

(Anderson et al., 2012), a single item relating to self-efficacy in rejecting prejudice and the 

five-item EuroQol-Youth EQ-5D-Y (Wille et al., 2010). The results from these additional 

measures will not be discussed in the present study.  
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Participants were subsequently asked if they wished to complete the measures again 

one to two weeks later and if they agreed, a second meeting was arranged. At the second 

meeting, the participants completed the scales again, in the same order.  

The average time taken to complete the consent process and baseline measures with 

Sample 1 was 30 minutes. The average time taken to complete the measures for test-retest 

was 14 minutes.  

Procedures for Samples 2 to 4 

Although the procedures for gathering data from Samples 2 to 4 differed from the 

procedure for Sample 1, data from all four samples were collected via a video call with a 

researcher. All measures were researcher administered via screen-sharing, so that participants 

were able to see the items and response options and items were read aloud by a researcher. 

 Informed consent from Sample 2 was obtained by trained researchers following the 

same protocol. Participants in Sample 2 completed the same measures as Sample 1, at 

baseline and again after completion of the STORM intervention, around 3 to 4 months from 

baseline. Participants in Sample 2 also completed the Client Service Receipt Inventory 

(Beecham & Knapp, 2001). 

Informed consent from Sample 3 was also obtained following the same protocol as 

Sample 1. Participants completed the WEMWBS-ID, adapted RSES and the Responding to 

Intellectual Disability Stigma tool (Goldsmith-Sumner, 2021).  

A researcher obtained informed consent from Sample 4 who completed the 

WEMWBS-ID and additional measures virtually at three time points (baseline, post-

intervention and eight-week follow-up).  

Analysis  



95 

 

 Analyses were conducted using SPSS and SPSS AMOS versions 28. Although 

Samples 2 and 4 had completed the measures at multiple timepoints, for the purposes of the 

present study, only the baseline data were analysed.  

Study 1: Psychometric Properties of the 14-item WEMWBS-ID 

 Data from Samples 1 to 3 were analysed in Study 1 (n = 96). All participants in these 

three samples had completed the 14-item WEMWBS-ID and 95 participants had completed 

the adapted RSES (one participant in Sample 2 did not fully complete this measure).  

Reliability was assessed by calculating Cronbach’s alpha to determine internal 

consistency. Internal consistency measures the extent to which items in a scale correlate, thus 

measure the same concept (Terwee et al., 2007). A low Cronbach’s alpha indicates a lack of 

correlation between the items, whereas a very high Cronbach’s alpha indicates high 

correlations between items, which may suggest redundancy of one or more items (Terwee et 

al., 2007). With regards to test-retest reliability, it has been recommended that the period of 

time between administrations of a scale should be long enough to prevent recall, but short 

enough to ensure that change has not occurred. Therefore, a period of 1 or 2 weeks is often 

appropriate (Terwee et al., 2007). Intra-class coefficients (ICC) were calculated to examine 

test-retest reliability for the subsample of Sample 1 who completed the WEMWBS-ID again 

1 to 2 weeks later (n = 22). A correlational analysis between total scores on the WEMWBS-

ID and adapted RSES was conducted in order to assess convergent validity. Table 2 

summarises the criteria used to interpret the results of these analyses. It should be noted that 

there is variability in the literature with regards to interpretation. For example, George and 

Mallery (2003) suggest that Cronbach’s alpha of >0.7 should be interpreted as ‘acceptable’.  
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Table 2 

Criteria used to interpret the results of reliability and convergent validity tests. 

Measure Range Rating Source 

Correlation coefficient .7 – 1 

.5 – .69 

.3 – .49 

< .29 

Excellent 

Good 

Fair 

Poor 

Hinkle et al. (2002) 

Cronbach’s alpha 0.9 – 1 

0.8 – 0.89 

0.7 – 0.79 

0.0 – 0.69 

Excellent 

Good 

Fair 

Poor 

Cicchetti (1994) 

 

Intra-class correlations .7 – 1 

.5 – .69 

.3 – .49 

< .29 

Excellent 

Good 

Fair 

Poor 

Cicchetti and Sparrow (1981) 

 

 

The standard error of measurement (SEM) was calculated to evaluate the variability 

of error within the WEMWBS-ID. A person’s observed score on any measure equals their 

true score in addition to the SEM (Leong & Huang, 2010). The SEM was calculated as 

follows: SEM= 𝜎 (√1− α), where 𝜎 is the standard deviation and α is its Cronbach’s alpha. 

95% confidence intervals were then calculated using, 95% CI = Score ± (1.96*SEM). 

A confirmatory factor analysis was conducted to assess structural validity. Model of 

fit indices calculated included: (i) chi-square and p value (chi-square value closer to zero and 

p > .05 indicate good fit), (ii) standardised Root Mean Square Error of Approximation 

(RMSEA; ≤ .06 indicates an good fit [Hu & Bentler, 1999]), (iii) Comparative Fit Index 

(CFI; > 0.95 indicates good fit [Hu & Bentler, 1999]), and (iv) Tucker-Lewis Index (TLI; > 

.90 indicates a good fit [Bentler & Bonett, 1980]). Factor loadings < .40 were considered 

weak and those ≥ .60 were considered strong (Garson, 2010). 
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Response distribution and floor and ceiling effects were also examined. Floor and 

ceiling effects were considered absent if less than 15% of participants scored the minimum or 

maximum score possible (Terwee et al., 2007).  

In order to compare the scores reported in the present study with data from the general 

population for the original WEMWBS, a linear transformation of the scores from the four- to 

five-point scale was conducted. Table 3 summarises the original and transformed 

WEMWBS-ID scores. The mean total transformed score was calculated for the WEMWBS-

ID. 

 

Table 3 

Transformed WEMWBS-ID and SWEMWBS-ID scores. 

Original Score Reduced-Scale 

Score 

Transformed 

Score 

0 0 1 

1 0.33 2.33 

2 0.66 3.66 

3 1 5 

 

 

Study 2: Psychometric Properties of the 7-item SWEMWBS-ID 

 Responses to the seven items which constitute the SWEMWBS-ID were analysed 

separately in Study 2, which used data from Samples 1 to 4 (n = 123). Unfortunately, due to 

human error, participants in Sample 4 completed a version of the WEMWBS-ID which 

included an incorrectly worded item (item 13 was worded, “I was interested in things”, 

instead of, “I was interested in new things”). As this item did not form part of the 

SWEMWBS, data from Sample 4 were only included in the analysis of the SWEMWBS-ID.  
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 Internal consistency (Cronbach’s alpha), test-retest reliability (ICC), convergent 

validity (correlational analysis) and structural validity (confirmatory factor analysis) of the 

SWEMWBS-ID were assessed, in addition to response distribution and floor and ceiling 

effects. The SEM was calculated and the transformed mean total score is also reported for the 

SWEMWBS-ID to allow comparison with reported general population norms. 

Results 

Study 1: WEMWBS-ID 

 Combined data from 96 participants (51 males) with a mean age of 39 (SD = 12.17) 

and a range of 18-74 years old were analysed. There were no missing data for the 

WEMWBS-ID.  

Reliability Analysis 

Cronbach’s alpha was good (α = 0.86), with no item indicated for potential removal. 

Item-total correlations ranged between .178 - .706 (lowest for item 11 [“I felt able to make 

my own decisions”]; highest for item 8 [“I felt good about myself”]). 

With regards to test-retest reliability, the average number of days between the initial 

completion of the WEMWBS-ID and repeat administration was eight days. Test-retest 

reliability was excellent (ICC = .88, 95% CI = .72, .95).  

Standard Error of Measurement (SEM) 

The SEM was 2.87 (SEM = 7.66 (√1− 0.86)). The SEM can determine confidence 

levels of scores on the WEMWBS-ID.  The observed total WEMWBS-ID scores ranged from 

10 to 42 (M = 27.39; SD = 7.66; 95% CI [21.76, 33.02]). 

Convergent Validity 
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 The mean average score for the adapted RSES was 12.67 (SD = 3.42). The scores 

were negatively skewed (-.500). Therefore, a Spearman’s rank correlation (one-tailed) was 

computed to assess the relationship between total scores on the WEMWBS-ID and the 

adapted RSES. There was a significant positive correlation between scores on the two 

measures, r(93) = .678, p < .001, indicating good convergent validity and, as expected, a 

positive relationship between self-esteem and mental wellbeing, as assessed by these 

measures.  

Structural Validity 

 The results from the confirmatory factor analysis are presented in Tables 4 and 5. The 

indices indicated an adequate model fit. Factor loadings were all statistically significant and 

varied from .28-.69. Factor loadings for items 1, 6 and 11 were weak, whilst those for items 

3, 5, 7, 8 and 10 were strong. The average value explained by each item was R2 = 0.32 (range 

= .076 - .618).  

 

Table 4 

Results from the confirmatory factor analysis of the WEMWBS-ID. 

Index of fit Value 

Chi-square 

Probability level 

Degrees of freedom 

117.45 

.002 

77 

RMSEA .066 

CFI .895 

TLI .857 
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Table 5 

Confirmatory factor analysis factor loadings for the WEMWBS-ID. 

Item 1 2 3 4 5 6 7 

Factor 

loading 

0.36 0.43 0.72 0.46 0.69 0.38 0.60 

Item 8 9 10 11 12 13 14 

Factor 

loading 

0.79 0.52 0.74 0.28 0.58 0.59 0.57 

 

 

Response Distribution and Floor and Ceiling Effects 

Possible total scores on the WEMWBS-ID range from 0 to 42, with a higher score 

indicating higher levels of mental wellbeing. The observed total WEMWBS-ID scores ranged 

from 10 to 42 (M = 27.39; SD = 7.66). No participants scored the minimum score and one 

participant (1.04%) scored the maximum of 42, suggesting that floor and ceiling effects were 

absent. The distribution of the scores (Figure 1) showed the skewness of the data to be 

approximately symmetric (0.084) with a kurtosis value of -0.880. Visual examination of the 

histogram approximated to a normal distribution.   

The distribution of responses per item is outlined in Table 6. All four response options 

were used by at least one person for all 14 items. The two most positive response options, 

‘often’ and ‘always’, were chosen for 59.52% of the total responses. The data suggested that 

‘always’ was the most frequently selected response option, followed by ‘sometimes’. 

Following the linear transformation, the mean total WEMWBS-ID score was 50.48 

(SD = 10.23). This is slightly lower than the mean score of 51.0 in UK general population 

samples who completed the original WEMWBS (Tennant et al., 2007). 
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Figure 1. Distribution of WEMWBS-ID total scores. 
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Table 6 

Frequency of responses per item (n = 96). 

 Item 1 2 3 4 5 6 7 8 9 10 11 12 13 14 Total 

(%) 

Response (n)                 

Never  5  5 2 2 3 9 3 6 2 3 1 2 8 17 5.06 

Sometimes  46 31 36  28 49  54 48 29 32 34 24 16 22 27 35.42 

Often  19 25 18 22 14 14 24 22 18 21 22 15 20 21 20.46 

Always  26   35 40 44 30 19 21 39 44 38 49 63 46 31 39.06 
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Study 2: SWEMWBS-ID 

To test the SWEMWBS-ID, combined data from 123 participants (62 males) with a 

mean age of 39 (SD = 12.40) and a range of 18 to 74 years old were analysed. There were no 

missing data for the SWEMWBS-ID. 

Reliability Analysis 

The Cronbach’s alpha was rated as poor (α = 0.67), with no improvement indicated 

from removing any item. Item-total correlations ranged between .251-.517 (lowest for item 

11; highest for item 7 [“I thought clearly”]). Test-retest reliability was good, ICC = .67, 95% 

CI [.58, .76]. 

Standard Error of Measurement  

The SEM was 2.13 (SEM = 3.70 (√1− 0.67)).  The observed total SWEMWBS-ID 

scores ranged from 4 to 21 (M = 12.87; SD = 3.70; 95% CI [8.70, 17.04]). 

Convergent Validity 

 A Spearman’s rank correlation (one-tailed) was computed to assess the relationship 

between total scores on the SWEMWBS-ID and the adapted RSES for the 95 participants 

who completed both measures. There was a significant positive correlation between scores on 

the two measures (r(93) = .614, p < .001), which was rated as ‘good’.  

Structural Validity 

 The results from the confirmatory factor analysis are presented in Tables 7 and 8. The 

indices indicated a good model fit. Factor loadings were all statistically significant and varied 

from .31-.67. The factor loading for item 11 was considered weak, whilst the factor loading 

for item 7 was considered strong. The average value explained by each item was R2 = 0.24 

(range = .097 - .443).   
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Table 7 

Results from the confirmatory factor analysis of the SWEMWBS-ID. 

Index of fit Value 

Chi-square 

Probability level 

Degrees of freedom 

18.93 

.168 

14 

RMSEA .054 

CFI .947 

TLI .920 

  

 

Table 8 

Confirmatory factor analysis factor loadings for the SWEMWBS-ID. 

Item 1 2 3 6 7 9 11 

Factor 

loading 

0.41 0.45 0.56 0.48 0.67 0.48 0.31 

 

 

 

Response Distribution and Floor and Ceiling Effects 

Possible total scores on the SWEMWBS-ID range from 0 to 21. The observed total 

SWEMWBS-ID scores ranged from 4 to 21 (M = 12.87; SD = 3.70). No participants scored 

the minimum score and three participants (2.44%) scored the maximum of 21, suggesting that 

floor and ceiling effects were absent. The distribution of the scores (Figure 2) showed the 

skewness of the data to be approximately symmetric (0.113) with a kurtosis value of -0.280. 

Visual examination of the histogram approximated to a normal distribution.   

The distribution of responses per item is outlined in Table 9. All four response options 

were used by at least one person for all seven items. The two most positive response options, 
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‘often’ and ‘always’, were chosen for 54.93% of the total responses. The data suggested that 

‘sometimes’ was the most frequently selected response option, followed by ‘always’. 

Following the linear transformation, the mean total SWEMWBS-ID score was 24.14 

(SD = 4.93). This is slightly higher than the mean score of 23.5 in UK general population 

samples using the original scale (Ng Fat et al., 2016). It is important to note that 27 

participants in this sample lived in Canada and therefore a comparison with data from the UK 

general population should be made with caution.  

 
Figure 2. Distribution of SWEMWBS-ID total scores.
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Table 9 

Frequency of responses per item (n =123). 

 Item 1 2 3 6 7 9 11 Total 

(%) 

Response (n)          

Never  7 7 2 12 4 2 1 4.07 

Sometimes  54 39 50 68 64 44 34 41.00 

Often  31 34 25 19 30 24 26 21.95 

Always  31 43 46 24 25 53 62 32.98 

 

 

Discussion 

The aim of this study was to assess the psychometric properties of a newly adapted 

version of the WEMWBS and SWEMWBS for individuals with intellectual disabilities 

(WEMWBS-ID/SWEMWBS-ID). It was hypothesised that both scales would demonstrate 

good internal consistency, test-retest reliability and convergent validity. Additionally, it was 

hypothesised that a confirmatory factor analysis would support that the WEMWBS-ID and 

SWEMWBS-ID correspond to a one-factor structure.  

