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Pediatric Assessments Measuring Children’s and Adolescents’ Perceptions on 

their Activity Capacity, Performance, and/ or Participation. A Systematic Review 

 

Abstract  

Introduction: In previous years, Occupational Therapy relied on the parents and 

caregivers’ perspectives about their children’s activity capacity, performance, and 

participation. The shift to a more child and family-centred practice has led to the 

creation of a variety of self-reported assessments for children and adolescents. This 

study reviewed articles containing paediatric self-report assessments, available for use 

within the Occupational Therapy area, and critically appraised them. 

Method: A systematic review in seven databases with the use of 22 search terms was 

conducted. Inclusion criteria was articles containing paediatric and adolescent reported 

assessments available to Occupational Therapists, published up to 20 years old and 

written in the English language. Exclusion criteria included articles containing 

impairment-based measures and proxy reported measures. The initial literature search 

took place between March 1st, 2018 and April 30th, 2018. Eighty-two articles met 

criteria, and, from these articles, 21 assessments were found and appraised using the 

COSMIN checklist 

Results:. Twenty-one assessments were found to measure children’s and adolescents’ 

perceptions on their activity capacity, performance and/ or participation. All their 

characteristics and technical details are mentioned in depth in this research. When 

applicable, clinimetric properties were appraised and found quite a few with good or 

excellent reliability and validity. Few assessments had not any research regarding their 

clinimetric properties.  



Conclusion: Most found assessments measured activity capacity and performance. The 

need for more participation-based measures emerged. Few assessments showed good 

or excellent reliability and validity which need to be considered if used within clinical 

practice.  
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Introduction 

Children with disabilities (Developmental Coordination Disorder, Attention Deficit 

Hyperactivity Disorder, Autism Spectrum Disorder, Cerebral Palsy, Acquired Brain 

Injury, etc.) struggle with the limitations their impairments impose in their daily life. 

Key life occupations such as Activities of Daily Living, Social Participation, 

Entertainment, School/ Education are highly affected (American Occupational Therapy 

Association, 2014). Traditional client-centred Occupational Therapy practices have 

evaluated the child’s needs through the information his/her parents, caregivers, and 

teachers provided, and tended not to consider the child’s own perception regarding 

his/her ability and needs (Dunford et al., 2005). In view of that fact, many measures 

have been created for the purpose of capturing all the information that the family and 

significant others could provide. 

The last twenty years, a paradigm shift resulted in the emergence of family-

centred practice, which considers both the children’s and parents’ point of view 

(Missiuna et al., 2006). Children’s power to express their own views and engage in their 



health decisions was well established within the United Nations Convention on the 

Rights of the Child (United Nations, 1989) even before this shift. Recent studies show 

that, nonetheless parents are significant sources of information, children have expressed 

their need to be actively involved in their health goals and interventions (Dunford et al., 

2005; Missiuna et al., 2006). As the family-centred and child-centred practice prevailed, 

the use of personalized and client-centred measures increased after the 1990s. The 

perspectives of children and families are being recognized as integral, meaningful 

aspects of the evidence (Tam et al., 2008).  

Sense of self is crucial for success in any human being (Adair et al., 2018). Self-

efficacy refers to the inner beliefs of every person regarding their ability to succeed and 

achieve goals (Li et al., 2018). Another key term to better understand the importance of 

the perceived activity capacity, performance, and participation and its use within the 

occupational therapy practice, is the self-determination that drives each individual. 

According to Ziviani (2015), self-determination is the main reason people make choices 

and decisions (that are not externally influenced). Self-determination guides people to 

meaningfully engage in everyday life situations and activities. It also drives clients to 

set their own goals and succeed in Occupational Therapy (or other therapies). With self-

determination in mind, assessments that gather perspectives from the children and 

youth themselves, are critically important for the clinical practice. 

 The centre of attention for this review will be the children’s and adolescent’s 

self-perceptions on activity capacity,  performance, and participation in relation to their 

occupational performance. As World Health Organization (2002) states, it is essential 

for all health professionals to speak a “common language” to better understand, 

examine, cure and advocate health issues. Therefore, brief definitions are provided 

subsequently (Table 1) on some of the review’s key terms, that are based on the 



common language of International Classification of Functioning, Disability and Health 

- ICF (WHO, 2013). When studying the key terms, it is beneficial to consider that  every 

action, particularly when executed in a social environment, may be considered participation, 

and participation always entails the execution of an action or task. Despite this relationship, 

the definitions of activities and participation are clearly different and distinguishing activities 

and participation will require careful consideration. (pp. 35 WHO, 2013). 

Please insert Table 1 here. 

Children’s perceptions about their activity capacity, performance and participation may 

not only assist occupational therapists and other health professionals in providing 

qualitative family centred services; they could also contribute to therapy adherence, 

health knowledge, positive health behaviours and reduce illness activity (Emerson et 

al., 2018). Therefore, undertaking a systematic review, identifying and critiquing the 

assessments of children’s perceptions of  their activity capacity, performance and 

participation and their clinimetric properties, will hopefully provide the groundwork for 

understanding children’s needs.  This information will then be truly valuable in laying 

out therapeutic interventions which are more client-centred and as a result will focus 

more on the goals and aspirations of children. This study reviewed articles containing 

paediatric self-report assessments, available for use within the Occupational Therapy 

area, and critically appraised them. 

Objectives 

Research Questions 

• Which assessments, available to occupational therapists, assess children’s and 

adolescents’ perceptions of their activity capacity, performance, and 

participation? 



• What are the characteristics and technical details (time of administration, 

targeted age, forms, and others) of the measures that assess children’s and 

adolescents’ perceptions of their activity capacity, performance and 

participation? 

• What are the clinimetric properties (e.g. validity, reliability and others) of the 

measures that assess children’s and adolescents’ perceptions of their activity 

capacity, performance, and participation? 

 

Method  

Design of the study 

The method chosen was a systematic review of articles containing paediatric self-report 

assessments, available for use within the Occupational Therapy area, and critically 

appraised them. 

With respect to the Preferred Reporting Items for Systematic review and Meta-Analysis 

Protocols (PRISMA-P) Checklist (Shamseer et al., 2015), the selection  process can be 

reviewed in Figure 1. 

Please insert Figure 1 here. 

 

Databases, inclusion and exclusion criteria 

The author searched the following databases: PubMed, JU Library, ScienceDirect, 

OTSeeker, PsychInfo, EBSCO, and CINAHL. A wide variety of different kind of 

databases were chosen to cover both the biomedical (e.g. PubMed) and psychosocial 

aspects (e.g. PsychInfo). Specific search terms (Table 2) were generated using the 

PICO framework (population, intervention, control, and outcome) (Schardt et al., 

2007), adapted for the purposes of this systematic review. Boolean operators “AND”, 



“OR” and “NOT” were also used. The inclusion criteria included any paediatric and 

adolescent reported assessment, measurement, questionnaire, report, and checklist 

available to Occupational Therapists published up to January 1st, 1998 in the English 

language. The acceptable year range was decided based upon the first shift to client-

centred practice and the need to capture the children’s perspectives first appeared 

approximately 20 years ago (Coster, 1998). All impairment-based measures and proxy 

reported measures were excluded. The full search results can be found in Appendix I 

and the selection through manual search of reference lists of reviewed articles  can be 

reviewed in Appendix II. 

 

Timeline 

The initial literature search took place between March 1st, 2018 and April 30th, 2018.  

 

Screening and data extraction 

Reported articles that fulfilled the requirements were examined with regards to 

their title and abstract and duplicates were removed. An initial list of assessments was 

made. A manual search for further psychometric information was performed. 

Regarding the manual search, the previously mentioned databases were also used in 

order to find in depth details about the assessments’ clinimetric values. In addition, 

common search engines (such as Google.com) were used in order to extract information 

on the measurements’ characteristics and technical details. Eighty-two articles 

(including literature and manual search) were chosen. 

