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Abstract 
 

Introduction: 

Cerebral palsy is one of the major causes of childhood disability, affecting children’s quality 

of life world-wide. In high-income countries, children with cerebral palsy are assisted by a 

specialized multidisciplinary team of healthcare and rehabilitation professionals. Low- and 

middle-income countries rely on other more basic sources of care, particularly family-

centered care and community based rehabilitation. To evaluate the effect of the applied 

interventions, quality of life can be used as an outcome measure. Quality of life can be 

measured with generic measurement tools as well as with disease-specific measurement tools. 

Most of the instruments developed for measuring quality of life in children with cerebral 

palsy, are developed in high-income countries. This could limit their applicability and 

appropriateness in low- and middle-income countries, which could hinder efforts to improve 

care and rehabilitation. Therefore, the aim of this study was to investigate the extent to which 

existing quality of life measurement instruments are applicable and appropriate for evaluating 

quality of life in children with cerebral palsy residing in low- and middle-income countries. 

Methodology:  

An extensive literature search was performed followed by a primary qualitative analysis. 

Thereafter, semi-structured in-depth interviews with 11 field experts were undertaken to gain 

insight into their perceptions on measuring quality of life for children with cerebral palsy in 

low- and middle-income countries. The data was then systematically coded and grouped into 

categories through a thematic analysis. 

Results:  

Four themes emerged from the interviews held with experts namely: 1) Conceptualizing QoL, 

2) Key QoL domains, 3) Existing QoL measurement tools and 4) Experts insights on tool 

usage for CP children in LMICs. Experts assert that the interpretation of quality of life varies 

between children with cerebral palsy residing in high-income countries and those in low- and 

middle-income countries. Quality of life key domains that were identified by experts were 

Beliefs & Stigma, Family, Resources & Access, Education and Food & Malnutrition.  

Discussion & conclusion 

The results found in this study reveal both similarities and discrepancies when compared to 

existing literature. Evidently, the cerebral palsy quality of life questionnaire for children 

stands out as the most robust measurement tool for evaluating the quality of life in children 

with cerebral palsy in low- and middle-income countries. Nevertheless, its utilization 

warrants caution and meticulousness, considering cultural and contextual nuances. Notably, 

this measurement instrument lacks the inclusion of two important aspects that experts 

highlighted: beliefs & stigma, as well as the inclusion of feeding strategies. In summation, it 

proves to be the strongest quality of life measurement tool at present. However, forthcoming 

research should prioritize the development of a more culturally appropriate quality of life 

measurement instrument for children with cerebral palsy in low- and middle-income 

countries.  

 

Keywords: Cerebral palsy, children, quality of life, appropriateness, applicability, 

measurement instruments, qualitative research and low- and middle-income countries. 
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Glossary 
 

Term      Explanation 

Applicability  The degree to which something, such as a measurement 

tool, can be applied in a particular context or 

population. It focuses on the practicality and feasibility 

of using a tool in a specific setting.  

 

  

Appropriateness  The degree to which something is suitable, relevant, or 

fitting for a given context or population. It focuses on 

the alignment between a tool and the characteristics, 

needs, and values of the target population. It considers 

aspects such as cultural sensitivity, linguistic relevance, 

and the ability to capture the specific domains or 

aspects of quality of life that are important and 

meaningful within that population. 

 

Community Based Rehabilitation The World Health Organization explains it as: “a 

strategy within general community development for the 

rehabilitation, equalization of opportunities, and social 

inclusion of all people with disabilities”. It addresses 

the following five key aspects: health, education, 

livelihood, social and empowerment. It is realized 

through the collaboration of multiple parties, persons 

with disabilities, their families and communities, 

governmental and non-governmental organizations.  

 

Community Health Worker This paper has adopted the following statement: “A 

community health worker is a frontline public health 

worker who is a trusted member of and/or has an 

unusually close understanding of the community served. 

This trusting relationship enables the worker to serve as 

a link between health/social services and the community 

to facilitate access to services and improve the quality 

and cultural competence of service delivery.” 

 

Family-Centred Service  CanChild’s definition: “Family-Centered service is 

made up of a set of values, attitudes, and approaches 

to services for children with special needs and their 

families. It recognizes that each family is unique; that 

the family is the constant in the child’s life; and that 

they are the experts on the child’s abilities and needs. 

The family works with service providers to make 

informed decisions about the services and supports the 

child and family receive. The strengths and needs of all 

family members are considered.”   
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1) Introduction  
 

I graduated as a physiotherapist in 2018. My passion for International Health started during a 

bachelor’s programme named ‘healthcare professionals from an international perspective’. I 

had the honour of working closely together with the Red Cross and Home Based Care in 

Genadendal, South Africa. This experience was my initial exposure to working as a 

healthcare professional in a low resource setting, and it profoundly sparked my career 

aspirations. Seeing the challenges faced by individuals in underserved communities 

motivated me to contribute to the field of international health.  