Summary of Main Findings 

The results of the present study suggest that the 14-item WEMWBS-ID demonstrated 

good internal consistency and excellent test-retest reliability. There was a significant positive 

correlation with the adapted RSES, demonstrating good convergent validity. Confirmatory 

factor analysis supported the hypothesised one-factor structure and the measure demonstrated 

an adequate model fit. These results were consistent with the hypotheses. Floor and ceiling 

effects did not appear to be present. With regards to response distribution, the majority 
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(59.52%) of participants selected one of the two most positive response options, but the 

option ‘sometimes’ was among the two most frequently chosen responses.  

The SWEMWBS-ID demonstrated poor internal consistency, good test-retest 

reliability and good convergent validity. The results from the confirmatory factor analysis 

indicated a good model fit. The response option ‘sometimes’ was most popular, followed by 

‘always’.   

The internal consistency of the 7-item measure (α = 0.67) was lower than expected, 

compared to the original SWEMWBS (α = 0.84; Ng Fat et al., 2017). In order to try to 

understand this, individual items were explored further. Item 11 (“I felt able to make my own 

decisions”) had the lowest inter-item correlation for both scales. Furthermore, the factor 

loadings for item 11 in the confirmatory factor analysis of both scales were considered weak. 

On visual examination of the frequency of responses per item, with regards to the 

WEMWBS-ID, 51.04% of participants chose the option ‘always’ in response to this item, 

which was greater than the average proportion of ‘always’ responses overall (39.06%). This 

distribution was also reflected in the SWEMWBS-ID (50.41% of participants selected 

‘always’ in response to item 11 compared to 32.98% of responses overall). It has been 

reported that the rights of individuals with intellectual disabilities to autonomous decision 

making have often been restricted (Werner, 2012, 2015) and that they are often perceived as 

being incapable of handling decisions. Therefore, one may expect individuals with 

intellectual disabilities to respond less positively to this item. However, it was noted that 

69.79% of participants in Study 1 were members of self-advocacy groups. In recent 

systematic reviews (Fenn & Scior, 2019; Tilley et al., 2020) it was reported that self-

advocacy group membership was associated with empowerment and increases in confidence 

in people with intellectual disabilities. Therefore, the participants in the present study may 

have been more likely to report that they were always able to make their own decisions. 
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Although removing item 11 from the scale in the future may improve the overall reliability 

and validity of the measure, it seems important to retain an item which provides valuable 

information about empowerment and autonomy in a group of individuals who are at 

increased risk of experiencing restrictions to their rights to decision making. 

With regards to response distribution, participants had a tendency to select the 

response options ‘sometimes’ and ‘always’, with fewer participants choosing the option 

‘often’. This suggests that there was not a response bias towards the more positive response 

choices. The response distribution for the original WEMWBS completed by the general 

population was presented graphically by Tennant et al. (2007). On visual examination, 

‘sometimes’ and ‘often’ were the most frequently chosen options, with ‘often’ being the most 

popular response overall. This raises questions about the way that the term ‘often’ was being 

interpreted by participants with intellectual disabilities in the present study. It may be that this 

word is conceptually more abstract compared to ‘sometimes’ and ‘always’ and may require 

an individual to estimate how frequently something occurs beyond “it happens but not all of 

the time”, (i.e. ‘sometimes’) or “it happens all of the time” (i.e. ‘always’). In the paper by 

Tennant et al. (2007), ‘never’ represented less than 10% of chosen responses. ‘Never’ was 

also the least frequently chosen option by participants in the present study.  

The results from the present study suggest that the transformed scores on the 

WEMWBS-ID were slightly lower than that reported in general population samples using the 

original scale (mean difference of -0.52). The SWEMWBS-ID scores were slightly higher 

than those found in general population samples, although it is important to note that this scale 

included item 11, which had a disproportionately higher number of ‘always’ responses. As a 

proportion of this sample lived in Canada, this finding should be interpreted with caution 

when being compared to data from the UK general population. The differences in the 

administration of the measure should also be acknowledged when making comparisons with 
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data from the general population who completed the original WEMWBS (the adapted version 

was researcher-administered, as opposed to being completed independently, which may have 

introduced bias). It is also important to consider the context in which this study took place 

when interpreting these results. It has been reported that the COVID-19 pandemic had a 

disproportionate impact on individuals with intellectual disabilities, who were more likely to 

be infected and who suffered higher rates of hospitalisation and mortality (Lunsky et al., 

2022). Understandably, the pandemic negatively impacted on the wellbeing of these 

individuals (e.g. Lake et al., 2021). Therefore, it may be expected that levels of wellbeing in 

the samples analysed in the present study were lower compared to those reported in studies 

which were conducted prior to the pandemic. However, it was noted that the levels of 

wellbeing reported were only slightly lower compared to the general population. It is possible 

that being a member of a self-advocacy group also had a protective effect, as research 

suggests that increases in self-esteem and subjective wellbeing are associated with self‐

advocacy group membership in people with intellectual disabilities (Fenn & Scior, 2019; 

Tilley et al., 2020).  

Study Strengths and Limitations 

 Although the sample sizes in the present study were adequate for an initial exploration 

of the psychometric properties of the measure, they were relatively small which somewhat 

limited the results. The recommendations for sample sizes for factor analyses vary 

considerably and although the item: case ratios for Studies 1 and 2 were approximately 1:7 

and 1:18 respectively. the sample sizes were considerably smaller compared to other 

psychometric evaluations of the WEMWBS and SWEMWBS. 

Although the WEMWBS-ID may be self-administered, it was administered during an 

interview by a researcher for all four samples. This was to ensure that all participants were 
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offered appropriate support to comprehend the items and response scale and also to ensure 

that the measure was administered in a standardised way across the different studies. This 

method required greater resources compared to administering the measure via a survey, 

which limited the sample sizes. Furthermore, it is possible that this format may have 

introduced forms of bias, such as socially desirable responding or acquiescence (Kooijmans 

et al., 2022). However, a strength of this approach was that during the interviews, the 

researchers were able to assess whether participants understood the items and response 

options well enough to complete the measure, which would not have been possible if the 

scale was completed independently. A further strength of this approach is that by 

administering the scale during an interview, a 100% completion rate for the WEMWBS-ID 

was achieved and there were no missing data. 

With regards to sample characteristics, due to the recruitment strategy, the majority of 

participants in Study 1 were self-advocacy group members. Therefore, it is likely that the 

sample was less representative of individuals with intellectual disabilities who, for example, 

were more socially isolated and therefore had lower levels of overall wellbeing. Furthermore, 

as the participants’ level of intellectual disability was not assessed, it is not possible to draw 

conclusions about the suitability of the WEMWBS-ID for subgroups of the population (i.e. 

whether it is more suitable for those with mild compared to those with moderate intellectual 

disabilities). Due to the cognitive and communicative abilities required to participate in the 

studies, it was likely that the majority of the participants had a mild intellectual disability. 

Additionally, participants were implicitly required to have sufficient visual, auditory and 

attentional skills. This was in addition to being required to have access to a device which was 

connected to the internet. These factors are likely to have inadvertently excluded a number of 

individuals with intellectual disabilities, thus limiting the representativeness of the samples. 

However, in terms of representativeness of the samples, the study has many strengths. Firstly, 
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there were approximately even numbers of male and female participants recruited (50.41% vs 

48.78% in across all four samples). With regards to the ethnicity of participants, in Study 1, 

84.38% of participants reported that they were White British/Other, which is close to the 

proportion of people identifying as White in the UK (84.8%; Office for National Statistics, 

2019). With regards to the recruitment strategy, a further strength of the study was that 

meeting with participants virtually allowed individuals from across the country to participate 

without additional resources required. Additionally, those who would not have otherwise 

been able to meet with a researcher in person, due to government restrictions during the 

pandemic, or pre-existing health conditions, were able to participate using this method. 

It is also important to note that the linear transformation conducted in the present 

study only offers an approximation of scores if participants had used the five-point scale to 

enable comparisons, rather than an exact figure. This was included to put the results into 

context when interpreted. There are limitations associated with translating the four-point 

scale to a five-point scale for comparison, for example, making the assumption that the 

intervals between the points are equivalent. The wording in the five-point scale also differed 

to the four-point scale (for example, the option “some of the time” was used instead of 

“sometimes”) and therefore the transformed scores should be interpreted as equivalent to the 

original scores on the five-point scale. 

Suggestions for Future Research 

Further exploration of the psychometric properties of the WEMWBS-ID and 

SWEMWBS-ID with a larger sample size is required to provide further support for the 

reliability and validity of the scales. Future research should go beyond self-advocacy groups 

to ensure that samples are more representative of the intellectual disability population. As 

discussed previously, there was a disproportionately high number of ‘always’ responses for 
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item 11 (“I felt able to make my own decisions”) which is likely to have affected overall 

internal consistency. This may have been due to the high number of participants recruited 

from self-advocacy groups. Therefore, recruiting a more representative sample may improve 

the overall psychometric quality of the scales.  

Future research involving self-administration of the scale may allow data collection 

on a greater scale. Larger sample sizes would also enable further investigation into other 

psychometric properties, such as responsiveness or sensitivity to change. Responsiveness of 

the original SWEMWBS has been evaluated and therefore it would be useful to also establish 

whether the adapted version for individuals with intellectual disabilities can also detect 

clinically important changes in wellbeing following an intervention. It has been 

recommended that for analyses of internal responsiveness using paired t-tests, sample sizes of 

at least 30 participants per study are required (Husted et al., 2000). In the present study, 

Samples 2 and 4 had completed the WEMWBS-ID post-intervention, but the sample sizes 

were too small to investigate internal responsiveness (n = 21 and 24, respectively). 

Additionally, a reference measure of wellbeing had not been administered to either sample 

and therefore explorations into external responsiveness (the extent to which changes in a 

measure relate to corresponding changes in a reference measure) were not possible. 

Therefore, future researchers using the WEMWBS-ID to measure change following an 

intervention may also wish to administer an additional measure of a related construct, such as 

quality of life. The SEM of both scales have been calculated in the present study to aid future 

researchers in ascertaining the smallest detectable change (the number of points on a scale for 

a change in scores to have been considered a result of an intervention rather than chance), 

using the following equation: 1.96 * √2 * SEM. Furthermore, divergent validity (the extent to 

which believed unrelated constructs are, in fact, unrelated) was not assessed in the present 
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study and therefore future researchers may assess this in order to provide further support for 

the scales’ validity. 

 Gathering information such as participants’ IQ scores or severity of intellectual 

disability may allow further exploration of within-group differences. It may be of interest to 

assess whether the scales are more reliable or valid with for example, individuals with mild or 

moderate intellectual disabilities. 

 Future researchers may also wish to further explore the utility of the four-point 

response scale of the WEMWBS-ID to ascertain whether the response option ‘often’ is 

acceptable and produces reliable responses. A three-point Likert scale (‘never’, ‘sometimes’, 

‘always’) could potentially be piloted as this may be more suitable, however this has 

implications for detecting change due to the reduced variability in scores.  

Conclusions and Clinical Implications 

To date, there is a paucity of psychometrically validated self-report measures of 

positive mental health or mental wellbeing for individuals with intellectual disabilities. The 

results from this preliminary evaluation of the WEMWBS-ID and SWEMWBS-ID suggest 

that the scales had promising psychometric properties, when administered by a researcher to 

individuals with mild to moderate intellectual disabilities. The WEMWBS-ID appeared to 

have good reliability and adequate validity, whilst the 7-item version of the scale 

demonstrated adequate reliability and good validity. A further exploration of the scales in 

larger sample sizes is warranted.  

There are numerous stakeholders interested in measuring wellbeing, including 

clinicians, researchers and policy makers in public health. Individuals presenting to mental 

health services are often administered a range of measures of mental health problems or 

distress. The WEMWBS-ID may be a helpful additional measure, enabling clinicians to 
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measure positive aspects of wellbeing and identify a person’s strengths and resources, which 

may inform their intervention. Furthermore, this measure allows clinicians to gain an 

understanding of the individuals’ own experiences from their perspective, without relying 

solely on the report of carers or staff members. Once responsiveness of the SWEMWBS-ID 

has been established, the scale may be used in clinical settings to monitor wellbeing in 

clinical populations over time. With regards to implications for research, the scale may also 

be used in clinical trials and intervention studies aimed at improving mental wellbeing in this 

population. In public health practice, it is recognised that measurement enables understanding 

of population health status and trends over time (Faculty of Public Health and Mental Health 

Foundation, 2016). The WEMWBS-ID will enable the wellbeing of individuals with mild to 

moderate intellectual disabilities to be better understood and measured at a population level.  
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Introduction 

 This critical appraisal will focus on my reflections on the process of completing the 

systematic review and empirical paper. The appraisal begins with a consideration of how my 

previous experiences influenced why I chose this project. I will then outline the specific 

challenges I faced whilst completing both parts of the thesis. Finally, I will offer my 

reflections on quantitative measurement in the field of positive mental health. 

Interest in this Project 

 My first experience of conducting research in the intellectual disability field was 

when I completed my undergraduate dissertation, supervised by my thesis supervisor Katrina. 

The focus of this research was on the relationship between implicit and explicit attitudes 

towards individuals with intellectual disabilities. Subsequently, I was involved in another 

study which reviewed attitudes to intellectual disability around the globe (Scior et al., 2015). 

I was struck by the high levels of stigma, prejudice and discrimination that individuals with 

intellectual disabilities still face worldwide. I also recognised that often the voices of these 

individuals were not captured within intellectual disability research and that studies 

frequently involved interviewing their carers or relatives instead.  

Prior to clinical psychology training, I worked for three years as a Psychological 

Wellbeing Practitioner (PWP) in an Improving Access to Psychological Therapies (IAPT) 

service and also at a paediatric hospital, as part of a research project. I was responsible for 

routinely collecting data from self-report outcome measures, using questionnaires such as the 

GAD-7 (Spitzer et al., 2006) and the PHQ-9 (Kroenke et al., 2001). These measures served 

various purposes, for example enabling the evaluation of IAPT services nationally, 

monitoring clients’ progress and the effectiveness of interventions, in addition to monitoring 

service performance outcomes such as ‘access’ and ‘recovery’ rates. On reflection, I had 
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accepted that the use of routine outcome measures was a key part of the role of a PWP, 

without much consideration of how these measures had been developed, validated for use, or 

their limitations. When I started training, I learned more about strengths-based and values-led 

therapeutic models such as Acceptance and Commitment Therapy (Hayes & Strosahl, 2004), 

which focus less on the reduction of symptoms of mental health and more on helping clients 

to identify and engage with their own strengths and resources. I reflected on how this differed 

to my own experiences of working in mental health services prior to training and questioned 

why I had not come across a measure of positive mental health or mental wellbeing. 