Upon the completion of the literature search and in order to determine if a study 

on measurement properties meets the standards for good methodological quality, the 

COnsensus-based Standards for the selection of health Measurement INstruments 



(COSMIN) checklist were used (Mokkink et al., 2017). COSMIN rates the internal 

consistency, reliability, measurement error, content validity, structural validity, 

hypothesis testing, cross-cultural validity, criterion validity, and responsiveness of 

health-related patient-reported measurements. Within this checklist, a 4-point scale 

determines the quality of each psychometric value (E=Excellent, G=Good, F=Fair, 

P=Poor). The final quality score for each psychometric value depends on the lowest 

rating (for example, if 5 out of 6 items are rated as “excellent” in the reliability box and 

1 item is rated as fair, the final score of reliability will be “fair”) (Terwee et al., 2011). 

Please insert Table 2 here. 

Ethics 

Since this is a systematic review, there was no direct risk to participants. The studies 

included were conducted with respect to the Declaration of Helsinki – providing ethical 

principles for research involving human subjects with four fundamental principles: 

autonomy, justice, beneficence and non-maleficence (Beauchamp and Childress, 2001). 

In this review, autonomy is not directly applicable in this research, however the findings 

will support greater autonomy and justice for children and young people in clinical 

practice and by gathering their perceptions of activity capacity, performance and 

participation for goal setting and outcomes of intervention. The study was created to 

better the clinical practice of occupational therapists and to ensure that the tools 

therapists use for clinical and research purposes are valid and reliable so as not to 

provide misleading information (beneficence and non-maleficence).  

 

 

 



Results 

Assessments, available to occupational therapists, assessing children’s and 

adolescents’ perceptions of their activity capacity, performance, and participation 

In total, 21 assessments measuring children’s and adolescents’ perceptions on their 

activity capacity, performance, and/ or participation resulted from the synthesis of the 

82 articles included in this study. They are presented in Table 3.  

Please insert Table 3 here.

Characteristics and technical details (time of administration, targeted age, forms, 

and others) of the measures that assess children’s and adolescents’ perceptions of 

their activity capacity, performance and participation 

Table 3 also provides an in-depth analysis of the characteristics of the 21 assessments, 

including abbreviation, type of assessment, age appropriateness, targeted population, 

cost, administration time, training, any translations or adaptations and a general purpose 

of the measurement. 

Most reviewed assessments (n=15) are self-reported questionnaires, three are 

interviews, two are card-sort based measurements, and one assessment is conducted 

online. Four assessments out of the 21 serve both as child-reported and as proxy-

reported measurements. 

All child-reported assessments were used in populations of children older than 

4 years old. An analysis of the age range of each assessment can be seen in Table 4 (the 

range is marked with light blue colour). The minimum range of age was found in PEGS 

(4-9 years old) (Dunford et al., 2005); whereas the widest seen for the CALI (Palermo, 

2004) and COPM (Missiuna, 2006) (8 years old and above). 



 

Please insert Table 4 here. 

One assessment included children and youth with or without disabilities, 14 

assessments were administered only to children with disabilities (either any disability 

or specific ones) and six measurements targeted the general population (See Table 3 for 

summary). 



 

In the case of four assessments, the time to administer the tests could not be identified. 

Regarding the rest, six reports could be completed under 10 minutes, four between 10-

20 minutes and seven needed more than 20 minutes (See Table 5 for details). 

Please insert Table 5 here. 

 Regarding the need of training prior to administering the tests, there was no 

mention in 13 measurements about whether training was required or not (CALI, CHIP-

CE/CRF, COPM, DISABKIDS, EQ-5D-Y, KIDSCREEN, HAY, LIFE-H, PCPQ, 

PedsQL, PEGS, QYPP, SEQ-SS), in 4 assessments it was specified that there is no 

requirement for training (CASE, CASP, CHEQ, COSA) (Seid et al., 2014; Field et al., 

2016; Ryll et al., 2018), in 3 professional training is needed (CAPE/PAC, COSS, MPAI-

P) (Kaya et al., 2012; Field et al., 2016) and in PACS (Tam et al., 2008) the requirement 

was that an Occupational Therapist or an Occupational Therapy Assistant could only 

administer the measurement. 

 Nine assessments (CAPE/PAC, CHEQ, COPM, COSA, DISABKIDS, EQ-5D-

Y, KIDSCREEN, MPAI-P, PEGS) had more than 3 translations (excluding English) 

and eight (CASP, CHIP-CE/CRF, COSS, PACS, PCPQ, PedsQL, QYPP, SEQ-SS) 

were unclear whether any translations exist. Four assessments had only one or two 

translated versions (CALI, CASE, HAY, LIFE-H). The assessments were most 

translated to was Dutch. 

 All currency was converted to Britain pounds (£) in December 29, 2018. By 

far the most expensive assessment was the COSS (£271.68) whereas the CASE, CHEQ 

2.0, MPAI-P, QYPP, SEQ-SS could either be obtained for free or completed online 

without a fee (see Table 3 for more information). 



 

The purpose of each assessment in relation to the domains of the ICF and the 8 

main occupations as described in the American Framework of Occupational Therapy of 

Activities of Daily Living (ADL), Instrumental Activities of Daily Living (iADL), 

Education, Social Participation, Rest/Sleep, Leisure, Work and Play are listed in Table 

6 (WHO, 2013; American Occupational Therapy Association, 2014).  

Please insert Table 6 here. 

Table 6 provides more details of the administration processes of the assessments. 

In total, three assessments were aimed exclusively for completion by children and 

adolescents, seven had both a child-reported and proxy-reported form, two had a child, 

parent and teacher form and nine assessments’ forms were unclear.  

Thirteen assessments had 5-point Likert-type ratings scales, six had 4-point 

ratings scales, one had a dichotomous scale and one had an interval scale. 

Clinimetric properties (e.g. validity, reliability and others) of the measures that 

assess children’s and adolescents’ perceptions of their activity capacity, 

performance, and participation 

In table 7, the psychometrics of each assessment are presented. Regarding three 

assessments, LIFE-H 4.0, PACS and EQ-5D-Y, no research was found to support any 

psychometric values. LIFE-H is a newer version with no relevant research, as of yet, 

while the PACS had none on the paediatric version (research evident for the adult 

version only in Laver-Fawcett et al., 2016). 

Please insert Table 7 here. 

The lowest internal consistency (poor) was found for the CALI (Palermo et al., 

2004), COPM (Field et al., 2016), COSS (Kaya, Delen & Ritter, 2012), and PCPQ 

(Washington, Wilson, Engel & Jensen, 2007) while an excellent consistency (highest 



 

rating) was found for the PEDS-QL (Varni, Burwinkle, Seid & Skarr, 2003) and QYPP 

(Field et al., 2016).  

Only CHIP-CE/CRF (Riley et al., 2004) and HAY (le Coq, Colland, Boeke, 

Bezemer & van Eijk, 2000) had good reliability. Measurement error was only reported 

for the CASE (Brady, 2011) and PEDS-QL (Varni, Burwinkle, Seid & Skarr, 2003) as 

fair. Excellent content validity was found in CALI (Palermo et al., 2008), CASE 

(Barlow et al., 2001), CHEQ (Sköld, Hermansson, Krumlinde-Sundholm & Eliasson, 

2011), COPM (Cusick, Lannin & Lowe, 2007), PCPQ (Washington, Wilson, Engel & 

Jensen, 2007), and QYPP (Field et al., 2016) while COSA (Ohl, Crook, MacSaveny & 

McLaughlin, 2015)  and COSS (Kaya, Delen & Ritter, 2012) had poor content validity. 