 

In March 2020, I started my academic journey at KIT in Amsterdam, which provided me with 

a valuable opportunity to further develop my knowledge and skills in the realm of 

international health. Combining physiotherapy and international health brings together 

principles and practices of physiotherapy with the global perspective and challenges of 

international health. This combination of health disciplines is important for improving 

healthcare outcomes and addressing the diverse needs of populations worldwide. 

Physiotherapists often engage in community outreach programs to promote health and well-

being. By reaching out to underserved populations, physiotherapists contribute to improving 

public health and the reduction of health disparities.  

 

Through a collaboration with KIT, the foundation Cerebral Palsy Africa emerged with a 

question that matched my previous experience and future goals. Cerebral Palsy Africa is a 

Dutch charitable incorporated organization working in four African countries to improve the 

lives of children with cerebral palsy. The organization strives to integrate these children into 

their communities and ensure their access to education. This is achieved through raising 

awareness about the benefits of therapy and conducting training programs for community 

workers, teachers, parents, and therapists. By equipping these individuals with knowledge 

and skills, cerebral palsy Africa aims to enhance the children's functional abilities in their 

everyday lives.  

 

A collaboration was established between Cerebral Palsy Africa and myself. Cerebral Palsy 

Africa is in dire need for recommendations on what measurement tools to use to measure 

change in the quality of life, as a result of their care and rehabilitation interventions, in 

children with cerebral palsy. Such measurement tools provide necessary evidence on whether 

applied interventions are leading to improvements in the lives of the children with cerebral 

palsy and their family. Cerebral Palsy Africa is interested to find out what the best way is to 

measure the effects of the interventions that are applied by their partners. Therefore, this 

thesis will focus on quality of life measurement tools for children with cerebral palsy in low- 

and middle-income countries.
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2) Background  
 

Cerebral palsy (CP) is one of the major causes of childhood disability, it is a non-progressive 

lifelong condition.1 It affects the activity and participation of children worldwide impacting 

their quality of life (QoL).1 It is an umbrella diagnosis denoted as: “a group of permanent 

nonprogressive disorders of the development of movement and posture, causing activity 

limitation, that are attributed to disturbances that occurred in the developing brain”.2 The 

motor disorders of CP are often accompanied by disturbances of sensation, perception, 

cognition, communication, and behaviour caused by epilepsy.2 Secondary are 

musculoskeletal problems such as muscle contractures, bony torsion, hip displacement, and 

spinal deformity.2 Two different groups have been classified, a pyramidal group including the 

motor cortex of the brain (e.g. spasticity) and an extra pyramidal group including the basal 

ganglia and cerebellum of the brain (e.g. dystonia and ataxia).3 To make a distinction within 

the pyramidal group subgroups are made, hemiplegia (unilateral upper and lower extremity) 

diplegia (bilateral lower extremity) and quadriplegia (all extremities involved).3  

 

Research to identify the prevalence of CP has been mostly undertaken in high-income 

countries (HICs), through registers of child impairments or large population-based studies. 

Such registers are often not in place or incomplete in low-  and middle-income countries 

(LMICs).4 However, a recent systematic review published new estimations showing that 

between January 2011 and November 2020, the prevalence of CP was approximately 0.2% 

(95% CI: 0.1–0.2) for HICs and 0.3% (95% CI: 0.3–0.4) for LMICs among children 0–18 

years.5 It is estimated that globally, children with moderate to severe motor impairments have 

a global burden of disease (GBD) of 0.9% (95% UI: 0.8–2.0).5 In HICs, the GBD prevalence 

is approximately 0.6% (95% UI: 0.5–0.6) which indicates a higher prevalence for LMICs 

than the documented global estimate.5 Potential reasons include certain risk factors that are 

more present in LMICs such as low birth weight, premature birth, birth asphyxia, and 

infectious diseases during pregnancy.6 Furthermore, in LMICs early detection of a child with 

a disability and presenting it to healthcare services do not rely on routine screening by 

clinicians working in primary healthcare, but rather on the parents or caregivers. In these 

countries, considering the high burden of infectious diseases and poor accessibility of 

healthcare services, many disabilities of children are unrecognized or identified very late.6,7 

Additionally, the improvements in the management of premature and complicated deliveries 

as well as better maternal and neonatal care are another contributing factor. This can be 

explained by the fact that all children in LMICs, (including children with cerebral palsy) have 

higher survival chances; i.e. the under -5 mortality rate decreased significantly in this group 

of countries.8 This causes neonates to reach an age where CP can be diagnosed.9 For the 

aforementioned reasons it is expected that the actual prevalence of CP is even higher than 

stated before.   

 

Children with CP highly depend on rehabilitation services in order to maintain their health. 