 I was aware that that there was a growing interest in positive psychology and the 

promotion of positive mental health in the field. Having focussed on symptoms of mental ill-

health for most of my career, I was keen to be involved in research about wellbeing and learn 

more about this area. I also wished to promote the active participation of individuals with 

intellectual disabilities in research, rather than relying on informant reports.  

Challenges: Systematic Review 

 As somebody who was new to the field of wellbeing, the main challenge I faced when 

conducting the systematic review was understanding the terminology, the way in which 

mental wellbeing was conceptualised in the literature and the differences between mental 

wellbeing and related concepts, such as quality of life, health-related quality of life, 

subjective wellbeing and others. I often used the terms wellbeing and quality of life 

interchangeably and had not considered that there were differences between these terms. I 

endeavoured to gain more of an understanding of this and was surprised by the difficulties I 

experienced in finding published papers which clearly and consistently described the 

differences between mental wellbeing and other related constructs. Although the focus of my 

thesis was on mental wellbeing, I made the decision to include measures of quality of life in 
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the review. It became apparent that researchers in the field were also using the terms 

interchangeably and therefore I did not wish to exclude articles which may have been 

relevant. The results of the review highlighted that there were a range of existing measures of 

mental health and quality of life for individuals with intellectual disabilities. However, there 

was a paucity of scales which were specifically focussed on measuring the eudaimonic and 

hedonic dimensions of mental wellbeing.   

 A further challenge related to the quality assessment tool used to evaluate the papers. 

The Characteristics of Assessment Instructions for Psychiatric Disorders in Persons with 

Intellectual Developmental Disorders (CAPs-IDD; Zeilinger et al., 2013), which is a 

framework for evaluating and describing measures of psychiatric disorders in people with 

intellectual disabilities, was chosen for the systematic review. Although the CAPs-IDD did 

not produce a total score pertaining to the quality of each measure, a strength of the tool was 

that it provides a comprehensive summary of the psychometric properties of measures. 

Furthermore, it was specific to measures for people with intellectual disabilities and therefore 

included items which examined e.g., the level of intellectual disability, whether individuals 

with intellectual disabilities were included in test development and whether the measure was 

acceptable to them. This tool therefore seemed to be the most relevant and suitable for the 

systematic review. However, as the CAPs-IDD was very thorough, using it turned out to be 

fairly time consuming, due to the high level of detail required to comprehensively summarise 

each measure. Also, the lack of a total score meant that a comparison of the quality of 

different measures was not easily done. Therefore, a further quality assessment component 

(the four-point scale used by Flynn et al., 2017) was included in the systematic review to 

enable such a comparison. I was not able to identify many published systematic reviews 

which had utilised the CAPs-IDD framework and therefore future researchers in the 

intellectual disability field may wish to consider using it to further explore its utility. 
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Challenges: Empirical Paper 

 Reflecting on the empirical study, I faced numerous challenges during the process. 

Firstly, during the initial planning of this project, researchers examining the impact of 

COVID-19 on individuals with intellectual disabilities had piloted the Warwick-Edinburgh 

Mental Wellbeing Scale-Intellectual Disability (WEMWBS-ID) and had agreed to share their 

data with us to contribute to the psychometric evaluation of the measure. Their research was 

conducted on a large scale and they had recruited around 600 participants. Unfortunately, due 

to human error, one item included in both the full and short versions of the scale had been 

worded incorrectly and therefore, after careful consideration, the decision was made to 

exclude these data from the analyses in the empirical paper altogether. Coincidentally, a 

different group of researchers in Canada who had also agreed to share their data with us had 

also accidently misworded an item. Fortunately, this item was not included in the 7-item short 

version of the measure and so we were able to include these data in the final analyses. 

However, the final sample sizes were consequently far smaller than we had initially hoped 

for. This experience highlighted one of the challenges which may be faced when 

collaborating with different teams of researchers, though there are of course many advantages 

in doing so.  

 During the initial planning phase, we also faced the dilemma of whether to collect 

data from Sample 1 in person, or virtually. We agreed on virtual data collection for a number 

of reasons. As data were collected during the COVID-19 pandemic, we were mindful that 

many potential participants may have been shielding or self-isolating. There was also 

uncertainty around whether further government restrictions limiting travel and face to face 

contact might prevent us from meeting with participants in person. Furthermore, we knew 

that many individuals with intellectual disabilities had comorbid long-term health conditions, 

which made them more vulnerable to experiencing severe symptoms associated with 
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COVID-19. Virtual data collection also enabled us to collect data from participants who were 

living across the country, rather than limiting us to Greater London. There were, however, 

disadvantages associated with limiting data collection to virtual interviews. For example, it 

was likely that the requirement for potential participants to have access to a smartphone, 

tablet or computer which was connected to the internet, inadvertently excluded many 

individuals with intellectual disabilities who may have otherwise been interested and eligible 

to participate. On balance, it was felt that the advantages of virtual data collection outweighed 

the disadvantages and therefore the decision was made to collect data virtually.  

 It is also worth considering the impact of the global pandemic on the results of 

research pertaining to mental wellbeing. The impact of the pandemic on the mental health of 

those with and without intellectual disabilities have been widely reported (Lake et al., 2021). 

During the interviews, many of the participants who took part in this project talked about 

difficulties such as feeling isolated and unhappy about social groups and activities taking 

place online rather than in person. It would be interesting to compare the results from the 

empirical study to scores on the WEMWBS-ID in a few years’ time, as this may potentially 

help researchers understand the impact of the pandemic on mental wellbeing in this 

population and measure post-pandemic levels of wellbeing. 

 Another challenge faced during the data collection process pertained to the initial 

screening process. The poster which was used to advertise the study specified that we were 

interested in speaking to people who had a “learning disability”, the most commonly used 

term in the UK outside of a research context. The use of an administrative definition of an 

intellectual disability (in terms of receipt of specialist services for people with intellectual 

disabilities), rather than requesting evidence of a formal diagnosis or IQ scores, posed a 

challenge. During the initial screening process, there were many instances of individuals 

expressing an interest in participating and then during the initial screening process reporting 
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conditions such as autism, dyslexia or ADHD. Often this was labelled by potential 

participants as a “learning disability”, due to the effect of these conditions on their ability to 

learn when they were at school, or to conduct daily tasks. However, they were not in receipt 

of specialist services for individuals with intellectual disabilities, nor were they involved with 

charities or third sector organisations for people with intellectual disabilities. These 

individuals were therefore excluded from the project as there was no evidence that they had a 

comorbid intellectual disability. This highlights a potential challenge in intellectual disability 

research in the UK as often terms such as “learning difficulties”, or other neurodevelopmental 

conditions such as autism or ADHD, are used interchangeably with “learning disabilities” in 

the general population. On occasions when not completely certain whether a potential 

participant had an intellectual disability or not, we made the decision to exclude these 

individuals, in order to not compromise the validity of our results. Future researchers may 

wish to request information pertaining to an individual’s formal intellectual disability 

diagnosis, however this may inadvertently put people off from participating or exclude 

individuals who for whatever reason may not be able to provide this information.  

 Challenges in recruiting individuals with disabilities have been widely documented 

(e.g. Banas et al., 2019), due to barriers including the inability of researchers to directly 

contact potential participants and difficulties obtaining consent (Cleaver et al., 2010). The 

feedback generally from participants was that they enjoyed completing the questionnaires, 

administered via a one to one interview. I was also asked on a number of occasions whether I 

knew of other research projects for individuals with intellectual disabilities which they might 

also be able to participate in. I got the sense that these individuals were keen to contribute to 

research and were seeking opportunities for their voices to be heard by others. This to me 

highlighted the importance of directly involving individuals with intellectual disabilities in 

research, rather than relying on informant reports. As the majority of participants in the 
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empirical study were recruited through contacting self-advocacy organisations, there remains 

a need to consider how individuals who may be less socially engaged could be recruited into 

studies so that their views are also represented in research.  

Reflections on Quantitative Measurement 

 Despite criticisms around the use of outcome measures and questionnaires in services 

such as IAPT, as a clinician I recognise that there are advantages of quantitative measurement 

and that it may be clinically useful in many ways, for example, enabling the measurement of 

change in specific symptoms following an intervention in order to evaluate its effectiveness. 

In research, measures or scales may also be useful in capturing data from a large number of 

individuals fairly quickly, compared to, for example, in-depth interviews about individuals’ 

wellbeing.  

 I believe that it is important to note that although to a large extent the concept of 

mental wellbeing may be universal, it is likely that there are differences in the way in which 

individuals nationally but also cross-culturally define or experience wellbeing. Take item 5 

on the WEMWBS-ID, “I had lots of energy”, as an example. Personally, having “lots of 

energy” does not feel central to my own sense of wellbeing, compared to other items, such as 

“I felt good about myself”. Furthermore, there may be differences in how individuals with 

intellectual disabilities interpret the items. For example, item 11, “I felt able to make my own 

decisions”. It has been documented that individuals with intellectual disabilities often 

experience restrictions to their decision making (Werner, 2012, 2015). At times, I considered 

the insight that these individuals may have into this. For example, I recall a few participants 

reporting that they were able to “choose what to eat”, or “choose which movie to watch” and 

therefore chose the option ‘Often’ or ‘Always’ in response to this item. However, I wondered 

whether they felt able to make their own decisions about other matters, such as where they 
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lived, whether they had a job or children. This suggests that responses on measures such as 

the WEMWBS-ID should be interpreted cautiously and be used to guide further discussions 

to better understand an individual’s wellbeing.  

 I believe that quantitative measurement has an important place in the field. As a 

clinician, I can see how the information captured by the WEMWBS-ID could be very useful 

in a clinical setting, allowing me to facilitate further discussions about an individual’s 

strengths and resources or meaningful goals for therapy. For example, I may wish to further 

explore why an individual does or does not feel useful, hopeful about the future or connected 

to others, as this may guide therapeutic interventions. Further investigations into the 

measure’s sensitivity to change may also allow clinicians to use the SWEMWBS-ID to assess 

changes in an individual’s wellbeing following an intervention.  

Conclusions 

 To conclude, the systematic review highlighted a paucity of self-report measures of 

mental wellbeing for individuals with intellectual disabilities and the empirical paper 

attempted to offer a solution by psychometrically evaluating the WEMWBS-ID. Although a 

range of challenges were faced throughout the process, there were many strengths, such as 

the active engagement of individuals with intellectual disabilities in the research. It is hoped 

that this initial report on the WEMWBS-ID will encourage utilisation of the measure 

clinically and further research into its validity in a representative sample.  
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Persons with Intellectual Developmental Disorders (CAPs-IDD) based summaries of the 

measures reviewed in the present paper 
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Table A1 

CAPs-IDD based summary of the ADAMS. 

Measure: The Anxiety, Depression and Mood Scale (ADAMS; Esbensen et al., 2003) 

 

Part 1: Conceptual and Measurement Model 

 

B: Basic Information  Comments 

B1: Concept to be 

measured:  

Broader spectrum of 

disorders 

The ADAMS is an informant-based rating scale that assesses behaviour-based 

affective symptoms of individuals with intellectual disabilities (ID). The ADAMS 

was developed a screening measure for anxiety and depression. In the original study 

by Esbensen et al. (2003), the ADAMS was validated with people aged 10 years 

and older with participants with borderline, mild, moderate, severe and profound ID 

(<50% of the sample had mild-moderate ID). In the study by Rojahn et al. (2011), 

263 (174 male, 89 female) adults with ID were recruited. Of these, 24% had mild, 

34.6% moderate, 23.3% severe, and 17.5% had profound ID (two participant’s level 

of ID was unavailable). The measure was completed by people most familiar with 

the participants (parents and guardians, group home staff, teachers or other day 

placement staff).  

 

In the study by Rojahn et al. (2011), 263 (174 male, 89 female) adults with ID were 

recruited. Of these, 24% had mild, 34.6% moderate, 23.3% severe, and 17.5% had 

profound ID (two participant’s level of ID was unavailable). In terms of ethnicity, 

71.1% of the sample were Caucasian, 12.5% were African American, 7.2% 

Asian/Pacific islander, 4.2% Hispanic American, 1.1% American Indian, 3.4% 

Other. 

 

B2: Level of IDD:  Mild, Moderate, Severe, 

Profound 

B3: Aetiology of target 

group:  

None 

B4: Age of Target group:  Childhood, Adolescence, 

Adulthood 

B5: Primary 

purpose/recommendation 

for use:  

Screening 

B6: Available modes of 

administration:  

Setting: Single setting. 

Application: Paper-pencil. 

Augmentative and 

alternative communication 

(e.g. visual aids, symbols): 

No information 

B7: Respondent 

requirements:  

 

 

 

 

 

Person with IDD: Person 

with IDD is not a 

respondent. Third person: 

Caregiver (e.g. direct care 

staff, family carer, 

teacher).  
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B8: Competence Level 

needed for 

administration:  

None 

   

T: Test Development  Comments 

T1: Main underlying 

theory for generating 

items:  

Empirical Esbensen et al. (2003) developed the scale in collaboration with psychologists and 

psychiatrists. They initially generated a list of 131 items from DSM-IV criteria and 

various assessment instruments including the Diagnostic Assessment for the 

Severely Handicapped-II (DASH; Matson et al., 1991) and the Psychopathology 

Instrument for Mentally Retarded Adults (PIMRA; Matson et al., 1984). Through 

several rounds of consultations and psychometric analyses, the list was revised, 

items were reworded, and redundant items were eliminated, resulting in a 28-item 

scale. These final items tapped aspects of anxiety, fear, compulsiveness, appetite, 

communication, concentration, depression, energy level, mood, physical state, sleep 

disturbance, and social interaction. 

 

T2: Experts involved in 

test development:  

Mental health 

professionals 

T3: Based on 

classification models:  

DSM 

   

C: Measurement  Comments 

C1: Item content:  Questions as third party 

report: Problem behaviour, 

Emotional, e.g. feelings 

The ADAMS consists of 28 items which are scored on a 4-point rating scale that 

combines frequency and severity ratings; they range from 0 (behaviour has not 

occurred or is not a problem) to 3 (behaviour occurs a lot, or is a severe problem). 

Raters should consider behaviours which had occurred during the previous six 

months. The items are distributed to five subscales are labelled Manic/Hyperactive 

Behaviour (5 items), Depressed Mood (7 items), Social Avoidance (7 items), 

General Anxiety (7 items), and Obsessive/Compulsive Behaviour (3 items); one of 

the items contributes to two subscales.  

 

C2: Item coding: Response format: 

Polytomous (includes 

Likert Scale). 

Facet/Quality assessed: 

Presence (e.g. of a 

problem, symptom), 

Frequency, Severity. 