Poor structural validity was reported in CASE (Seid et al., 2014) and QYPP (Field et 

al., 2016) and excellent in COSA (Keller, Kafkes, Basu, Federico & Kielhofner, 2006). 

Hypothesis testing was measured only in COPM, PCPQ, and QYPP (fair). Fair cross-

cultural validity was found in DISABKIDS (Chaplin, Hallman, Nilsson & Lindblad, 

2012), KIDSCEEN (Ravens-Sieberer et al., 2008), and PEGS (Costa, 2014). Fair 

criterion validity was reported in the following measurements: CASE (Seid et al., 2014), 

CHIP-CE/CRF (Riley et al., 2004), COSS (Kaya, Delen & Ritter, 2012), KIDSCREEN 

(Ravens-Sieberer et al., 2013), and PEGS (Costa, 2014). Lastly, the highest found 

responsiveness (good) was measured in HAY (le Coq, Colland, Boeke, Bezemer & van 

Eijk, 2000). 

 



 

Discussion  

The first research question “Which assessments, available to occupational therapists, 

assess children’s and adolescents’ perceptions of their activity capacity, performance, 

and participation?” was answered with the completion of the literature review. Twenty-

one assessments of self-perception of activity capacity, performance and participation 

of children with disabilities were identified. In depth, CASE, CHIP-CE/CRF, 

DISABKIDS and SEQ-SS aimed exclusively to capture young peoples’ perspectives of 

their activity capacity while most of the assessments measured occupational 

performance with some questions or items related to participation too (CALI, CASP, 

CHEQ, COPM, PACS, PCPQ, PedsQL, PEGS and QYPP). CAPE & PAC, COSA, 

COSS, EQ-5D-Y, HAY, KIDSCREEN, LIFE-H and MPAI-P aimed to capture young 

people’s perspectives on both activity capacity and occupational performance.  

Across these assessments, the ICF domains of A) body structures and body 

functions and B) activities and participation were also assessed. According to WHO 

(2013), there are also contextual factors affecting health and function such as the 

environmental components (economy, social status, etc.) and the personal components 

(gender, race, habits, education, etc.). Other personal factors were discussed earlier in 

this study regarding self-determination, self-perception and others. The author searched 

for assessments that measure the self-perception of “activities and participation” but 

quite a lot of assessments captured both domains (body functions and structures, and 

activities and participation).  

While most of the assessments measure more than one ICF component, 7 

assessments (CALI, CAPE & PAC, CHEQ 2.0, COSA, EQ-5D-Y, PACS, and PEGS) 

measure more the children’s and youth’s perceptions on their activity competence, 

while 4 measurements (CASP, KIDSCREEN, PCPQ, and QYPP) measure the 



 

participation competence. Six assessments (HAY, CASE, COSS, MPAI-P, PEDS-QL, 

and SEQ-SS) report both the capacity on activities and body functions when 2 

(DISABKIDS and CHIP-CE/CRF) measure both body functions and participation. 

Lastly, COPM and LIFE-H 4.0 report participation and activities performance.  

With this analysis, it is evident that very few assessments measure directly 

youth’s participation. The lack of participation assessments accords with Imms et al. 

(2017) research. According to them, traditional therapy used to focus on the typical or 

atypical performance and not on the participation itself (attendance, enjoyment, etc.). 

This focus led to the creation of numerous of assessments regarding activity capacities 

and left participation aspects out of the therapeutic processes. Furthermore, core aspects 

of participation, such as enjoyment, is mostly not self-assessed. 

In addition, all these assessments could help to identify client’s personal goals 

and lead to better therapeutic outcomes. According to HOPE theory (Snyder, 2002), 

three core aspects exist in every human: goals, agency and pathway thinking. In this 

study particularly, goals (plans for successful outcomes) and agency (perceived 

capacity to succeed on a goal) are directly linked to self-reported assessments. If a 

therapist understands the perceived capacity and any desirable occupation goal, then 

therapy could have greater outcomes in general.  

With respect to the American Framework of Occupational Therapy (American 

Occupational Therapy Association, 2014), all assessments were categorized according 

to the eight main Occupations too. In depth, Rest & Sleep were only measured by CALI. 

ADLs and iADLs were mentioned in most of the assessments (n=12): CALI, CASP, 

CHEQ, COPM, COSA, DISABKIDS, EQ-5D-Y, KIDSCREEN, LIFE-H, PACS, 

PEGS, and QYPP. Social Participation items were found in CALI, CAPE & PAC, 



 

CASE, CASP, COSA, DISABKIDS, EQ-5D-Y, KIDSCREEN, LIFE-H, PCPQ, PEDS-

QL, PEGS, QYPP, and SEQ-SS. Leisure and Play were assessed by CALI, CAPE & 

PAC, COPM, LIFE-H, PCPQ, and PEGS. Work was measured in COPM, COSS, LIFE-

H, and QYPP. Educational items were found in CALI, CAPE & PAC, CASP, COPM, 

COSA, KIDSCREEN, LIFE-H, PEDS-QL, PEGS, QYPP, and SEQ-SS.  

It was made clear that there is a need for more Rest and Sleep self-reports (only 

one found in this study). Sleep problems are quite common within the population of 

children with neurodevelopmental disorders (Tsai et al., 2012; Smith et al., 2016). More 

insight on this area of occupation would help to discover how sleep and rest affects 

participation among younger clients. Activities and instrumental activities of daily 

living are commonly assessed with the use of patient-report measures. Few assessments 

measured work-related aspects of occupation, but it was expected since children and 

youth mainly do not work. All assessments that measured work had their age range 

extended the 18 years old. 

The second research question was described as: “What are the characteristics 

and technical details (time of administration, targeted age, forms, and others) of the 

measures that assess children’s and adolescents’ perceptions of their activity capacity, 

performance and participation?”. Characteristics and technical details such as cost, 

time to administer, translations and others were also manually searched and presented 

in Tables 4 and 6. Most assessments required no training at all with that leading to easy 

to use measurements. A few measurements (CAPE & PAC, COSS, PACS) had a cost 

greater than £100, a fee that may be not affordable for a single therapist to buy. 

Contrariwise, CASE, CHEQ, MPAI-P, QYPP and SEQ-SS were cost-free meaning an 

easy access to any person in interest (therapists, hospitals, private practices, parents). 

Under no way, a higher cost indicated a report with greater psychometrics. 



 

 While most assessments (n=14) required an administration time of under 20 

minutes, 7 measurements (CAPE & PAC, CHIP-CE/CRF, COPM, DISABKIDS, 

PACS, PEGS and QYPP) needed more than 20 minutes for completion. A greater time 

to administer a test could impact the results, since a younger client may get tired and 

distracted or even bored. 

Regarding the third research question “What are the clinimetric properties (e.g. 

validity, reliability and others) of the measures that assess children’s and adolescents’ 

perceptions of their activity capacity, performance, and participation?”, all selected 

measurements were critically assessed with the use of the COSMIN checklist (see Table 

7 for details).  

Most importantly, the content and structural validity were identified. Most 

assessments (CASP, CHIP-CE/CRF, DISABKIDS, EQ-5D-Y, HAY, KIDSCREEN, 

LIFE-H, PACS, PedsQL, and PEGS) had no research regarding their validity while 

CASE and QYPP were marked with poor structural validity and COSA and COSS with 

poor content validity. Regarding the aforementioned assessments, it is not clear whether 

they are measuring what they are supposed to measure at all and, therefore, their use 

within the occupational therapy practice may not have significant research and clinical 

value. On the contrary, CALI, CASE, COPM, PCPQ and QYPP scored an excellent 

content validity with the COSMIN checklist. In addition, COSA had an excellent 

structural validity.   