Perspectice/locus of 

response for specific items 

(symptom, behaviour): 



 

144 

 

Presence, Problem for the 

person with IDD 

C3: Timeframe:  Time frame given: 6 

months 

C4: Floor/ceiling effects:  No information 

C5: Responsiveness:  Recommended to detect 

changes: No information 

  

Part 2: Psychometric Properties 

   

V: Validity  Comments 

V1: Criterion validity:  No information The Root Mean Square Error of Approximation (RMSEA) and the comparative fit 

index (CFI) were used to evaluate goodness of fit between the measurement model 

and the data. The RMSEA value for the ADAMS was .10 (90% confidence interval: 

.095 – .11), suggesting a poor fit between the model and data. A confirmatory factor 

analysis yielded a CFI of .89, also indicating a poor fit between the measurement 

model and the data. Evidence for convergent validity was assumed if subscales that 

were expected to assess the same construct e.g. the ADAMS Depressed Mood 

subscale and the Assessment of Dual Diagnosis (ADD; Matson & Bamburg, 1998) 

Depression subscale, or a clinically related construct e.g. the ADAMS Depressed 

Mood subscale and the ADD Anxiety subscale. Positive correlations were 

demonstrated between the ADAMS depression subscale and ADD Depression 

subscale (rs = .77, p < .000; excellent) and the ADD Anxiety subscale and ADAMS 

general anxiety subscale (rs = .75, p < .000; excellent). Examples of discriminant 

validity were the non-existing correlations between the five ADAMS subscales and 

the ADD’s Sexual Disorders subscale, which was a clinically unrelated construct. 

The ADAMS Manic/Hyperactive subscale showed significant positive correlations 

(ρ = .35 - .75; fair to excellent) with the Aberrant behaviour Checklist (ABC; Aman 

et al., 1985) Irritability, Stereotypy, Hyperactivity, and Inappropriate Speech 

subscales, which were expected to correlate and hence were indicative of good 

convergent validity. However, against expectations, the ABC Lethargy subscale 

V2: Content validity:  No information 

V3: Construct validity:  Confirmatory factor 

analysis, Convergent 

validity 

V4: Face validity:  Face validity rated by 

authors 
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correlated significantly with the ADAMS Manic/Hyperactive subscale (ρ = .45; 

fair), which was questionable.  

 

   

R: Reliability  Comments 

R1: Internal consistency:  Cronbach's alpha Rojahn et al. (2011) reported that the Cronbach's alpha was 0.9 (excellent). The 

mean subscale alpha coefficient for the ADAMS was 0.83 (subscales ranged from α 

= 0.78 - 0.85; fair to good). Although Esbensen at al. (2003) analysed test–retest 

and interrater reliability in their original paper, the results have not been reported as 

their study did not meet the eligibility requirements for the present review 

(participants were <18 years old and <50% of the sample had mild to moderate ID). 

Rojahn et al. (2011) did not examine reliability in their study.  

 

 

R2: Reliability: No information 

R3: Measurement error:  No information 

   

O: Objectivity of 

Application 

 Comments 

O1: Application:  No information  

O2: Coding:  No information 

   

N: Objectivity of 

Interpretation, 

Norming and Fairness 

 Comments 

N1: Norms:  No information  

N2: Cut-offs:  No information 

N3: Fairness:  No information 

   

F: Feasibility  Comments 

F1: Missing values:  No information In terms of value, Esbensen et al. (2003) explained that the ADAMS expanded on 

screening instruments which were available at the time, as it was the first instrument F2: Ease of 

administration/burden:  

No information 
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F3: Value:  For health professionals, 

for person with IDD, for 

researchers 

to successfully obtain empirically derived factors of both anxiety and depression 

with one sample of subjects.  

 

F4: Acceptability:  No information 

F5: Availability: No information 
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Table A2 

CAPs-IDD based summary of the ADD. 

Measure: The Assessment of Dual Diagnosis (ADD; Matson & Bamburg, 1998) 

 

Part 1: Conceptual and Measurement Model 

 

B: Basic Information  Comments 

B1: Concept to be 

measured:  

Broader spectrum of 

disorders 

The ADD is a screening instrument that was designed for adults with mild and 

moderate ID to reflect common mental disorders (although it was also administered 

to people with severe and profound in the study by Rojahn et al., 2011). It contains 

79 items. The subscales are organised along the lines of the DSM-IV disorders, as 

follows: Mania (6 items), Depression (8 items), Anxiety (11 items), Post Traumatic 

Stress Disorder (6 items), Substance Abuse (4 items), Somatoform Disorder (6 

items), Dementia (5 items), Conduct Disorder (8 items), Pervasive Developmental 

Disorder (10 items), Schizophrenia (9 items), Personality Disorders (9 items), 

Eating Disorders (6 items), and Sexual Disorders (4 items). Ten of the items 

contribute to two different subscales, and one item contributes to three. In the study 

by Rojahn et al. (2011), 263 (174 male, 89 female) adults with ID were recruited. 

Of these, 24% had mild, 34.6% moderate, 23.3% severe, and 17.5% had profound 

ID (two participant’s level of ID was unavailable). The measure was completed by 

people most familiar with the participants (parents and guardians, group home staff, 

teachers or other day placement staff).   

 

In the study by Rojahn et al. (2011), 263 (174 male, 89 female) adults with ID were 

recruited. Of these, 24% had mild, 34.6% moderate, 23.3% severe, and 17.5% had 

profound ID (two participant’s level of ID was unavailable). In terms of ethnicity, 

71.1% of the sample were Caucasian, 12.5% were African American, 7.2% 

Asian/Pacific islander, 4.2% Hispanic American, 1.1% American Indian, 3.4% 

Other. 

B2: Level of IDD:  Mild, Moderate, Severe, 

Profound 

B3: Aetiology of target 

group:  

None 

B4: Age of Target group:  Adulthood 

B5: Primary 

purpose/recommendation 

for use:  

Screening 

B6: Available modes of 

administration:  

Setting: Single setting. 

Application: Paper-pencil. 

Augmentative and 

alternative communication 

(e.g. visual aids, symbols): 

No information 

B7: Respondent 

requirements:  

Person with IDD: Person 

with IDD is not a 

respondent. Third person: 

Caregiver (e.g. direct care 

staff, family carer, 

teacher).  



 

148 

 

B8: Competence Level 

needed for 

administration:  

None  

   

T: Test Development  Comments 

T1: Main underlying 

theory for generating 

items:  

Empirical The items were compiled from symptoms of particular disorders listed in the DSM-

IV.  

 

T2: Experts involved in 

test development:  

Mental health 

professionals 

T3: Based on 

classification models:  

DSM 

   

C: Measurement  Comments 

C1: Item content:  Questions as third party 

report: Problem behaviour, 

emotional e.g. feelings 

The ADD contains 79 items that are scored on three 3-point rating scales: (1) 

frequency, ranging from 0 (not at all) to 2 (more than 10 times), (2) duration, 

ranging from 0 (less than 1 month) to 2 (over 12 months), and (3) severity, ranging 

from 0 (no disruptions or damage) to 2 (caused property damage or injury).  

 
C2: Item coding: Response format: 

Polytomous (includes 

Likert scale). Facet/quality 

assessed: Presence (of a 

problem, symptom), 

Frequency, Severity, 

Chronicity. 

Perspective/locus of 

response for specific items 

(symptom, behaviour): 

Presence (does the person 

show the 

symptom/behaviour at all), 

Problem for person with 

IDD (is the 
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symptom/behaviour a 

problem for person with 

IDD), Problem for third 

persons/surroundings (is 

the symptom/behaviour a 

problem for third 

persons/surroundings) 

C3: Timeframe:  Time frame given: 1 

month 

C4: Floor/ceiling effects:  No information 

C5: Responsiveness:  Recommended to detect 

changes: No information 

  

Part 2: Psychometric Properties 

   

V: Validity  Comments 

V1: Criterion validity:  No information In the study by Rojahn et al. (2011), evidence for convergent validity was assumed 

if subscales that were expected to assess the same construct e.g. the ADAMS 

Depressed Mood subscale and the ADD Depression subscale, or a clinically related 

construct e.g. the ADAMS Depressed Mood subscale and the ADD Anxiety 

subscale. Positive correlations were demonstrated between the ADAMS depression 

subscale and ADD Depression subscale (rs = .77, p < .000; excellent) and the ADD 

Anxiety subscale and ADAMS general anxiety subscale (rs = .75, p < .000; 

excellent). The correlation between the Lethargy subscale of the ABC (Aberrant 

Behaviour Checklist) and the ADD Depression subscale was good (rs = .63, p < 

.000). Examples of discriminant validity were the non-existing correlation between 

the five ADAMS subscales and the ADD’s Sexual Disorders subscale. 

Confirmatory Factor Analysis was attempted with the ADD, however after over 60 

iterations, the model would not converge. Rojahn et al. (2011) noted that given the 

number of items and scales on the ADD, the model was estimating more parameters 

than the data set had participants and therefore future analyses of the measurement 

model with the ADD will likely require a larger dataset.  

V2: Content validity:  No information 

V3: Construct validity:  Confirmatory factor 

analysis, Convergent 

validity 

V4: Face validity:  Face validity rated by 

authors 
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R: Reliability  Comments 

R1: Internal consistency:  Cronbach's alpha Rojahn et al. (2011) reported that the Cronbach's alpha was for the total ADD score 

was .91 (excellent). However, the mean subscale alpha coefficient was 0.59 

(ranging from 0.18 - 0.84; poor to good). The authors posited that this may because 

the ADD was originally developed for individuals with mild and moderate ID and 

in the study by Rojahn et al. (2011), participants ranged from having a mild to 

profound ID. However, when they recalculated the Cronbach's alpha with the 154 

participants with mild to moderate ID, no obvious improvements were observed 

(the mean alpha coefficient changed from 0.59 to 0.61). With regards to reliability, 

although Matson & Bamburg (1998) analysed test–retest reliability in their original 

paper, the results have not been reported as their study did not meet the eligibility 

requirements for the present review (sample included participants who were <18 

years old). Rojahn et al. (2011) did not examine test-retest reliability in their study.  

 

R2: Reliability: Test-retest 

R3: Measurement error:  No information 

   

O: Objectivity of 

Application 

 Comments 

O1: Application:  No information  

O2: Coding:  No information 

   

N: Objectivity of 

Interpretation, 

Norming and Fairness 

 Comments 

N1: Norms:  No information  

N2: Cut-offs:  No information 

N3: Fairness:  No information 

   

F: Feasibility  Comments 

F1: Missing values:  No information 



 

151 

 

F2: Ease of 

administration/burden:  

No information In terms of value, Matson & Bamburg (1998) reported that as the ADD screens a 

wide range of disorders, it may aid in the assessment of psychopathology in 

individuals with mild to moderate ID, allowing informed treatment choice. They 

also reported that the ADD may aid in advancing research in this area and in the 

delivery of optimal services for individuals with mild to moderate ID.  

 

F3: Value:  For health professionals, 

for person with IDD, for 

researchers 

F4: Acceptability:  No information 

F5: Availability: No information 
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Table A3 

CAPs-IDD based summary of the CORE-LD. 

Measure: The Clinical Outcomes in Routine Evaluation – Learning Disabilities (CORE-LD) (Brooks et al., 2013) 

 

Part 1: Conceptual and Measurement Model 

 

B: Basic Information  Comments 

B1: Concept to be 

measured:  

Broader spectrum of 

disorders 

The CORE-LD is an adapted version of the Clinical Outcomes in Routine 

Evaluation - Outcome Measure (CORE-OM; Evans et al., 2002), which measures 

various factors such as wellbeing, mental health and interpersonal relationships, for 

people with ID. The CORE-LD enables the monitoring of mental health and 

evaluation of the results of psychological therapies. Brook et al. (2013) developed 

the CORE-LD as they identified an absence of items within CORE-OM which 

related specifically to the lived experience of people with ID and their wellbeing. 

The measure was validated with 272 participants in the study by Brooks et al. 

(2013) and the level of ID was reported for 96% of the sample (81% had a mild LD 

and 19% had a moderate LD). The participants ranged between 18 - 80 years old. In 

a further study by Briscoe et al. (2019), the measure was validated with 41 

participants with a mild to moderate ID, with an age range of 20-64. The CORE-LD 

is designed to be completed collaboratively with a therapist, though people with ID 

are given their own copy of the questionnaire and are encouraged to mark their own 

response. In the study by Briscoe et al. (2019), if participants could not read or 

write, items were read aloud verbatim and their responses recorded. Participants 

were encouraged to respond to each item according to the wording of available 

responses (not at all–all the time) but in some cases when completing the CORE-

LD participants would point to their pictorial response (empty beaker–full beaker). 

 

The sample in the study by Brooks et al. (2013) was described as follows: 272 

clinical clients [162 (60%) female; 110 male] took part in the first phase of CORE-

LD data collection, along with a further 52 nonclinical clients [30 (58%) female; 22 

male] who contributed test–retest data (2 of whom did not contribute time 2 data). 

B2: Level of IDD:  Mild, Moderate 

B3: Aetiology of target 

group:  

None 

B4: Age of Target group:  Adulthood, Elderly 

B5: Primary 

purpose/recommendation 

for use:  

Screening, Research, 

Evaluation of interventions 

B6: Available modes of 

administration:  

Setting: Single Setting. 

Application: Paper-pencil. 

Augmentative and 

alternative communication 

(e.g. visual aids, symbols): 

Available. 

B7: Respondent 

requirements:  

Person with IDD: Some 

verbal skills required. 

Third person: Third person 

is not a respondent 

B8: Competence Level 

needed for 

administration:  

Health professional: Other 
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The majority of clients [37 (71%) nonclinical; 234 (86%) clinical] were White. In 

the nonclinical population, 8 (15%) of those remaining were Asian/Asian British; 5 

(10%) Black/Black British and 2 (4%) Chinese/Other. In the clinical population, 15 

(6%) were Asian/Asian British; 18 (7%) Black/Black British; 3 (1%) Mixed and 2 

(1%) Chinese/Other. Ages in the sample ranged between 18 and 80 years. Clients 

were drawn from tertiary sector community services (n = 17); a high-security NHS 

setting (n = 14) and other NHS settings (n = 241). Level of learning disability was 

recorded for 261 of the 272 clinical participants, with 212 (81%) ‘mild’ and 49 

(19%) ‘moderate’. Briscoe et al. (2019) recruited 41 participants with an age range 

of 20-64 from two UK inpatient hospitals (a medium secure unit with female 

participants [n = 21] and male participants [n = 9], and a low secure unit with male 

participants]( n =11]). They noted that that preliminary analyses demonstrated that 

the female sample had statistically significantly higher CORE-LD scores than the 

male sample, which warranted further exploration in future research. 

 

   

T: Test Development  Comments 

T1: Main underlying 

theory for generating 

items:  

Empirical: factor analysis 

of pool of items 

Brooks et al. (2013), who are Practitioner Researchers (a Dramatherapist and 

Specialist Counsellor) facilitated a Collaborative Research Group (CoRG) which 

included five people with ID, where they discussed the impact of having an LD on 

feelings. These sessions were recorded and the data was analysed using 

interpretative phenomenological analysis (Smith, 2003) and thematic analysis 

(Braun & Clarke, 2006). They noted that many statements described emotional 

difficulties and feelings which were not in CORE-OM. These were grouped into 

five themes (Feeling put down; Feeling left out; Feeling confused; Feeling angry 

inside; Feeling vulnerable).  

 

T2: Experts involved in 

test development:  

Mental health 

professionals, Persons 

with IDD (e.g. focus 

group, pre-testing) 

T3: Based on 

classification models:  

None 

   

C: Measurement  Comments 

C1: Item content:  Questions as self-report - 

Emotional, e.g. feelings 

The CORE-LD has 14 items, which includes questions about feeling lonely, 

confused and unhappy. The CoRG felt that the original 5-point rating scale of 
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C2: Item coding: Response format: 

Polytomous. Facet/quality 

assessed: Presence (e.g. 

problem, symptom), 

Frequency. 

Perspective/locus of 

response for specific items 

(symptom, behaviour): 

Presence 

CORE-OM was confusing and suggested a simplified 3-point scale with visual 

iconic representations. Beakers were chosen to depict frequency, an empty beaker 

representing ‘not at all’, half-full beaker for ‘sometimes’ and a full beaker for ‘a 

lot’. Individuals are asked to answer the questions based on how they had been 

feeling over the last week. 

 

C3: Timeframe:  1 week 

C4: Floor/ceiling effects:  No information 

C5: Responsiveness:  Recommended to detect 

changes (e.g. as a ROM - 

routine outcome 

measurement) - Yes 

  

Part 2: Psychometric Properties 

   

V: Validity  Comments 

V1: Criterion validity:  No information Brooks et al. (2013) completed a preliminary psychometric analysis on a 17-item 

version of the CORE-LD data looked at: item omission rates; test–retest stability of 

items; discrimination between clinical and non-clinical clients; the contribution 

individual items made to overall reliability and low fall in item score over 

treatment. These analyses revealed four problematic items though it was not 

apparent that these should be dropped. The CoRG researchers developed a 

qualitative questionnaire on accessibility and usability to gain feedback from 

therapists who had used the measure. They were also asked to comment on items 

which they deemed especially problematic or helpful. This feedback, in conjunction 

with results of psychometric analysis, led to a decision to retain the item, "Are you 

pleased with the things you have done?" (as it was the only positive item in the 

measure) and omit the remaining three problem items. This left the final, 14-item 

CORE-LD. Psychometric analyses were repeated on the 14-item CORE-LD. The 

V2: Content validity:  Concerning relevance of 

items, Concerning 

comprehensiveness of 

items 

V3: Construct validity:  Convergent validity 

V4: Face validity:  Face validity rated by 

author(s), Face validity 

rated by person with IDD 
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results of analyses on validity were not reported in the paper. Briscoe et al. (2019) 

established the concurrent validity of the CORE-LD by correlating it with the 

CORE-OM. The data indicated the CORE-LD was significantly positively 

correlated to the CORE-OM (rs = .68, p < .001). 

 

   

R: Reliability  Comments 

R1: Internal consistency:  Cronbach's alpha Brooks et al. (2013) reported the results of analyses of reliability. The CORE-LD 

was administered to 50 people living in the community who were not receiving 

therapy, in addition to the clinical sample used in the main study. In order to 

measure test-retest reliability, the nonclinical sample were asked to complete the 

CORE-LD twice with a week in between. Test–retest stability was good, with ρ = 

.64. There was no significant test–retest mean shift and no total score mean shift (P 

= .85). Furthermore, Cronbach's alpha was good (α = 0.80) for both the clinical and 

nonclinical samples.  

 

R2: Reliability: Test-retest 

R3: Measurement error:  No information 

   

O: Objectivity of 

Application 

 Comments 

O1: Application:  Some instructions 

available (e.g. published 

paper) 

The published paper gives brief instructions on the structure and administration. 

High scores indicate more distress, suggesting poor outcome of therapy. 

 

O2: Coding:  No information 

   

N: Objectivity of 

Interpretation, 

Norming and Fairness 

 Comments 

N1: Norms:  No information Evans et al. (2002) administered the CORE-OM to a non-clinical sample and a 

clinical sample from the general population during the initial validation of the 

measure. Further information may be found in the published paper. 

N2: Cut-offs:  None 

N3: Fairness:  No information 

   

F: Feasibility  Comments 
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F1: Missing values:  No information The authors concluded that the CORE-LD is a robust and valid measure, which 

appears to be highly acceptable to clients and practitioners. Briscoe et al. (2019) 

noted that participant anecdotal feedback indicated they found completing the 

CORE-LD easier than doing the CORE-OM. 

 

F2: Ease of 

administration/burden:  

For respondent: Evidence 

that instrument places no 

undue physical or 

emotional strain on 

respondent. For 

administration: Easy to 

understand instructions, 

user-friendly design/layout 

F3: Value:  For health professionals 

(e.g. psychologist, 

psychiatrist), For person 

with IDD, For researchers 

F4: Acceptability:  For health professionals 

(e.g. psychologist, 

psychiatrist), For person 

with IDD, For researchers 

F5: Availability: Available for free, 

Published as test(manual)  
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Table A4 

CAPs-IDD based summary of the IES-IDs. 

Measure: The Impact of Events Scale-Intellectual Disabilities (IES-IDs; Hall et al., 2014) 

 

Part 1: Conceptual and Measurement Model 

 

B: Basic Information  Comments 

Specific Disorder: 

Anxiety disorder 

Specific Disorder: Anxiety 

disorder 

The Impact of Events Scale-Revised (IES-R; Weiss & Marmar, 1997) measures 

PTSD symptomatology and is one of the most widely used measures of traumatic 

stress as it has well established psychometric properties.  The Impact of Events 

Scale-Intellectual Disabilities (IES-IDs; Hall et al., 2014) was developed by 

modifying the IES-R. The IES-R was chosen as was designed as a screening self-

report questionnaire which corresponds directly to the DSM-IV-TR (APA, 2000) 

symptoms of PTSD (avoidance, intrusion, and hyperarousal symptoms). Secondly, 

it is relatively short and easy to complete. A score of 33 on the IES-R has been 

suggested to be an appropriate clinical cut-off. In the study by Hall et al. (2014), 40 

adults with mild ID (aged 18+, 57.5% women) were recruited. 36 carers were also 

recruited and asked to complete the informant versions of several measures. An 

interviewer script was developed so that the IES-IDs could be administered as a 

semi-structured interview. 

 

Forty adults with IDs (Mean age = 36.95, SD = 14.84, 57.5% women, Mean IQ = 

60.68, SD = 6.13) were recruited from National Health Service (NHS) teams, 

residential services and day centres across the counties of Norfolk, Cambridgeshire, 

and Suffolk in England. They were aged 18 or above and spoke English and had 

mild ID as evidenced by a Full Scale IQ that ranged from 50 to 70. Participants 

were excluded if they did not have a history of at least one traumatic event.  

Mild Mild 

None None 

Adulthood Adulthood 

Screening Screening 

Other: Semi structured 

interview. Augmentative 

and alternative 

communication (e.g. 

visual aids, symbols): 

Available 

Other: Semi structured 

interview. Augmentative 

and alternative 

communication (e.g. visual 

aids, symbols): Available 

Person with IDD: Some 

verbal skills required. 

Third person: Third 

person is not a 

respondent. 

Person with IDD: Some 

verbal skills required. 

Third person: Third person 

is not a respondent. 

Health professional: 

Psychologist, Other 

Health professional: 

Psychologist, Other 

   

T: Test Development  Comments 
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T1: Main underlying 

theory for generating 

items:  

Empirical To modify the IES-R, and create the IES-IDs, professionals in an Adult Community 

Learning Disability Team were consulted (two clinical psychologists, a speech and 

language therapist, and an assistant psychologist). The language of the IES-R, 

format and item organisation were changed to ensure that items were 

comprehensible and appropriate for individuals with IDs. Guidance was followed to 

ensure that the question structure was simple and avoided the use of technical 

vocabulary, and the text was made larger to increase the accessibility of the 

measure. 

 

T2: Experts involved in 

test development:  

Mental health 

professionals, Direct-care 

staff 

T3: Based on 

classification models:  

DSM 

   

C: Measurement  Comments 

C1: Item content:  Questions as self-report: 

Emotional, e.g. feelings, 

Problem behaviour. 

The measure has 22 items. The rating scale was simplified from 5 points to 3. Other 

changes included that respondents were asked to respond 'yes/no' based on whether 

they have experienced each symptom, initially, before rating the distress 

experienced. If the symptom had not been experienced, the item was coded a zero. 

This approach was adopted to simplify the assessment and reduce confusion. If the 

respondent had experienced the symptom, they were then asked ‘how much has that 

upset or scared you?’ Possible responses and associated scores were then: ‘a little 

bit’ (score = 1), ‘in the middle’ (score = 2) or ‘a lot’ (score = 3). This was 

augmented with a visual scale to improve the reliability and validity of the Likert 

scales. If the respondent had selected more than one traumatic event, they were then 

asked to pick the one event that had upset them the most and then questions were 

asked in reference to this selected event. Following this, further questions were 

asked to assess whether the event happened recently, less than a year ago, more than 

a year ago, or when they were a child.  

 

C2: Item coding: Response format: 

Polytomous (includes 

Likert scale), Facet/quality 

assessed: Presence (e.g. of 

a skill, problem, 

symptom), Severity. 

Perspective/locus of 

response for specific items 

(symptom, behaviour): 

Presence, Problem for 

person with IDD. 

C3: Timeframe:  No time frame given (e.g. 

how the person is 

feeling/behaving now) 

C4: Floor/ceiling effects:  No information 

C5: Responsiveness:  Recommended to detect 

changes: No information 
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Part 2: Psychometric Properties 

   

V: Validity  Comments 

V1: Criterion validity:  No information There were good to excellent positive correlations between the Intrusion, 

Hyperarousal, and Avoidance subscales of the IES-IDs (r =.67 - .74). All three 

subscales also significantly correlated with the IES-IDs Total Score (r =.87 - .9; 

excellent). With regards to convergent validity, the IES-IDs Total Score 

significantly correlated with the self-report Glasgow Depression Scale (GDS; 

Cuthill et al., 2003) (r =.60; good) but not the informant version of the GDS. The 

authors suggested that this may be the because covert symptoms of depression are 

more difficult for carers to rate. Furthermore, the IES-IDs Total Score and subscales 

all significantly correlated with the Glasgow Anxiety Scale (GAS; Mindham & 

Espie, 2003) (r =.40 = fair). The IES-IDs Intrusion, Hyperarousal and Avoidance 

subscales (r =.63 - .71; good to excellent) and Total Score (r =.76; excellent) 

significantly correlated with the self-report version of the LANTs. The IES-IDs 

Total Score also correlated significantly with the Behaviour Changes, Frequency, 

and Severity Scales (r =.28 - .37 = poor to fair) from the informant version of the 

LANTS. Hall et al. (2014) hypothesised that people who have experienced a higher 

frequency of trauma would score higher on the IES-IDs and their results indicated 

that there was a positive association between trauma frequency and 

symptomatology as measured by the IES-IDs (r =.35 = fair). 

 

V2: Content validity:  Concerning relevance of 

items, concerning 

comprehensiveness of 

items 

V3: Construct validity:  Convergent validity 

V4: Face validity:  Face validity rated by 

author(s) and health 

professionals. 

   

R: Reliability  Comments 

R1: Internal consistency:  Cronbach's alpha The Cronbach's alpha for the IES-IDs Total ranged between α = 0.90 - 0.91 from T1 

to T2, demonstrating excellent internal consistency. Subscales ranged from α = 0.61 

– 0.88 (fair to good). Test–retest reliability was determined by calculating the 

intraclass correlation coefficient. Participants completed measures on two 

occasions, separated by 2 weeks. The authors reported that the test–retest reliability 

of the IES-IDs Total Score (ICC = .86) was excellent. Overall reliability for the 

subscales were as follows: Intrusion (ICC = .85; excellent), Avoidance (ICC = .65; 

good) and Hyperarousal (ICC = .82; excellent). 

R2: Reliability: Test-retest 

R3: Measurement error:  No information 
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O: Objectivity of 

Application 

 Comments 

O1: Application:  Some guidelines available 

(e.g. published paper) 

Procedure detailed in published paper. 

 

O2: Coding:  No information 

   

N: Objectivity of 

Interpretation, 

Norming and Fairness 

 Comments 

N1: Norms:  No information The IES-IDs was adapted from the IES-R. A score of 33 on the IES-R has been 

suggested to be an appropriate clinical cut-off (Creamer et al., 2003). A cut-off 

score for the IES-IDs was not suggested. Creamer et al. (2003) assessed the 

psychometric properties of the IES-R using a community-based sample and a 

clinical sample. Further information may be found in the published paper.   

N2: Cut-offs:  No information 

N3: Fairness:  No information 

   

F: Feasibility  Comments 

F1: Missing values:  No information In terms of the ease of administration/burden, an interviewer script was developed 

so that the IES-IDs could be administered as a semi-structured interview and the 

language of the IES-R was changed to ensure that items were comprehensible and 

appropriate for individuals with IDs. Guidance was followed to ensure that the 

question structure was simple and avoided the use of technical vocabulary and the 

text was made larger to increase the accessibility of the measure. Professionals in an 

Adult Community Learning Disability Team were consulted to modify the IES-R in 

order to ensure acceptability. With regards to the value of the measure, the authors 

reported that the IES-IDs was developed response to a lack of well-developed 

instruments to assess PTSD symptomatology with people who have IDs. The items 

and Likert Scale for the IES-IDs can be found in Table 1 in the published paper. 

The IES-IDs is also available from the authors. 

 

F2: Ease of 

administration/burden:  

For respondent: Reading 

and/or comprehensive 

level. For administration: 

Easy to understand 

instructions, user-friendly 

design/layout 

F3: Value:  For health professionals, 

for person with IDD 

F4: Acceptability:  For health professionals 

F5: Availability: Cost: No information. 

Finding instrument: Whole 

instrument is published in 

scientific journal or book 

(all items are printed) 
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Table A5 

CAPs-IDD based summary of the LANTS. 

Measure: The Lancaster and Northgate Trauma Scales (LANTS) (Wigham et al., 2011) 

 

Part 1: Conceptual and Measurement Model 

 

B: Basic Information  Comments 

B1: Concept to be 

measured:  

Specific Disorder: Anxiety 

disorder 

The LANTS were developed to measure symptoms of trauma in adults with ID. The 

LANTS comprises two scales: a self-report version, for people with mild/moderate 

ID and an informant LANTS for carers or clinicians. The informant version 

measures the outward presentation of a trauma effect, i.e., observable behaviours, 

and the self-report version measures subjective affective, biological and emotional 

state. Respondents are not asked to identify a specific traumatic incident. The self-

report measure includes a visual scale, short sentences, and large text were used to 

increase the accessibility. In the original study by Wigham et al. (2011), data were 

collected from service users over a maximum of 3 x 30 min interview sessions, with 

a carer present if requested. The informant data was primarily collected via 

interviews or surveys. Three pairs of screening questions were included at the start 

of the measure to check response validity and comprehension of the response scale, 

for example respondents were asked to name their favourite food, and then to rate 

how much they liked their favourite food on the response scale. To reduce the 

chances of acquiescence, half the questions in the service user measure were reverse 

worded.  