COPM, LIFE-H 4.0, PACS, PCPQ and PedsQL, had no research regarding their 

reliability. HAY and CHIP-CE/CRF scored good in the reliability factor while the rest 

had a fair scoring. Responsiveness have also been poorly assessed in CALI and 

PedsQL, COPM had a fair scoring and HAY a good one. All other assessments were 



 

not researched regarding their responsiveness and they (with the reports that scored 

poor) should be used with caution in clinical practice. 

It was also found that most assessments had at least one translation of the initial 

measurement. Despite that, only 3 assessments (DISABKIDS, KIDSCREEN-52, and 

PEGS) had a fair cross-cultural validity while no research was found about the rest of 

the selected assessments. This could have a negative impact within the Occupational 

Therapy practice since unresearched translated measurements could assess different 

factors than the original. As stated in Verket et al. (2018), all translated Patient Reported 

Outcome Measures (PROMs) need to be professionally translated, cross-cultural 

adapted and validated to correspond to the original measurement.  

Limitations 

A major limitation to this study is that only the author rated the selected assessments. 

It is highly suggested that one or more researchers also rate the assessments and come 

to a consensus. In addition, the author’s limited knowledge in psychometric values and 

their measurement could have affected the rating. A more experienced researcher is 

suggested to co-rate the assessments. 

The initial literature review was conducted between March 1st and April 30st 

2018, so any new data publish after the search period may not be included in this study.  

One researcher rating measurement reduces reliability of conclusions.  A priori 

bias and exposure of the researcher may have contributed to inflation or depression of 

ratings. The COSMIN checklist and objective criteria for rating the validity, reliability 

and utility of the tools was used to offset some of the inherent bias of a single researcher. 

The inclusion criteria for published assessments within the past 20 years, limited 

the search and excluded assessments such as the Harter’s Self-Perception Profile for 



 

children (Wichstraum, 1995), the Rosenberg Self Esteem Scale (Gray-Little et al., 

1997) and the Predilection for Physical Activity questionnaire (Hay, 1992). These 

assessments are used in recent literature and capture important constructs of self-

esteem. The Harter’s in particularly, on which the PEGS was developed, addresses a 

broader range of domains of behaviour and performance beyond physical skill, 

academic achievement, social behaviour, behaviour conduct.  However, these 

assessments were developed in the 1990s and no recent studies have considered their 

validity within current cultures, especially now that children and young people are 

interacting more with digital learning, on-line gaming (play) and social media. 

Conclusions  

The shift to client, child and family-centred practice happened more than 20 years ago, 

yet despite this, few assessments exist that directly assess what the child and adolescent 

think of their own activity capacity, performance and participation. The need for more 

patient-reported measurements regarding participation also emerged since most of the 

assessments measure aspects of the activity capacity and or performance. 

Of these assessments, fewer demonstrate enough validity and reliability to 

consider for use in understanding children’s perceptions over time and or after 

intervention. CALI, CASE, COPM, PCPQ and QYPP had an excellent content validity 

score while COSA had an excellent score in structural validity. HAY and CHIP-

CE/CRF scored good regarding their reliability. With the globalization, the need to 

translate and use more assessments is greater than ever. Additionally, very few 

assessments have been validated across cultures, therefore, they might not be 

appropriate for use in contexts other than the original.  

 



 

 

 

Key findings:  

• Most child and youth self-reported assessments measure the individual’s 

activity capacity and performance. 

• Most child and youth self-reported assessments have low psychometric values, 

when some of them have no data at all. 

• A variety of characteristics and technical details were found for each 

measurement and can help the clinician guide his/her clinical practice. 

 

 What the study has added:  

This study identifies youth’s self-report assessments regarding their activity 

capacity, performance and/or participation. In addition, it shows their psychometric 

properties, characteristics and technical details, all important for clinical practice and/or 

further research. 
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Tables 

Table 1  Brief Definitions of International Classification of Functioning, Disability and Health key terms 

Activity is any task accomplished by an individual. 

Capacity describes what a person does in a situation in which the effect of the context 

is absent or made irrelevant. 

Performance describes what an individual does in his/ her actual environment 

Participation is the involvement in any life situation. 

 

Table 2 Generation of Search Terms Using the PICO Framework 

Population Interest Outcome 

Child* 

OR 

Adolescen* 

AND 

Disabilit* 

Disabled 

Disorder 

Special needs 

 

NOT 

Adult* 

 

Assess* 

OR 

Measur* 

OR  

Questionnair* 

OR 

Checklist* OR 

Self-checklist 

OR 

Report 

OR 

Self-report 

 

 

 

 

 

 

AND 

 

 

Self-perception 

OR 

Perception 

OR 

Self-concept 

OR  

Self-efficacy 

OR 

Efficacy 

Occupational 

Performance 

OR  

Activity Performance 

OR  

Capacity 

OR  

Participation 

 

 

 



 

  
Table 3 Main Characteristics and Utility of the 21 selected Assessments 

 Name Abbr. Type Age range Targeted 
Population 

Administration 
Time 

Cost Training Translation/ 
adaptation 

Purpose 

1 The Child Activity 
Limitations Interview and 
Questionnaire  

(Palermo, 2004) (Palermo et 
al., 2008) (de Vries et al., 
2017) 

CALI 

&  

CALI-
21 

Interview  

& 

Self-
report 
questionn
aire 
CALI-21  

From 8 years old  Children and 
adolescents with 
chronic pain  

5-7 minutes.  Unclear Unclear Dutch  Assesses functional disability due to 
chronic pain.  

2 Children’s Assessment of 
Participation and Enjoyment 
& Preferences for Activities of 
Children 

(Chen and Cohn, 2003) 
(McConachie et al., 2006)                           
(Law et al., 2006)                       
(Engel-Yeger and Hanna 
Kasis, 2010)    (Anastasiadi 
and Tzetzis, 2013) (Field et 
al., 2016) ("CAPE/PAC | 
Pearson Assessment", 2018) 

CAPE 

& 

PAC 

Self-
report 
questionn
aire  

 

6-21 years old   Clients with or 
without disabilities  

CAPE: 30-45 
minutes.  PAC: 
15-20 minutes.  

£139.00 
Complete 
Kit  

Requires 
training  

Dutch, 
Spanish, 
Greek  

CAPE: Identifies children’s preferable 
activities in their free time (school 
activities excluded). 

PAC: Assesses the frequency and level of 
enjoyment of children’s participation in 
everyday activities (school activities 
excluded). 

3 Children’s Arthritis Self- 
Efficacy Scale  

(Brady, 2011)                (Seid 
et al., 2014) 

CASE Self-
report 
questionn
aire  

7-17 years 

 

Children with 
Juvenile Idiopathic 
Arthritis (JIA)  

Not specified, 
but estimated 
<5 minutes 

Published in 
Barlow 
(2001) 

No training 
required 

Finnish  Measures children’s perceived ability to 
control or manage salient aspects of life 
with JIA. Captures the beliefs related to 
disease management as well as social and 
emotional issues.  

 
 
 



 

 Name Abbr. Type Age range Targeted 
Population 

Administration 
Time 

Cost Training Translation/ 
adaptation 

Purpose 

4 Child and Adolescent Scale of 
Participation – Youth Version 
Revised  

(Bedell, 2011) (McDougall et 
al., 2013)              (Field et al., 
2016) (Measurement Tools | 
Gary Bedell, 2018) 

CASP
-
Youth
-R 

Interview  5-18 years old  Youth with 
chronic 
disabilities  

<10 minutes  Can be 
obtained at 
Measuremen
t Tools| Gary 
Bedell 
website 

No training 
required  

Unclear Assesses participation and activity 
compared to other children of the same 
age.  