 

The psychometric evaluation conducted by Wigham et al. (2011) involved 99 adults 

(85 men and 14 women) with mild to moderate ID receiving services from NHS, 

day centre, social services and independent service providers in northeast England. 

Forty-six lived in community settings and 53 in inpatient settings. Of the inpatients 

7 were from mental health wards and the rest from forensic wards, with 19 from 

B2: Level of IDD:  Mild, Moderate 

B3: Aetiology of target 

group:  

None 

B4: Age of Target group:  Adulthood 

B5: Primary 

purpose/recommendation 

for use:  

Screening, Research 

B6: Available modes of 

administration:  

Setting: Single setting. 

Application: Paper-pencil, 

Other. Augmentative and 

alternative communication 

(e.g. visual aids, symbols): 

Available 

B7: Respondent 

requirements:  

Person with IDD: Some 

verbal skills required. 

Third person: Health 

professional, Caregiver. 

B8: Competence Level 

needed for 

administration:  

None 
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low or enhanced low secure, 10 from medium secure and 17 from open or 

rehabilitation wards. Of the community participants 29 were recruited from day 

centres, 8 from an independent residential service provider, 2 from an NHS 

supported residential service, 4 from a community residential forensic service, and 

3 lived independently. The mean age of female service users was 45.6 years (SD = 

12.2; range = 21–60). The mean age of male service users was 40.2 years (SD = 

13.9; range = 19–75). The ages of 19 participants were not collected. All 

participants barring one were white. The informant participant group comprised 88 

paid carers (44 men and 44 women), who had known the service user for a 

minimum of a year. 

 

 

   

T: Test Development  Comments 

T1: Main underlying 

theory for generating 

items:  

Empirical  Wigham et al. (2011) created a pool of 48-items pertaining to the possible effects of 

a traumatic life event on a person with ID, by consulting a number of sources (a 

systematic literature review of the empirical evidence, the general population 

trauma literature and the views of service users, carers, advocates and staff). 

Diagnostic criteria were also included in the item pool e.g. PTSD triad of symptoms 

(APA, 2000) including re-experiencing, avoidance, and arousal. The item pool was 

presented as a survey with 48 questions asking if the effects listed could be seen in a 

person with ID after an adverse life event and how different areas of their daily 

living would be affected. Data were generated using the 48-item pool during the 

surveys, interviews and focus groups. Service user participants in were 7 adults with 

mild to moderate ID (1 woman and 6 men; age range of 22–56 years). Sixteen staff 

members and clinicians, two family carers and two advocates were also recruited 

(15 women and 6 men). All of the study participants were white British. The data 

were subsequently analysed via content analysis. The themes and categories were 

used to construct questions for a self-report and an informant LANTS measure. 

During a pilot study, five informant measures were completed by staff and five 

service users completed self-report measures during interviews, which took between 

10 and 20 min to complete. Respondents were asked for feedback on the measures 

T2: Experts involved in 

test development:  

Mental health 

professionals, Persons 

with IDD (e.g. focus 

group, pre-testing), Direct-

care staff, Family carers 

T3: Based on 

classification models:  

DSM, Other 
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including their comprehensibility and inclusiveness. Based on this feedback, the 

measures were revised and after the pilot the final version of the self-report LANTS 

included 34 questions, and the informant LANTS included 47 questions.  

 

   

C: Measurement  Comments 

C1: Item content:  Questions as self-report: 

Emotional, e.g. feelings. 

Questions as third party 

report: Problem behaviour, 

Emotional e.g. feelings 

The LANTS comprises two scales: a self-report version, for people with 

mild/moderate ID, with 29-items rated on a 4-point visual Likert scale. There is also 

an informant LANTS for carers or clinicians comprising 43-items rated for 

frequency, severity and changes from usual. The self-report LANTS included 

questions about the frequency of subjective states experienced over the last week, 

for example ‘Worries have been going round and round in my head’, to be rated on 

a visual 4-point adjectival response scale (‘no’; ‘a little’; ‘sometimes’; ‘a lot’). The 

informant questions pertained to the observable effects of trauma during the last 

month, for example ‘Fearful – expressing an expectation that something bad will 

happen’. The informant measure comprised ‘behavioural changes’, ‘frequency’ and 

‘severity’ subscales. Each question was rated for frequency on a 6-point scale 

(‘none’, ‘monthly’, ‘weekly’, ‘several times a week’, ‘daily’, and ‘several times a 

day’) and severity on a 3-point scale (‘mild’, ‘moderate’ and ‘severe’). The 

response option for the ‘behavioural changes’ subscale prompted respondents to 

indicate whether the behaviour was the ‘same as usual’ for the person.  

 

C2: Item coding: Response format: 

Polytomous (includes 

Likert scale). Facet/quality 

assessed: Presence (e.g. of 

a skill, problem, 

symptom), Frequency, 

Severity. Perspective/locus 

of response for specific 

items (symptom, 

behaviour): Presence 

C3: Timeframe:  Time frame given: 1 week, 

1 month 

C4: Floor/ceiling effects:  No information 

C5: Responsiveness:  Recommended to detect 

changes: No information 

  

Part 2: Psychometric Properties 

   

V: Validity  Comments 

V1: Criterion validity:  No information 
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V2: Content validity:  Concerning relevance of 

items, Concerning 

comprehensiveness of 

items 

For the psychometric evaluation, Wigham et al. (2011) recruited a new sample of 

99 adults (85 men and 14 women) with mild to moderate ID. Spearman correlations 

were calculated for the LANTS self-report and informant scales and established 

measures of trauma. The correlations between the self-report LANTS and the 

Impact of Events Scale (IES; Horowitz et al., 1979) self-report trauma subscales 

were of a good magnitude (rs = .58 - .62, p < .01). Similarly, the correlations 

between the LANTS informant subscales and the Paediatric Emotional Distress 

Scale (PEDS; Saylor et al., 1999) informant trauma scales were all significant and 

of an acceptable magnitude (rs = .35 - .50, p < .01). The LANTS self-report scale 

correlation with the self-report Brief Symptom Inventory (BSI; Derogatis, 1993) 

measure of psychopathology symptoms was good (rs = .62, p < .01). The informant 

LANTS subscales showed significant correlations (rs = .26 - .62, p < .01) with 

conceptually linked informant-rated measures of psychopathology, problem 

behaviour and anger disposition (PAS-ADD Checklist, Behaviour Problems 

Inventory [Rojahn et al., 2001] and Ward Anger Rating Scale Part B [Novaco, 

1994]), but low and insignificant correlations with the self-rated BSI measure. 

Furthermore, relationships between the LANTS and number of adverse life events a 

measured by the Bangor Life Events Schedule for Intellectual Disabilities 

(BLESID; Hulbert-Williams et al., 2011) were analysed. The correlation between 

the LANTS and BLESID self-report scales was fair (rs = .45, p < .01). Similarly, the 

correlations between the LANTS informant subscales and the BLESID informant 

measure were good (rs = .54 - .64, p < .01). The LANTS measures were also 

examined for their convergence with each other. Significant convergence was only 

found between the self-report LANTS and the behavioural changes informant 

LANTS subscale (.204), and the magnitude of this correlation was low. The authors 

suggested that this may have been due to differences in administration of the 

measures, or the idea that the two versions focus on different aspects of trauma 

(internal states vs. observable behaviours). Since the study by Wigham et al. (2011), 

there were changes to the clinical conceptualisation of trauma, reflected in the 

criteria for complex PTSD in the Eleventh Revision of the International 

Classification of Diseases (ICD-11; World Health Organisation, 2018). Therefore, 

Wigham et al. (2021) carried out further psychometric analysis of the factor 

V3: Construct validity:  Hypotheses testing: 

Convergent validity. 

Other: Exploratory factor 

analysis 

V4: Face validity:  Face validity rated by 

author(s), health 

professionals, person with 

IDD, caregiver 
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structure of the self-report measure and assessed compatibility with ICD-11 criteria 

for complex PTSD. They recruited 98 adults with mild to moderate ID. It was 

anticipated that the self-report LANTS would have a 4-factor structure (PTSD, 

affect dysregulation, interpersonal problems, and negative self-concept) and this 

was confirmed. The factor structure suggests four potential LANTS subscales 

which accounted for 53.46 % of the variance. The items were organised into the 

following groups: PTSD (eight items), negative self-concept (six items), affect 

dysregulation (six items) and interpersonal difficulties (nine). Seven items 

(pertaining to anger and self-harm) were removed due to particularly high skewness 

and/or kurtosis prior to running the factor analysis. The Kaiser-Meyer-Olkin 

(KMO) value was acceptable (0.75). The internal consistency (Cronbach’s alpha) of 

the 22 LANTS items was fair (α = 0.79). 

 

   

R: Reliability  Comments 

R1: Internal consistency:  Cronbach's alpha Wigham et al. (2011) reported the internal consistency of the measures as follows: 

LANTS self-report scale (α = 0.84; good); LANTS informant behavioural changes 

subscale (α = 0.82; good), frequency subscale (α = 0.80 = good); and severity 

subscale (α = 0.84; good). In a further study, Hall et al. (2014) also administered the 

LANTS in their study to 40 adults with ID and reported that the Cronbach's alpha 

for the self-report measure was α = 0.89 (excellent) and ranged between α = 0.86 – 

0.92 for the informant reports (n = 36), across T1 and T2.  

With regards to test-retest reliability, Wigham et al. (2011) administered the 

LANTS for retest with 48 self-report and 33 informant participants, on average 5–6 

weeks later for service users and 6 weeks later for informants. Significant 

correlations were demonstrated between initial and repeat administrations of the 

self-report LANTS (rs = .72, p < .01; excellent) and for the informant subscales (rs 

= .57 - .59; good). Hall et al. (2014) also assessed test–retest reliability for the 

LANTS self-report (ICC = .92) and informant versions (ICC = .80 - .84) and 

reported that this was also excellent.  

 

R2: Reliability: Test-retest 

R3: Measurement error:  No information 

   



 

166 

 

O: Objectivity of 

Application 

 Comments 

O1: Application:  No information  

O2: Coding:  No information 

   

N: Objectivity of 

Interpretation, 

Norming and Fairness 

 Comments 

N1: Norms:  No information  

N2: Cut-offs:  No information 

N3: Fairness:  No information 

   

F: Feasibility  Comments 

F1: Missing values:  Other Wigham et al. (2011) developed the LANTS via consultation with a clinical sample, 

carers, advocates and clinicians, supports their content validity to ensure 

acceptability and inclusiveness. Administration of the self-report measure took 

between 10 and 20 min to complete. Respondents were asked three screening items 

at the beginning of the questionnaire to ensure that participants understood the 

response options, before proceeding with the measure. Missing values were 

substituted with the mean score for that item across all respondents on the other 

measures if no more than 5% of responses on the measure were missing. In terms of 

value, Wigham et al. (2011) reported that the aim of the measure is to facilitate case 

recognition in clinical settings so that effective treatments may be facilitated and 

also to further trauma research in ID populations.  

 

F2: Ease of 

administration/burden:  

For respondent (person 

with ID or third person): 

Time needed for 

completion, Reading 

and/or comprehensive 

level. For administration: 

User-friendly 

design/layout 

F3: Value:  For health professionals, 

for person with IDD, for 

researchers 

F4: Acceptability:  For health professionals, 

for person with IDD, for 

researchers 

F5: Availability: No information 
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Table A6 

CAPs-IDD based summary of the Mini-MANS-LD. 

Measure: The Mini Maslow Assessment of Needs Scale - Learning Disabilities (Mini-MANS-LD; Raczka et al., 2020; Skirrow & 

Perry, 2009) 

 

Part 1: Conceptual and Measurement Model 

 

B: Basic 

Information 

 Comments 

B1: Concept to be 

measured:  

Other The Maslow Assessment of Needs Scale - Learning Disabilities (MANS-LD; Skirrow & Perry, 2009) 

is a measure quality of life for people with ID. The Mini-MANS-LD (Raczka et al., 2020) was 

adapted from the MANS-LD following a pilot development study (Raczka et al., 2014), with one 

item derived from the Adapted World Health Organisation Quality of Life Measure (WHOQOL-8; 

Schmidt et al., 2006). The MANS-LD may be used to measure outcomes of psychological 

interventions. In the study by Raczka et al. (2020), a convenience sample of 33 adults with ID were 

recruited. Participants were accessing support from services for people with ID. Fourteen (42.44%) 

were male and participants the age range was 22-69 years. A clinical opinion of level of intellectual 

disability was elicited from the clinical team and 87.89% were considered to have mild ID whilst the 

remainder were reported to have a moderate ID. The measures were administrated by either qualified 

clinical psychologists (n = 3), a trainee clinical psychologist (n = 1) or assistant psychologists (n = 3) 

who worked within the services, all of whom were trained in administration of the measures. 

 

A convenience sample of 33 adults with ID who were accessing support from services for people 

with ID were recruited between June and November 2013. Fourteen (42.44%) were male. The mean 

age of participants was 39.11 years (SD = 14.63) and the range was from 22 years to 69 years. In 

terms of ethnicity: 77.78% were White, 12.12% Black, 6.06% Asian and 3.03% Other. 

 

 

B2: Level of IDD:  Mild, Moderate 

B3: Aetiology of 

target group:  

None 

B4: Age of Target 

group:  

Adulthood 

B5: Primary 

purpose/recommen

dation for use:  

Screening, 

Evaluation of 

interventions 

B6: Available 

modes of 

administration:  

Setting: Single 

setting. 

Application: 

Paper-pencil. 

Augmentative 

and alternative 

communication 

(e.g. visual aids, 

symbols): 

Available 

B7: Respondent 

requirements:  

Person with 

IDD: Some 
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verbal skills 

required. Third 

person: Third 

person is not a 

respondent 

B8: Competence 

Level needed for 

administration:  

Health 

professional: 

Psychologist, 

Other.  

   

T: Test 

Development 

 Comments 

T1: Main 

underlying theory 

for generating 

items:  

Other The main underlying theory for generating items was Maslow’s (1943) seminal hierarchy of needs. 

Items reflect the five motivational needs: basic physiological, safety, social (love and belonging), 

esteem (feeling of accomplishment) and self-actualisation (achieving one’s full potential). Raczka et 

al. (2014) conducted a pilot study in collaboration with speech and language therapist and a small 

group of 18 experts by experience (people with mild to moderate ID) to review a range of routine 

outcome measures. The piloting, revealed that both the MANS-LD and WHOQOL-8 were rated as 

too lengthy and repetitive to be used as regularly administered outcome measures. The EQ-5D-Y 

(Willie et al., 2010) which measures health-related QoL was rated as more acceptable. This led to the 

development of the Mini-MANS-LD, which encompassed the most important items of the MANS-

LD together with one introductory item adapted from the WHOQOL-8. It was designed to be used in 

conjunction with the EQ-5D-Y, to capture all the important aspects of self-reported quality of life of 

people with ID. 