5 Children's Hand-use 
Experience Questionnaire 2.0 
 
(Sköld et al., 2011)   (Amer et 
al., 2015) 
(Ryll et al., 2018) 
(CHEQ - Children's Hand-
use Experience 
Questionnaire, 2018) 

CHEQ 
2.0 

Online 
self-report 
questionn
aire 

Mini-CHEQ: 3-8 
years old 
 
CHEQ: 6-18 years 
old 

Children with 
limitations in 
one hand, due to 
hemiplegic 
Cerebral Palsy, 
upper limb 
reduction 
deficiency or 
obstetric 
brachial plexus 
palsy (OBPP) 

Unclear Can be 
completed 
online for 
free at 
http://www.
cheq.se/ques
tionnaire 

No training 
required 

Arabic, 
Portuguese, 
Dutch, 
German, 
French, 
Hebrew, 
Italian, 
Japanese, 
Norwegian, 
Spanish, 
Swedish, 
Turkish 

Captures children’s experience of using 
the affected hand in activities where 
usually two hands are needed. 

6 The Child Health Illness 
Profile – Child Edition/ Child 
Report Form  

(Morris, 2005)          (Morris 
et al., 2005)  (Riley et al., 
2004)     (Riley et al., 2007)  

 

CHIP-
CE/ 
CRF 

Self-
report 
questionn
aire 

6-11 years old Generic  20 minutes  Unclear Unclear Unclear Measures the overall health of children 
and adolescents.  



 

 Name Abbr. Type Age range Population Time to 
administer 

Cost Training Translation/ 
adaptation 

Purpose 

7 Canadian Occupational 
Performance Measure  

(Dunford et al., 2005)          
(Missiuna, 2006)                  
(Taylor et al., 2007)    (Tam 
et al., 2008)         (Law et al., 
2014)       (Field et al., 2016) 
(COPM, 2018) 

COP
M 

Semi-
structured 
interview  

Can be modified 
for use with 
children from 8 or 
9 years old, 
otherwise 
individual of all 
ages  

Generic 15-30 minutes £41.30 
(Manual and 
Forms) 

Unclear Translated in 
more than 40 
languages 

Enables the client to identify issues in 
his/her occupational performance.  

 

8 Child Occupational Self-
Assessment 

(Keller et al., 2006)                       
(Kramer et al., 2010)      (ten 
Velden et al., 2012) (Field et 
al., 2016) (MOHO Web, 
2018) 

COSA Self-
report 
questionn
aire 

6-21 years old  Generic 20 minutes 
approx.   

£31.50 No training 
required 

Danish, 
Dutch, 
Finnish, 
French, 
German, 
Greek, 
Hebrew, 
Icelandic, 
Italian, 
Persian, 
Slovenian  

Measures the degree to which children feel 
they efficiently meet expectations and 
responsibilities associated with activities 
and the relative value of those activities.  

9 Children’s Organisational 
Skills Scales  

(Kaya et al., 2012) (Sköld, 
2016) 
(COSS® - Children’s 
Organizational Skills Scale® 
| Multi Health Systems 
(MHS Inc.), 2018) 

COSS Self-
report 
questionn
aire 

8-13 years old Generic 20 minutes 
approx. 

£271.68 
Complete 
Kit- 
Software 

£181.12 
Complete 
Kit- Manual 
score 

 

Therapists 
with 
graduate 
level 
courses in 
tests or with 
equivalent 
documented 
training 

Unclear Assesses how children organize their time, 
materials and actions in order to 
accomplish tasks at home and school.  



 

 Name Abbr. Type Age range Population Time to 
administer 

Cost Training Language/ 
translation 

Purpose 

10 DISABKIDS Chronic Generic 
Measure (Karande and 
Venkataraman, 2012) 
(DISABKIDS Chronic 
Generic Measure - DCGM-
37 (long version), 2018) 

DISA
BKID
S 

Child self-
report 
questionn
aire 

Or proxy-
report 

4-16 years  Youth with any 
type of chronic 
medical condition 

15-25 minutes £45.05 plus 
£9.01 
handling 
and shipping 
in Europe; 
£18.02 
handling 
and shipping 
elsewhere 

Unclear Dutch, 
English, 
French, 
German, 
Greek, 
Swedish 

Assesses health-related quality of life 
(HRQoL) in children and adolescents with 
different chronic health conditions and 
addresses HRQoL aspects that pertain not 
to specific conditions but to chronic 
conditions in general. 

11 EuroQol Five Dimension – 
Youth version 
 
(Wille et al., 2010) 
(instruments, 2018) 

EQ-
5D-Y 

Self-
report 
question
naire 

8-15 years old Youth with any 
type of 
condition/ 
disability 

Unclear Unclear but 
there is a 
sample 

Unclear Translated in 
more than 40 
languages 

Measures HRQoL in children and 
adolescents 

12 How are you?  

(le Coq et al., 2000) (Sturgess 
et al., 2002) (How Are You?, 
2018) 

HAY Self-
report 
questionn
aire  

8-12 years old  Children with   
asthma 

20 minutes Contact 
authors for 
price 

Unclear Original 
Language: 
Dutch 

Assesses Quality of Life (QoL) of children 
with asthma. 

13 KIDSCREEN 

(Ravens-Sieberer et al., 
2005)      (Questionnaires, 
2018) 

 Self-
report 
question
naire 

8-18 years old Generic KIDSCREEN-52 
15-20 minutes 

KIDSCREEN-27 
10-15 minutes 

KIDSCREEN-10                 
5 minutes 

 

Unclear Unclear English, 
German, 
Dutch, 
French, 
Spanish, 
Czech, Polish, 
Hungarian, 
Swedish and 
Greek 

Measures children’s and adolescents’ 
subjective health and well-being. 



 

 Name Abbr. Type Age range Population Time to 
administer 

Cost Training Translation/ 
adaptation 

Purpose 

14 Life Habits for Children 4.0 

(Morris, 2005)        (Morris et 
al., 2005) (McConachie et al., 
2006) (Field et al., 2016) 
(Schwartz, et al 2017)                     
(LIFE-H 4.0 - Children 5-13 
years of age - Assessment 
Tool, 2018) (Process, 2018) 

LIFE-
H 4.0 

Self-
report 
questionn
aire (not 
for 0-4 y 
version)  

0-4 years old 
(proxy-report 
version) 

5-13 years old 
(self-report) 

Teenagers, adults 
and seniors (self-
report) 

Generic 

 

Unclear £27.96 Unclear English & 
French 

Collects information on all daily tasks that 
people carry out in their environment 
(home, work or school, neighbourhood) to 
ensure their survival and development in 
society throughout their lifetime.  

15 The Mayo-Portland 
Adaptability Inventory 
Paediatric Version 

(Malec, 2005)            (Malec 
and Lezak, 2008)          (Field 
et al., 2016) 

MPAI
-P 

Self-
report 
questionn
aire 

& 

proxy-
report for 
younger 
ages (1-5)  

1-18 years old  Children with ABI Unclear Available 
free of 
charge at 
http://www.t
bims.org/mp
ai/ 

Scoring and 
interpretatio
n of the 
MPAI-4 
requires 
professional 
training and 
experience 

French, 
Canadian 
French, 
Danish, 
Spanish, 
German, 
Italian, 
Portuguese, 
Swedish, 
Dutch 

Measures the long-term outcomes of 
acquired brain injury ABI. 
Assists in the clinical evaluation of people 
during the post-acute period following 
(ABI), and in the evaluation of 
rehabilitation programs designed to serve 
these people. 
 

16 Pediatric Activity Card Sort 

(Taylor et al., 2007) (Tam et 
al., 2008) (Schwartz, et al 
2017) ("Products - Canadian 
Association of Occupational 
Therapists | Association 
canadienne des 
ergothérapeutes", 2018) 

PACS Picture-
based 
Card-sort 
self-report 

5-14 years old Children with any 
diagnosis if they 
have the mental 
capacity of a 5-
year-old 

20-25 minutes £130.68 OTs & 
OTAs 

Unclear Creates an occupational profile of the 
client. It also provides an overall of 
participation based on the child’s 
assessment results.  