 

T2: Experts 

involved in test 

development:  

Mental health 

professionals, 

Persons with 

IDD (e.g. focus 

group, pre-

testing), Other 

T3: Based on 

classification 

models:  

None 

   

C: Measurement  Comments 

C1: Item content:  Questions as 

self-report: 

Emotional, e.g. 

feelings 

The Mini-MANS-LD is a nine-item assessment instrument to be completed with support as required. 

It uses a five-point Likert-type scale, using a pictorial as well as verbal scale. All except one of the 

participants were able to understand the five-point scale. The nine items included in the Mini-

MANS-LD cover factors including self-reported satisfaction with environment, safety, social 
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C2: Item coding: Response 

format: 

Polytomous 

(includes Likert 

scale). 

Facet/quality 

assessed: 

Frequency, 

Other. 

Perspective/locu

s of response for 

specific items 

(symptom, 

behaviour): 

Other 

relationships, esteem and self-actualisation. There is also an item pertaining to overall life 

satisfaction. A script for administrators was also developed, to enhance the overall standardisation of 

the measure. Individual item scores were summed to give an overall score. With regards to 

responsiveness, Raczka et al. (2020) planned to repeat administration approximately 3 months after 

baseline, to explore the sensitivity of the measure to detect changes in outcomes over time. This was 

achieved for 25 participants. Preliminary exploratory analysis suggested that the measure did not 

detect a significant change in scores over a 3-month period, however, the Mini-MANS-LD showed a 

difference in the median scores between the two-time points approaching significance. There was 

also a significant correlation between the number of days between first and second administration 

and the difference in Mini-MANS-LD scores which may suggest that a significant change in Mini-

MANS-LD scores may have been seen with a greater length of time between T1 and T2. 

 

C3: Timeframe:  No time frame 

given: None 

specified 

C4: Floor/ceiling 

effects:  

No information 

C5: 

Responsiveness:  

Recommended 

to detect 

changes: Yes 

  

Part 2: Psychometric Properties 

   

V: Validity  Comments 

V1: Criterion 

validity:  

No information With regards to the relevance and comprehensiveness of items, the eight items adapted from the 

original MANS-LD were included in the Mini-MANS-LD as they broadly represent the theoretical 

constructs underpinning Maslow’s (1943) hierarchy of needs. The item derived from the WHOQOL-

8 ('overall, [how] do you feel your life is...?) also taps into Maslow’s concept of self-actualization. 

The domain not felt to be covered by the Mini-MANS-LD, physical well-being, was felt to be 

V2: Content 

validity:  

Concerning 

relevance of 

items, 
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concerning 

comprehensiven

ess of items 

adequately addressed by EQ-5D-Y which focuses on health-related quality of life. Congruent validity 

was analysed by correlating the Mini-MANS-LD with the PWI-ID. The Mini-MANS-LD was 

significantly correlated with the PWI-ID (r(33) = .67, p < 0.001), suggesting it has good congruent 

validity with an already validated measure. In terms of face validity, the pilot study conducted by 

Raczka et al. (2014) allowed speech and language therapists and people with ID to review and adapt 

the measures. 

 

V3: Construct 

validity:  

Convergent 

validity 

V4: Face validity:  Face validity 

rated by 

author(s), health 

professionals, 

person with 

IDD 

   

R: Reliability  Comments 

R1: Internal 

consistency:  

Cronbach's 

alpha 

Cronbach’s alpha for the Mini-MANS-LD was α = 0.74, indicating fair internal consistency. None of 

the individual items increased the overall alpha if deleted and the item-total correlations ranged from 

α = 0.29 to 0.58 (poor to good). 

 
R2: Reliability: No information 

R3: Measurement 

error:  

No information 

   

O: Objectivity of 

Application 

 Comments 

O1: Application:  Instructions: 

Short manual 

available 

User guide available: 

https://www.bps.org.uk/sites/www.bps.org.uk/files/Member%20Networks/Faculties/Intellectual%20

Disabilities/Mini%20MANS-LD%20User%20Guide.pdf 

The authors reported that the Mini MANS-LD should be scored at the individual item level and a 

total score, summing the individual scores. This enables the Mini-MANS-LD to identify areas for 

interventions and then to investigate both changes in overall scores over time and also in individual 

items and relate any shifts back to the interventions. 

 

 

O2: Coding:  Guidelines for 

coding: Short 

manual 

available 

   

https://www.bps.org.uk/sites/www.bps.org.uk/files/Member%20Networks/Faculties/Intellectual%20Disabilities/Mini%20MANS-LD%20User%20Guide.pdf
https://www.bps.org.uk/sites/www.bps.org.uk/files/Member%20Networks/Faculties/Intellectual%20Disabilities/Mini%20MANS-LD%20User%20Guide.pdf
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N: Objectivity of 

Interpretation, 

Norming and 

Fairness 

 Comments 

N1: Norms:  No information  

N2: Cut-offs:  No information 

N3: Fairness:  No information 

   

F: Feasibility  Comments 

F1: Missing values:  No information With regards to ease of administration/burden, if a participant was assessed as having a tendency to 

acquiesce, the measures were not administered. The measure was developed following consultation 

with a small group of experts by experience. Accessible prompts was developed for each measure to 

use with participants, using Photosymbols and colour-coded ‘smiley faces’ to enhance accessibility. 

Additionally, scripts were developed for administrators to use to ensure consistent clarification of 

potentially problematic concepts and the five-point scale. In terms of acceptability, The Mini-MANS-

LD was rated by administrators using a 10-point Likert-type scale. It was rated easy to use (rated on 

average 9/10) and acceptable to people with ID (rated 9.2/10). Designed to be used with the EQ-5D-

Y, the two measures together took, on average, less than 12 min to administer. The authors suggested 

that that they could therefore be appropriate measures to be used fairly routinely within clinical 

health and social care services for people with ID. With regards to availability, the Mini-MANS-LD 

items are reported in the published paper however pictorial scale is not. 

 

F2: Ease of 

administration/burd

en:  

For respondent: 

reading and/or 

comprehensive 

level, 

when/under 

what 

circumstances 

the instrument is 

not suitable for 

respondent. For 

administration: 

Time needed for 

completion, 

training needed, 

easy to 

understand 

instructions, 

user-friendly 

design/layout. 

F3: Value:  For health 

professionals, 
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for person with 

IDD 

F4: Acceptability:  For health 

professionals, 

for person with 

IDD 

F5: Availability: Cost: No 

information. 

Finding 

instrument: 

Other 
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Table A7 

CAPs-IDD based summary of the Mini PAS-ADD. 

Measure: The Mini Psychiatric Assessment Schedule for Adults with a Developmental Disability (Mini PAS-ADD) (Moss, 2002; 

Prosser et al., 1998) 

 

Part 1: Conceptual and Measurement Model 

 

B: Basic Information  Comments 

B1: Concept to be 

measured:  

Broader spectrum of 

disorders 

The Mini PAS-ADD provides a framework for front-line staff to collect relevant 

information on psychiatric symptomatology from an informant. The Mini PAS-

ADD is aimed at case identification, rather than full ICD-10 diagnostic evaluation. 

It consists of a 66-item questionnaire, with accompanying probes, designed to 

detect seven psychiatric disorders including depression, anxiety, hypo-mania, 

obsessive compulsive disorder, psychosis, unspecified disorder (including 

dementia) and autistic spectrum disorder. Devine et al. (2010) recruited informants 

of 96 participants. There were 48 (50%) males and 48 (50%) females. Twenty-four 

people (25%) fell within the age range 18–29 years, 20 (20.8%) within the range 

30–39 years, 18 (18.8%) within the range 40–49 years, 22 (22.9%) within the range 

50–59 years and 12 (12.5%) were aged between 60 and 65 years. In terms of their 

level of ID, 6 (6.3%), people were identified as having a borderline learning 

disability, 37 (38.5%) a mild learning disability and 53 (55.2%) a moderate learning 

disability. In the study by Devine et al. (2010), the category of Autism was not 

considered as individuals with a diagnosis of Autism would have already been 

identified and diagnosed previously. The Mini PAS-ADD was used to collect 

symptom information from a range of front-line staff and carers who knew the 

individual with ID well (for at least 1 year), via a semi-structured interview. 

Community LD Nurses (CLDN) and social workers acted as ‘interviewers’. The 

interviewers were provided with training in how to administer the Mini PAS-ADD 

Interview by the first and second author. 

B2: Level of IDD:  Mild, Moderate 

B3: Aetiology of target 

group:  

None 

B4: Age of Target group:  Adulthood 

B5: Primary 

purpose/recommendation 

for use:  

Screening 

B6: Available modes of 

administration:  

Other: Semi-structured 

interview 

B7: Respondent 

requirements:  

Person with IDD: Person 

with IDD is not a 

respondent. Third person: 

Health professional, 

Caregiver 

B8: Competence Level 

needed for 

administration:  

Health professional: 

Nurse, Other. Other 

professional: Direct care 

staff, other 

   

T: Test Development  Comments 
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T1: Main underlying 

theory for generating 

items:  

No information Prosser et al. (1998) reported that the Mini PAS-ADD is derived from the PAS-

ADD semi-structured clinical interview, which is based on ICD-10 diagnostic 

algorithms. Unlike the PAS-ADD, Mini PAS-ADD is not an interview, but a 

framework for gathering data on psychiatric symptomatology which is available 

without the need for interviewing. A glossary within the Mini PAS-ADD schedule 

provides a specific framework to follow during the interview, thereby making much 

more precise judgements around ratings of severity. All items are rated depending 

on their presence and/or level of severity over the previous 4 weeks. 4-point scale: 

0, symptoms not present; 1, mild symptoms; 2, moderate symptoms; or 3, severe 

symptoms.  

 

T2: Experts involved in 

test development:  

Mental health 

professionals 

T3: Based on 

classification models:  

ICD 

   

C: Measurement  Comments 

C1: Item content:  Questions as third party 

report: Emotional, e.g. 

feelings, Other 

The Mini PAS-ADD generates a series of sub-scores for the seven domains. 

 

C2: Item coding: Response format: 

Polytomous. Facet/quality 

assessed: Presence (e.g. of 

a problem, symptom), 

Severity. Perspective/locus 

of response for specific 

items: Presence, Problem 

for person with IDD.  

C3: Timeframe:  1 month 

C4: Floor/ceiling effects:  No information 

C5: Responsiveness:  Recommended to detect 

changes: No information 

  

Part 2: Psychometric Properties 

   

V: Validity  Comments 
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V1: Criterion validity:  Sensitivity/Specificity Devine et al. (2010) conducted sensitivity and specificity analyses to examine the 

agreement between the informants’ ratings on the Mini PAS-ADD and the outcome 

of a psychiatrist’s interview following her clinical assessment. A random sample of 

27 (28.1%) were identified. Sensitivity analysis was found to be perfect (1 or 100%) 

as both the informants using the Mini PAS-ADD and psychiatrist both correctly 

identified the same five individuals who had a potential mental health problem. 

However, specificity analysis was found to be lower at .77 (77%), as both the 

community informants and psychiatrist correctly identified 17 people who did not a 

have mental health problem. For five individuals, the psychiatrist did not identify a 

mental health problem, whereas the informants using the Mini PAS-ADD scored 

them above the threshold. The authors also noted that out of 18 adults with a known 

diagnosis of a psychiatric disorder, the Mini PAS-ADD only detected the presence 

of a mental health problem in 11 cases. Therefore, the Mini PAS-ADD Interview 

failed to detect the presence of mental problem for seven people who were known 

to have a psychiatric diagnosis. The authors suggested that it was possible that these 

individuals may have been in remission or not presenting symptoms at the time of 

interview. There have been no further studies which have examined the 

psychometric properties of the recent version of the Mini PAS-ADD (Moss 2002) in 

adults with mild to moderate ID in English; although Janssen & Maes (2013) 

validated the measure in Dutch.  

 

V2: Content validity:  No information 

V3: Construct validity:  No information 

V4: Face validity:  No information 

   

R: Reliability  Comments 

R1: Internal consistency:  No information  

R2: Reliability: No information 

R3: Measurement error:  No information 

   

O: Objectivity of 

Application 

 Comments 

O1: Application:  Comprehensive manual 

available 



 

176 

 

O2: Coding:  Comprehensive manual 

available 

Threshold scores are provided for each of the above seven diagnostic areas. The 

symptom scales are provided with threshold or referral scores, and it is necessary to 

have at least one core symptom of a disorder to reach the referral score. 

 

   

N: Objectivity of 

Interpretation, 

Norming and Fairness 

 Comments 

N1: Norms:  No information Moss (2012) explained that the Mini PAS-ADD produces a single threshold score 

for each diagnostic area, which can be compared with standardised threshold scores 

that have been predetermined by the authors of the instrument (Moss 2002).  

 

N2: Cut-offs:  No explanation (but cut-

offs are available) 

N3: Fairness:  No information 

   

F: Feasibility  Comments 

F1: Missing values:  No information The Mini PAS-ADD can be used by unqualified observers, such as family members 

or staff, who have known the person for at least 6 months. The interviewers in the 

study by Devine et al. (2010) were provided with training in how to administer the 

Mini PAS-ADD by the first and second author. The interviews either took place in 

the person’s day-centre, work placement, college or family home. The authors 

identified that "difficulties were reported by the community informants in 

identifying appropriate time to undertake the screening process with a suitable 

informant, as this study was undertaken alongside their current workload/working 

hours." The measure can be purchased at: https://www.pavpub.com/moss-pas 

F2: Ease of 

administration/burden:  

For respondent: No 

information. For 

administration: Time 

needed for completion, 

Time needed for scoring, 

Training needed 

F3: Value:  For health professionals, 

For person with IDD, For 

caregiver 

F4: Acceptability:  No information 

F5: Availability: Cost: Not free. Finding 

instrument: Published as 

test (manual) 
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Table A8 

CAPs-IDD based summary of the PWI-ID. 

Measure: The Personal Wellbeing Index – Intellectual Disability (PWI-ID) (Cummins et al., 2003) 

 

Part 1: Conceptual and Measurement Model 

 

B: Basic Information  Comments 

B1: Concept to be 

measured:  

Other The PWI is a measure of quality of life and life satisfaction. It is an improved 

version an earlier widely used scale, the Comprehensive Quality of Life Scale 

(Com-Qol) (Cummins, 1997) which was rated as having satisfactory to excellent 

validity, reliability, sensitivity, and utility (Hagerty et al. 2001). The PWI-ID was 

designed for people who have ID or other forms of cognitive impairment, with 

simple and concretely worded questions and the option of substituting numerical 

response scales with a reduced choice format illustrated as a series of outline faces 

(from very happy to sad) to enhance comprehension. Reduced-choice formats (5-, 

3-, and 2-point) are available for those who are not able to use the standard 11-point 

scale. Furthermore, the PWI-ID includes a pre-testing protocol to determine 

whether respondents with ID are able to use it. This ensures that individuals whose 

response to scales is unlikely to be valid, such as those with severe or profound ID, 

are excluded from the sample. The pre-testing protocol allows screening of potential 

respondents for acquiescent responding, and a test for response scale competence. 