 

 Name Abbr. Type Age range Population Time to 
administer 

Cost Training Translation/ 
adaptation 

Purpose 

17 Pediatric Community 
Participation Questionnaire 

(Washington et al., 2007) 
(Field et al., 2016) 

PCPQ Self-
report 
questionn
aire 

8-20 years old  Youth with 
physical 
disabilities 

5 minutes Unclear Unclear Unclear Assesses the community participation in 
youths with physical disabilities. 

18 The Paediatric Quality of Life 
Inventory 4.0 

(Morris, 2005)         (Maher 
et al., 2008)               (Seid et 
al., 2014) (PedsQL TM 
(Pediatric Quality of Life 
Inventory TM), 2018) 

PedsQ
L 

Self-
report 
questionn
aire 

2-18 years old 

(Child self-report 
5-7, 8-12, 13-18)  

Generic  
 

< 4 minutes Unclear Unclear Multiple 
languages  

Measures perceived QoL of children and 
adolescents. 

19 Perceived Efficacy and Goal 
Setting System 

(Chen and Cohn, 2003) 
(Dunford et al., 2005) 
(Missiuna, 2006)  (Vroland-
Nordstrand and Krumlinde-
Sundholm, 2012)                           
(Costa, 2014)       (Vroland-
Nordstrand, 2015)                      
(Schwartz, et al 2017) 
(CanChild, 2018) 

PEGS Picture-
based card 
sort  

 

5-9 years old  

 

Children with a 
variety of 
disabilities  

 

15-30 minutes  £98.43 Unclear Translated to 
Swedish, 
Portuguese   

Adapted to 
Sweden, 
Norway, 
Germany 
Israel, Brazil  

Enables children with disabilities to report 
perceptions of their own competence in 
performing everyday tasks 

 



 

 

 Name Abbr. Type Age range Population Time to 
administer 

Cost Training Translation/ 
adaptation 

Purpose 

20 Questionnaire of Young 
People’s Participation 

(Tuffrey et al., 2013)  (Field 
et al., 2016) (Schwartz, et al 
2017)  

QYPP Self-
report 
questionn
aire 

14-21 years old  Youth with 
disabilities 

20-30 minutes The 
questionnair
e is provided 
in the 
original 
research of 
Tuffrey et 
al. (2013). 

Unclear Unclear Measures frequency of participation of 
adolescents and young adults. 

21 Self- Efficacy Questionnaire 
for School Situations 

(Heyne et al., 1998) (Logan, 
et al. 2017). 

SEQ-
SS 

Self-
report 
questionn
aire 

10-18 years old  Youth with 
disabilities 

5 minutes The 
questionnair
e is provided 
in the 
original 
research of 
Heyne et al. 
(1998) 

Unclear Unclear Assesses cognitions focused on school 
attendance and school refusal. 



 

Table 4 Age range of the children and youth that are assessed by each measurement. 

 

Assessment 

Age Range 

4 5 6 7 8 9 10 11 12 13 14 15 16 17 18 19 20 21 

1 CALI   

2 CAPE & PAC   

3 CASE 

 

  

4 CASP    

5 CHEQ 2.0    

6 CHIP-CE/CRF    

7 COPM   

8 COSA    

9 COSS      

10 DISABKIDS   

11 EQ-5D-Y 

 

  

12 HAY    

13 KID SCREEN    

14 LIFE-H 4.0    

15 MPAI-P    

16 PACS    

17 PCPQ    

18 PEDS-QL    

19 PEGS    

20 QYPP   

21 SEQ-SS    

See Table 3 for full names of the 21 assessments. 

 

 

 

 

 

 



 

Table 5 Assessments and their administration time 

A
ss

es
sm

en
ts

 
Time to administer 

Unclear             <10 minutes              10-20 minutes              >20 minutes 

CHEQ 2.0 

EQ-5D-Y 

LIFE-H 

MPAI-P 

CALI 

CASE 

CASP 

PCPQ 

PEDSQL 

SEQ-SS 

COSA 

COSS 

HAY 

KIDSCREEN 

CAPE & PAC 

CHIP-CE/CRF 

COPM 

DISABKIDS 

PACS 

PEGS 

QYPP 

See Table 3 for full names of the 21 assessments. 

 

 

 

 

 

 

 

 

 

 

 



 

Table 6 Technical details of selected assessments 

 Name Forms Occupation and ICF 
Domain assessed 

Items Rating System Total scores Procedure 

1 CALI 
 
(Palermo, 2004)                    
(de Vries et al., 2017) 

CALI & 
CALI-21 

Scales: rest & sleep, 
eating, school, 
ambulation, mobility, 
work, physical, social 
and recreational 
interactions  
ICF: performance  

21 items 5-point rating scale (from 
0= not important to 4= 
extremely important)  
 

Total score from 0 to 32, with higher 
scores indicating greater levels of 
difficulty.  

Client is being informed of the item-
selection of 21 items and chooses 8 activities 
that are most difficult to him/her due to 
recurrent pain. Clients can also generate 
additional items. 

2 CAPE & PAC 
 
(Imms, 2008) (Engel-Yeger 
and Hanna Kasis, 2010)                                    
(Field et al., 2016) (CAPE/ 
PAC | Pearson Assessment  
2018) 

 Scales: recreational, 
active physical, social, 
skill-based and self-
improvement/ 
educational scales 
ICF: capacity & 
performance 

55 cards (15 
formal 
activities and 
40 informal)  

3-point rating scale (1= 
really likes to do the 
activity, 2= sort of likes to 
do the activity and 3= does 
not like to do the activity).  

Mean scores are calculated for each 
activity type, each domain and for 
the PAC total score, ranging from 1 
to 3.  

Client is asked to sort the cards into 3 
different piles, according to their preference 
for the activity, with no relation to whether 
the activities are performed.  

3 CASE 
 
(Brady, 2011)  
(Seid et al., 2014) 

 Scales: managing 
symptoms (e.g. 
tiredness), emotions 
(e.g. sad), and social 
participation (at school, 
with friends)  
ICF: capacity  

11 items: 
activity (4 
items), 
symptom (4 
items), and 
emotions (3 
items)  

5-point rating scale  
(0-4, with higher score 
indicating more self-
efficacy)  
 

Mean scores are calculated manually 
for each subscale using simple 
addition and division. Authors also 
calculated standard scores on a 0–10 
scale to allow comparisons across 
subscales.  

Unclear 

4 CASP  
 
(Bedell, 2011)  
(Field et al., 2016)  

Parent Form & 
Youth self 
report 

Scales: participation in 
home, school and 
community  
ICF: participation 

20 items and 4 
open-ended 
questions  

4-point rating scale (and 
with a “not applicable” 
option)  

Summed, averaged and converted to 
100-point scale for overall 
Participation vs subsections.  

Can be administered via self-report or 
interview. Respondents and interviewers can 
ask for and provide clarification or further 
explanation, if needed.  

5 CHEQ    
 
(Skold et al., 2011)  
(Amer et al., 2015) 
(Ryll et al., 2018) 
(CHEQ - Children's  
Hand-use Experience 
Questionnaire, 2018) 

CHEQ 2.0 
& 
Mini CHEQ 

Everyday activities 
ICF: performance and 
participation 

7 activity 
items 
presented in a 
random order 

4 rating point-scale  The raw scores are directly 
converted online to a 0 – 100 scale 
based on logits from the Rasch 
analysis 

The occupational therapist refers the client 
and or the family to complete the online 
report. 



 

 Name Forms Assessing Items Rating System Total scores Procedure 
6 CHIP-CE/ CRF 

 
(Riley et al., 2004)  
(Morris et al.,  
2005)  
(Riley et al., 2007) 

Child Edition 
(child report 
form, parent 
report form) 
& 
Adolescent 
Edition  

Scales: satisfaction, 
comfort, resilience, risk 
avoidance and 
achievements  
ICF: capacity 

45 health 
items and 4 
demographic 
items 

5-point rating scales Percentage scores (0–100). Higher 
scores suggest better 
health, or physical functioning and 
activity performance.  
 

There are 2 items on each page. Each item 
has an icon below it to help the client to 
respond. To the right and left of the circles is 
a cartoon illustration that depicts the 
appropriate extreme state of health.  

7 COPM 
 
(Tam et al., 2008)  
(Field et al., 2016) 

 Scales: self-care, 
productivity and leisure 
ICF: performance & 
participation 

5 items (or 
goals)  

10-point rating scales  
 

Performance and satisfaction scores 
are summed and averaged over 
number of goals selected.  

In a semi-structured interview, the client 
analyses a typical day and identifies 
occupations that he/she wants, needs, and/or 
is expected to perform. Afterwards, 
importance, performance and satisfaction 
are rated to identify up to 5 goals.  

8 COSA 
 
(Kramer et al., 2010)  
(ten Velden et al., 2012)  
(Field et al., 2016)  

Form with 
Symbols 
 
Form without 
Symbols 
 
Card Sort 
Version 

Scales: self-care, iADL, 
fine and gross motor 
skills, socialization, 
academics, 
communication, self-
regulation and self-
direction 
ICF: capacity, 
performance & 
participation 

25 statements 
about 
occupations 
and the 
experience of 
participating 
in these 
occupations, 
and 3 open 
ended 
questions  

Two 4-point rating scales: 
one scale about the 
difficulty of performing an 
occupation and the other 
scale about the importance 
of the occupation 

Normative or criterion-referenced 
scores are not generated. Ratings 
determine gaps and areas to focus on 
in therapy intervention.  

Can be administered in three ways: 1) in a 
standard paper-pencil version, 2) in a card-
sort version, and 3) in a summary form that 
presents all items and rating categories.  

9 COSS 
 
(Kaya et al., 2012) 

Parent, 
Teacher & 
Child Form 

Scales: task planning, 
organized actions and 
memory and materials 
management 
ICF: capacity and 
performance 

42 items 
(child form) 

4-point Likert-type rating 
scale 

Each item score is categorized into 
a column representing each 
subscale. The numbers in each 
column are summed to get the total 
raw score for each subscale. Raw 
scores are converted to t scores 
and percentiles. Manual and 
computerized scoring is available. 

Unclear 

10 DISAB KIDS 
 
(Karande and Venkataram  
 2012) (DISABKIDS Chron  
Generic Measure - DCGM  
(long version), 2018) 

DCGM-37 
 
DCGM-12 
 
Smileys 

Scales: independence, 
emotion, social 
inclusion, social 
exclusion, limitation, 
and treatment  
ICF: capacity 

DCGM-37  
37 items  
 
DCGM-12 
12 items 
 

5-point Likert type rating 
scale (options ranging 
from 1= never to 5= 
always)  

The items are summed and 
converted to a score from 0 (worst) 
to 100 (best score). A total score is 
calculated combining the scores of 
the 6 scales representing a 
“general score”.  

Unclear 



 

 Name Forms Assessing Items Rating System Total scores Procedure 
11 EQ-5D-Y (Youth) 

 
(Wille et al., 2010)  
(instruments, 2018) 

paper 
 
PDAs/ 
Smartphones 
 
Tablets 
 
Proxy version 

Scales: mobility, 
looking after myself, 
doing usual activities, 
having pain or 
discomfort and feeling 
worried, sad or unhappy 
ICF: capacity & 
performance 

Unclear Each scale has a 3-level 
response: no problems, 
some problems and a lot of 
problems. This results in a 
1-digit number that 
expresses the level 
selected for that 
dimension.  

The digits for the five scales are 
combined into a 5-digit number 
that describes the client’s health 
state. 

Client is asked to indicate his/her health state 
by ticking the box next to the most appropriate 
statement in each of the five scales. 

12 HAY 
 
(le Coq et al., 2000)                      
(Sturgess et al., 2002) 

Child  
 
& 
 
Parent 
Version  

Four generic scales: 
physical activities, 
cognitive activities, 
social activities, and 
physical complaints 
 
Four scales for children 
with asthma: asthma 
symptoms, emotions 
related to asthma, self-
concept, 
and self-management 
ICF: capacity & 
performance 

Generic 
section 32 
items 
 
Disease-
specific 
section 40 
items 

4-point Likert type rating 
scales (from 0= not at all to 
3= very often) 
Performance scale (from 
1= not good at all to 4= 
good)  
Feelings scale: drawings 
of a face (from a happy 
(=4) to a very sad face (= 
1)) 
Dichotomous scale for the 
children with asthma 
section (yes/no answer) 

Scores are summations of 
individual item scores within one 
subdimension. Scores of each 
dimension are standardized. For 
all subdimensions, higher scores 
indicate a better quality of life. 

Unclear  

13 KIDSCREEN-52 
 
(Ravens-Sieberer et al.,  
2013) 

 Scales: physical well-
being, psychological 
wellbeing, moods and 
emotions, self-
perception, autonomy, 
parent relations and 
home life, social support 
and peers, school 
environment, social 
acceptance (bullying), 
financial resources 
ICF: capacity & 
performance 

52 items 5-point Likert rating scale.  
 
Frequency of certain 
behaviours/feelings 
(never-seldom-
sometimes-often-always) 
  
Intensity of an 
attitude (not at all-slightly- 
moderately-very-
extremely) 
 

Scores are calculated for each scale 
and transformed into T-scores. 
Higher scores indicate higher 
HRQoLand wellbeing. 

Unclear 



 

 Name Forms Assessing Items Rating System Total scores Procedure 
14 LIFE-H 4.0 

 
(Morris et al., 2005)        
(Field et al., 2016)  
(LIFE-H 4.0 - Children 5-1  
years of age - Assessment T  
2018) (Process, 2018) 

Children from 
birth to 4 years 
of age  
 
Children from 
5 to 13 years 
of age 
 
Teenagers, 
Adults and 
Seniors  

Scales: communication, 
mobility, nutrition, 
physical fitness and 
psychological well-
being, personal care and 
health, housing, 
responsibility, 
interpersonal 
relationships, 
community and spiritual 
life, education, 
employment, recreation 
ICF: capacity & 
performance 

90 items 
divided into 
twelve 12 life 
habits and 
social roles 
categories 

Accomplishment: 5-point 
rating scales  
 
Degree of difficulty and 
amount of assistance: 4- 
point rating scales 
 
Client’s satisfaction: 5-
point rating scales  

Weighted total score, domain and 
category scores  

Client marks the number that best describes 
the level he/she experiences problems.  
 

15 MPAI-P 
 
(Malec, 2005)  
(Malec and Lezak, 2008)  
(Field et al., 2016) 

Child self-
report 
 
& 
 
Parent/caregiv
er report  

Scales: ability (sensory, 
motor, and cognitive 
abilities), adjustment 
(mood, interpersonal 
interactions), 
community and 
participation 
ICF: capacity & 
participation 

8 items in 
participation,  
12 items in 
ability,  
12 items in 
adjustment 
and 
19 items in 
community  

5-point Likert rating scales 
(from 0= no problems to 
4=severe problems) 

Raw scores are converted to 
standardized T scores. T-scores 
above 60 would suggest severe 
limitations. T-scores between 30 
and 40 suggest mild limitations. T-
scores below 30 represent 
relatively good outcomes. 