The PWI-ID may be used as an outcome measure for interventions and service 

delivery evaluations. It is designed to be administered on an individual basis to the 

person with an intellectual disability and not by a caregiver or someone who ‘knows 

the person well’. The protocol specifies that caregivers must not be present during 

testing and that the interviewees should be seen alone or, if absolutely necessary, 

with one supportive friend of their choice. 

 

In the study by McGillivray et al. (2009), convenience sampling was used to recruit 

114 people with mild (82) or moderate (32) level ID in Victoria, Australia. They 

were recruited from government and non-government organizations and agencies 

B2: Level of IDD:  Mild, Moderate 

B3: Aetiology of target 

group:  

None 

B4: Age of Target group:  Adulthood 

B5: Primary 

purpose/recommendation 

for use:  

Screening, Evaluation of 

interventions 

B6: Available modes of 

administration:  

Setting: Single setting. 

Application: Paper-pencil. 

Augmentative and 

alternative communication 

(e.g. visual aids, symbols): 

Available 

B7: Respondent 

requirements:  

Person with IDD: Some 

verbal skills required. 

Third person: Third person 

is not a respondent 

B8: Competence Level 

needed for 

administration:  

None 
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that provide services or programs for people with ID, such as sheltered workshops 

and supported-employment settings. Of the 114 participants, 62 (54%) were male 

and 52 (46%) were female. Half of the sample was in the age category 18–30 years, 

and the mean age was 33 years. There was no significant gender difference in PWI-

ID and domains scores. There was no age difference, except for the ‘life 

achievement’ domain, in which the younger group (18–30) had a significantly 

higher rating (76.70) than the older group (51–65; 49.50). The PWI-ID scores of 

respondent groups with mild and moderate ID were also compared. There was 

generally no appreciable difference in scores between the two groups, although two 

domain scores (standard of living and health) were significantly higher the mild ID 

group. 

   

T: Test Development  Comments 

T1: Main underlying 

theory for generating 

items:  

Empirical The PWI was developed by an international community of scholars (International 

Wellbeing Group, 2006). The scale reflects contemporary understanding of the QoL 

construct and the items tap into aspects of "satisfaction with life as a whole.”  

 T2: Experts involved in 

test development:  

Other 

T3: Based on 

classification models:  

None 

   

C: Measurement  Comments 

C1: Item content:  Questions as self report: 

Emotional, e.g. feelings.  

There are seven items. The measure asks how happy people are with seven life 

domains: standard of living, health, life achievement, personal relationships, 

personal safety, community-connectedness, future security. Questions on 

‘satisfaction’ from the original PWI are substituted by the term ‘happiness’ in the 

PWI-ID. The ID version also uses more simple and concrete wordings. An 

additional question asks how happy or sad the respondent is with life as a whole is 

included. The PWI-ID scale incorporates a pre-testing protocol to determine 

whether, and to what level of complexity, respondents are able to use the scale. For 

those who are unable to comprehend the standard 11-point response scale, a set of 

reduced-choice format scales (5-, 3-, and 2-point) was provided. These use 

C2: Item coding: Response format: Other. 

Facet/quality assessed: 

Other. Perspective/locus of 

response for specific items 

(symptom, behaviour): 

Other 

C3: Timeframe:  No time frame given: 

None specified 
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C4: Floor/ceiling effects:  Other drawings of faces (from very happy to very sad) in the place of numbered scale 

choice points. In the study by McGillivray et al. (2009), 72 people were able to use 

the 11-point scale, 20 used the 5-point scale, 19 used the 3-point scale, and 3 used 

the 2-point scale. In the analysis, a total of 37 data sets from individual respondents 

were eliminated prior to analysis because they showed maximum scores for all 

seven items. 

 

C5: Responsiveness:  Recommended to detect 

changes (e.g. as a ROM - 

routine outcome 

measurement): Yes 

  

Part 2: Psychometric Properties 

   

V: Validity  Comments 

V1: Criterion validity:  No information McGillivray et al. (2009) conducted a factor analysis and two factors explained 

57.97% of the variance. However, one of the items loaded onto both factors. As 

three items is considered the minimum number for a factor, the analysis resolved to 

a single factor, in line with the previous literature. Subjective wellbeing was 

traditionally measured by asking a single question regarding how people rate their 

satisfaction with "life as a whole". The PWI-ID deconstructs satisfaction with life as 

a whole into a number of life domains. All domains of the PWI-ID correlated 

significantly with ‘life as a whole’ and ranged between .27 and .44 (poor to fair). To 

determine the unique contribution of the domain to ‘life as whole’, the former were 

regressed against the latter. ‘Personal relationships’ and ‘Safety’ constituted the 

largest unique contribution to the prediction of ‘life as a whole’, although all 

domains were statistically significant contributors (adjusted R2 = .27). This is a 

much lower level of explained variance than is typically found in general population 

samples.  The domain inter-correlations ranged between 0.16 and 0.54 (poor to 

good). The highest correlations were between community connectedness and 

personal relationships (.54); standard of living and life achievement (.49); and 

personal relationships and future security (.45). 

 

V2: Content validity:  No information 

V3: Construct validity:  Factor analysis, 

convergent validity 

V4: Face validity:  Face validity rated by 

author(s) 

   

R: Reliability  Comments 

R1: Internal consistency:  Cronbach's alpha  The Cronbach's alpha coefficient was α = 0.76, which demonstrated fair internal 

reliability, and is comparable to previous research of the PWI in the Australian R2: Reliability: Test-retest 
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R3: Measurement error:  No information general population (α = 0.80; Lau et al. 2005). To examine test–retest reliability of 

the scale, it was re-administered to 31 randomly selected participants 

(representative in demographic and socioeconomic characteristics, of the 114 

group) at 1–2 weeks following its initial administration. The analysis revealed an 

intraclass correlation coefficient of .57 (good), and test–retest coefficient of .58 

(good). 

 

   

O: Objectivity of 

Application 

 Comments 

O1: Application:  Instructions: 

Comprehensive manual 

available 

http://www.acqol.com.au/uploads/pwi-id/pwi-id-english.pdf  

O2: Coding:  Guidelines for coding: 

Comprehensive manual 

available 

   

N: Objectivity of 

Interpretation, 

Norming and Fairness 

 Comments 

N1: Norms:  Available McGillivray et al. (2009) reported that the PWI is forms a part of the Australian 

Unity Wellbeing Index, which has been used since 2001 in regular surveys of the 

Australian general population, to measure how satisfied people are 

with their lives. McGillivray et al. (2009) compared PWI-ID ratings with PWI 

ratings from general population samples. Further information is available in the 

published paper.  

N2: Cut-offs:  None 

N3: Fairness:  No information 

   

F: Feasibility  Comments 

F1: Missing values:  No information The pre-testing and the full scale administration take from 10 to 20 minutes to 

complete, depending on the extent of pre-testing required though it should be 

emphasised that there is no time limit. Participants were initially screened to 

identify and exclude participants who could not cope with the test demands due to 

F2: Ease of 

administration/burden:  

For respondent: Time 

needed for completion, 

when/under what 

http://www.acqol.com.au/uploads/pwi-id/pwi-id-english.pdf
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circumstances the 

instrument is not suitable 

for respondent. For 

administration: Time 

needed for completion, 

Norms available, Easy to 

understand instructions, 

User-friendly 

design/layout 

level of disability. Each interview lasted approximately 45 min. The authors 

reported that the use of the PWI-ID may assist in meeting the needs of people with 

ID and inform the planning and delivery of resources and services. They concluded 

that the advantages of the PWI-ID were that it was easy and convenient to use, 

includes a pre-testing protocol, has simple and concretely worded questions and 

reduced-choice response scales. 

F3: Value:  For health professionals, 

for person with IDD 

F4: Acceptability:  For health professionals, 

for researchers 

F5: Availability: Cost: Available for free. 

Finding instrument: 

Published as test (manual) 
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Table A9 

CAPs-IDD based summary of the SAINT. 

Measure: The Self Assessment and Intervention (SAINT; Chaplin et al., 2012) 

 

Part 1: Conceptual and Measurement Model 

 

B: Basic Information  Comments 

B1: Concept to be 

measured:  

Broader spectrum of 

disorders 

The SAINT is a guided self-help approach for people with ID. The SAINT’s self-

report section consists of 10 self-report statements and is tool designed to assist 

people (with or without support) to report feelings, emotions, and symptoms of 

mental health problems. Each statement is accompanied by a picture in the booklet. 

It has not been designed as a diagnostic tool and therefore does not use a cut-off 

score for screening depression or anxiety. Instead, the aim is to help the person with 

ID to recognise and report symptoms which indicate mental distress. The SAINT 

also provides 10 coping strategies that the individual may use to help manage the 

symptoms identified. The authors reported that utilising the self-report tool 

regularly can also provide a chronology of feelings experienced by the person and 

interventions the person has used. The SAINT was developed originally through 

consultation with professional experts and service user experts. It can be used either 

independently or with support. 

 

The sample consisted of 54 participants (M = 31, F = 23). Fifty participants had 

mild ID and four had moderate ID. Participants were between 18 and 77 years old 

with a mean of 39.4 years of age (SD = 13.57). Participants were recruited from 

community (n = 31, 57.4%) and inpatient settings (n = 23, 42.6%). 

 

B2: Level of IDD:  Mild, Moderate 

B3: Aetiology of target 

group:  

None 

B4: Age of Target group:  Adulthood 

B5: Primary 

purpose/recommendation 

for use:  

Other 

B6: Available modes of 

administration:  

Setting: Single setting. 

Application: paper-pencil. 

Augmentative and 

alternative communication 

(e.g. visual aids, symbols): 

Available 

B7: Respondent 

requirements:  

Person with IDD: No 

information. Third person: 

Third person is not a 

respondent 

B8: Competence Level 

needed for 

administration:  

None 

   

T: Test Development  Comments 
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T1: Main underlying 

theory for generating 

items:  

No information Delphi methods and focus groups were employed to gather opinions from two 

expert groups: professionals or clinical experts (ranged N = 15-33); and service 

users (n = 9), to inform the contents of the SAINT. Focus groups were asked to 

address the questions, "how do people feel when they are becoming distressed or 

mentally unwell? When do we know when we are at risk from becoming unwell?" 

Results from each round were shared between the two groups to develop a 

consensus. A list of 52 items from existing measures of psychopathology (e.g. Beck 

depression inventory (Beck et al., 1988b), brief psychiatric rating scale (Overall and 

Gorham, 1962), GDS-LD (Cuthill et al., 2003)), were used to inform the list of self-

report statements. Participants were also asked for comments and to suggest other 

items for consideration that had not already been listed. 

 

T2: Experts involved in 

test development:  

Mental health 

professionals, Persons 

with IDD (E.g. focus 

group, pre-testing) 

T3: Based on 

classification models:  

Other 

   

C: Measurement  Comments 

C1: Item content:  Questions as self-report - 

Emotional, e.g. feelings 

The SAINT has a feelings list of 10 items with an additional four examples, which 

has a dichotomous yes/no format. 

 C2: Item coding: Response format: 

Dichotomous (yes/no). 

Facet/quality assessed: 

Presence (of a 

problem/symptom). 

Perspective/locus of 

response for specific items 

(symptom, behaviour): 

Presence, Problem for 

person with IDD. 

C3: Timeframe:  No time frame given: Now 

(e.g. how the person is 

feeling/behaving now) 

C4: Floor/ceiling effects:  No information 

C5: Responsiveness:  Recommended to detect 

changes: No information 



 

184 

 

  

Part 2: Psychometric Properties 

   

V: Validity  Comments 

V1: Criterion validity:  No information With regards to convergent validity, the total SAINT scores were correlated with 

GDS-LD total and GAS-ID worries subscale scores. The SAINT showed significant 

correlation at the .01 level (two-tailed) with the GDS-LD (r = 0.71; p < .01; strong 

correlation), GAS-ID worries (r = 0.58; p < .01; moderate correlation). In terms of 

face validity, the SAINT was piloted among two nurses and one research assistant 

all working in specialist mental health services for people with ID.  

 

V2: Content validity:  Concerning relevance of 

items, Concerning 

comprehensiveness of 

items 

V3: Construct validity:  Hypotheses testing: 

Convergent validity 

V4: Face validity:  Face validity rated by 

health professionals  

   

R: Reliability  Comments 

R1: Internal consistency:  Cronbach's alpha Cronbach’s alpha (α = 0.83) suggested good internal consistency for the SAINT 

questionnaire. The inter-item correlation for internal consistency of the SAINT for 

any item deleted ranged from .79 to .83 (excellent). Test-retest reliability was 

analysed for 20 participants (37% of the sample). There was statistically significant 

correlation between T1 and T2 (r = 0.90, p < .01; strong correlation). The period 

between test and retest was one week. 

 

R2: Reliability: Test-retest 

R3: Measurement error:  No information 

   

O: Objectivity of 

Application 

 Comments 

O1: Application:  No information The SAINT has not been designed as a diagnostic tool and therefore there are no 

cut-off scores. 

 
O2: Coding:  None 

   

N: Objectivity of 

Interpretation, 

Norming and Fairness 

 Comments 
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N1: Norms:  No information  

N2: Cut-offs:  None 

N3: Fairness:  No information 

   

F: Feasibility  Comments 

F1: Missing values:  No information The focus group was asked for feedback comments regarding the ease of use. The 

authors reported that using the tool on a regular basis will enable people with ID to 

become increasingly familiar with the tool and signs and symptoms associated with 

mental distress. 

 

F2: Ease of 

administration/burden:  

For respondent: Reading 

and/or comprehension 

level. Evidence that 

instrument places no 

undue physical or 

emotional strain on 

respondent. For 

administration: User-

friendly design/layout 

F3: Value:  For person with IDD 

F4: Acceptability:  For person with IDD 

F5: Availability: No information 
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Appendix C: Contributions by Each Trainee to this Project 
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This project was completed jointly with another trainee, Jun Yi Lee. Jun Yi’s thesis focussed 

on predictors of self-esteem in individuals with intellectual disabilities. 

We jointly submitted an ethics amendment request, data protection and risk assessment 

forms. We jointly amended the STORM Qualtrics survey so that it was suitable for our 

project and developed a research database.   

We jointly created a poster for distribution on social media and managed a Twitter page to 

promote the study. 

We jointly contacted 57 charities and third sector organisations for individuals with 

intellectual disabilities to recruit participants and subsequently attended virtual group 

meetings to promote the project. With regards to data collection, I met with 25 participants 

(15 twice for test-retest) and Jun Yi met with the remaining 19 participants. 

Jun Yi also double rated the quality assessment in the systematic review.  

Our analyses and the writing up of our theses were completed independently.  
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Appendix E: Carers information sheet 
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