Unclear  

16 PACS 
 
(Taylor et al., 2007) 
(Tam et al., 2008)  
(Schwartz, et al 2017)  
(https://www.in1touch.com  
2018) 

 Scales: personal care, 
school/productivity, 
hobbies/ social 
activities, and sports 
ICF: performance & 
participation 

83 picture 
cards 
depicting 75 
activities 

Dichotomous scale (yes or 
no answers) 

Calculate the scores by summing up 
the number of “Yes” answers and 
the number of activities that the 
client would like to do. 
 
Can also calculate participation 
percentages for each of the four 
domains. 

 Client sorts the items according to the 
frequency with which he/she have 
participated in the activities represented 
on the cards. Client is asked to select the 
five most important activities and the five 
that he/she would like to be able to do. 
The number of activities that the child 
participated in is used as an indicator of 
outcome in the domain of participation. 

17 PCPQ 
 
(Washington et al., 2007) 
(Field et al., 2016) 

 Scales: participation in 
daily life, leisure and 
play 
ICF: participation 

19 items  6-point rating scales (from 
1= no problem to 6= can’t 
do) with options “don’t 
know” and “not 
appropriate”  

Unclear  Unclear  



 

 Name Forms Assessing Items Rating System Total scores Procedure 
18 PedsQL 

 
(Varni et al., 2003)  
(Morris et al., 2005) 
(Maher et al., 2008)  
(Seid et al., 2014)  

Child  
 
&  
 
Parent proxy 
forms  

Scales: physical 
function, emotional, 
social and school 
functioning 
ICF: performance 

23 items  Scoring on an interval 
scale (0= never a problem, 
1= almost never a 
problem, 2= sometimes a 
problem, 3= often a 
problem, 4= almost always 
a problem) 

Items are reverse scored and 
linearly transformed to a 0–100 
scale (100, 75, 50, 25, 0). Higher 
scores indicate better HRQoL.  
 

Client is asked how much of a problem each 
item has been during the past 1 month. 

19 PEGS 
 
(Missiuna and Pollock,  
2000) (Dunford et al.,  
2005) (Missiuna, 2006) 
(Tam et al., 2008) (Engel- 
Yeger and Hanna Kasis,  
2010) (Costa, 2014)        
(Vroland-Nordstrand,  
2015) (Schwartz, et al.,  
2017) (CanChild, 2018) 

Child, 
Parent & 
Teacher 
Questionnaire  
 
 
Modified 
version for 
children with 
mobility 
limitations  

Scales: self-care, school 
productivity, and leisure 
ICF: performance and 
participation 

2 sample 
tasks, 
 
24 daily tasks  
 
and 1 item that 
the child can 
add  

4-point rating scales (from 
1= a lot like the less 
competent child to 4 =a lot 
like the competent child)  
 
 

Total scores are not standardized, or 
norm referenced.  
 
An overall scoring sheet allows 
comparison of the child’s, parent’s 
and teacher’s scorings. 

The activities are presented in pairs to the 
client. Each pair consists of a picture with a 
child performing the task independently and 
the other one with a child with less 
competence. The child is asked to pick the 
card that best describes his/ her own 
performance.  

20 QYPP 
 
(Tuffrey et al., 2013)         
(Field et al., 2016) 

Child self-
report 
 
& 
 
Proxy report   

Scales: home life, 
getting on with people, 
educational life, work 
life, recreation and 
leisure, autonomy, 
preparing for the future 
ICF: performance and 
participation 

45 items  Degree of participation 
rated using response scales 
with up to 7 choices 
  
 
 

Unclear Unclear  

21 SEQ-SS 
 
(Heyne et al., 1998)  
(Logan, et al. 2017) 

 Scales: academic, social 
stress and separation, 
discipline, stress 
ICF: capacity 

12 items  5-point Likert rating scales  
(“really sure I couldn't=1”, 
“probably 
couldn't=2”, “maybe=3”, 
“probably could=4”, and  
“really sure I could=5”) 

The total scores are calculated by 
summing the scores for all items 
(possible total score between 12 and 
60). Higher scores reflect greater 
self-efficacy.  

There are questions about different things to do whe  
going to school. The client reads the first questio  
and then marks on the 
scale how sure he/she is that he/she could cope wit  
a situation.  
 

 

 See Table 3 for full names of the 21 assessments  



 

Table 7 COSMIN Analysis - Critical appraisal of selected assessments 

  COSMIN Analysis 
1 Name  Internal 

Consistency 
Reliabilit

y 
Measurement 

Error 
Content 
Validity 

Structural 
Validity 

Hypothesis 
Testing 

Cross- 
Cultura

l 
Validity 

Criterio
n 

Validity 

Responsiveness 

2 CALI  
 
(Palermo, 2004) 
(Palermo et al., 2008) 
(Vetter et al., 2014) 
(de Vries et al., 2017)  

 P F  E F    P 

3 CAPE and PAC 
 
(Law et al., 2006) 
(King et al., 2007) 
(Imms, 2008)  
(Anastasiadi and Tzetzis, 2013) 

 F F  F      

4 CASE 
 
(Barlow et al., 2001) 
(Brady, 2011) 
(Seid et al., 2014) 

 F F F E P   F  

5 CASP 
 
(McDougall et al., 2013) 

 G F        

6 CHEQ 
 
(Sköld et al., 2011)  
(Amer et al., 2015)  
(Ryll et al., 2018) 

 F F  E G     

7 CHIP-CE CRF 
 
(Riley et al., 2004) 

 G G   G   F  

8 COPM 
 
(Cusick et al., 2007)  
(Field et al., 2016) 

 P 
(parent proxy) 

  E  F 
(parent 
proxy) 

  F 
(parent proxy) 



 

 Name  Internal 
Consistency 

Reliabilit
y 

Measurement 
Error 

Content 
Validity 

Structural 
Validity 

Hypothesis 
Testing 

Cross- 
Cultura

l 
Validity 

Criterio
n 

Validity 

Responsiveness 

9 COSA 
 
(Keller et al., 2005)  
(Keller et al., 2006)                         
(Ohl et al., 2015)  
(Field et al., 2016) 

 F F  P E     

10 COSS 
 
(Kaya et al., 2012) 

 P F F P    F  

11 DISABKIDS 
 
(Schmidt et al., 2006)  
(Chaplin et al., 2012) 

 F F     F   

12 EQ-5D-Y 
 

          

13 HAY 
 
(le Coq et al., 2000) 

 F G       G 

14 KIDSCREEN-52 
 
(Ravens-Sieberer et al., 2005)                       
(Ravens-Sieberer et al., 2008) 
(Ravens-Sieberer et al., 2013) 

 G F     F F  

151 LIFE-H 4.0  
 

          

6 PACS  
 
 
 
 

          

17 PCPQ 
 
(Washington et al., 2007) 

 P   E  F    



 

 Name  Internal 
Consistency 

Reliabilit
y 

Measurement 
Error 

Content 
Validity 

Structural 
Validity 

Hypothesis 
Testing 

Cross- 
Cultura

l 
Validity 

Criterio
n 

Validity 

Responsiveness 

18 PedsQL 
 
(Varni et al., 2003) 

 E  F      P 

19 PEGS 
 
(Vroland-Nordstrand and 
Krumlinde-Sundholm, 2012)                        
(Costa, 2014) 

  F     F   

20 QYPP 
 
(Field et al., 2016) 

 E F  E P F    

21 SEQ-SS 
 
(Heyne et al., 1998) 

 F F   F     

 See Table 3 for full names of the 21 assessments. 
E=excellent, G=good, F=fair, P=poor 
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Figure 1. PRISMA flow chart (Moher et al., 2009).  
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articles 
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Non-English 
assessment 

(n =1) 

Assessments 
excluded for 

other reasons 
(n=3) 



 

Appendix I – Initial Literature Review 

PubMed 
Search terms Hits Duplicates No. of articles 
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