Organizing healthcare management for children with CP can be complex, due to the 

multidisciplinary nature.6 In most of the HICs, allied health professionals such as 

physiotherapists, occupational therapists, nutritionists, and speech & language therapists are 

involved in the care of children with CP. Physiotherapy, in particular, plays a crucial role in 

the management of children with CP, focusing on function, movement and maximizing the 

opportunities for the child to reach its full potential.10 This can be challenging in LMICs 

where there are severe shortages of rehabilitation professionals and services.11 Findings from 



2 
     

an international multi-center cerebral palsy register in Bangladesh, Indonesia, Nepal, and 

Ghana show that nearly half of the children notified in CP registers never received any form 

of rehabilitation services.11 Because of the severe shortages of rehabilitation professionals in 

low-resource settings, children with CP mostly rely on family-centered services (FCS) and 

community-based rehabilitation (CBR). It is known that FCS is highly valued by parents and 

healthcare providers and seen as effective for the outcomes of the child and their family and 

service delivery.12 13 The primary focus of CBR programs is the improvement of QoL for 

people with disabilities and their families. Its goals are directed at the inclusion and 

participation of the child with CP in the family and community, it is context-based and 

individualized care.14 This approach can be difficult to implement because it involves training 

of family/community members to provide these services.14  

Another challenge that presents itself in LMICs is financial hardship. Poverty intensifies 

challenges for children with CP in LMICs.15 For example, the high cost of medical services 

and geographical barriers hinder parents' access to services and make it difficult for them to 

seek help.15 This can result in unmanaged comorbidities including pain and epilepsy.15 In 

addition, inadequate feeding strategies combined with food insecurity, can result in 

malnutrition which leads to increased morbidity.15 Consequently, it is of great importance that 

children with CP receive interventions tailored to their specific needs.  

 

Interventions for CP children can be evaluated in various ways. In order to measure well-

being, QoL can serve as an outcome to evaluate the effect of interventions, whether applied 

by healthcare professionals or community health workers (CHWs).16 Measuring QoL has the 

potential to evaluate interventions more holistically because QoL is covering multiple life 

domains. According to Barcaccia et al. (2013), QoL has been used with too much 

inconsistency and has a wide variety of interpretations.17 There is an overall agreement that 

QoL is a multidimensional and a subjective concept.16 18 There seems to be a widely accepted 

agreement on the World Health Organization’s (WHO) definition of QoL: “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.” 19,20 The QoL 

of children encompasses more than just their perception of social, physical, and emotional 

well-being, it should be adaptable to changes that occur as they develop.21 To ensure a clear 

and consistent outcome to measure QoL, it is essential to define QoL for the population being 

studied. The International Classification of Functioning Disability and Health (ICF) is widely 

used in healthcare by various disciplines and captures QoL domains. 22 It is a framework that 

can be used to gather information on functioning and disability.23 The ICF encompasses all 

aspects of potential factors that might have an influence on the QoL of children.24 A study 

done by Fayed et al. (2012) analysed generic patient outcome reports on content and use of 

the WHO definition.20 Out of 15 instruments being analysed, only four were recognized as 

having QoL perspectives using the WHO definition whilst 12 of them were frequently 

applied as QoL measures.20  The fact that measurement instruments have been used wrongly 

in the past implies that there is a lack of understanding of QoL and/or there is a lack of 

instruments to measure QoL in children with CP. 25 
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3) Problem statement, justification and objectives 
 

3.1 Problem statement  

3.1.1 Measurement tools 

It is of great importance to put emphasis on the original purpose of the QoL instrument 

Cerebral Palsy Africa (CPA) wishes to use, as it can significantly impact the direction and 

focus of the domains and items.26  For example, the Paediatric Outcomes Data Collection 

Instrument (PODCI), Children Health Questionnaire (CHQ), and the Lifestyle Assessment 

Questionnaire (LAQ) have been used to measure QoL. However, these instruments are not 

developed with the goal to measure QoL.26 The PODCI is designed to measure functional 

status, the CHQ is to measure functional status and well-being and the LAQ is to measure the 

impact of disability.26 Using these measurement tools to evaluate QoL has substantial 

limitations.25 A systematic review done by Makris et al. (2021) draws attention to the 

inconsistency of the conceptualization of QoL in paediatric CP, with a focus more on “ill-

being” instead of “well-being”.27  

 

Existing measurement tools can be divided into two different groups: 

1) Generic measures are developed to make an overall assessment of a person, it can be 

used in both sick and healthy people. This is more suitable for comparing QoL across 

different populations.28,29 

2) Disease-specific measures are specifically developed for patients with a particular 

disease or condition. It focuses on the concerns and issues relevant to that specific 

population.29 For example, patients’ symptoms, difficulties, or comorbidities of a 

certain disease.30  

 

Disease specific measurement tools have not received the same attention and development as 

generic measurement tools and are often not free of charge.30 Disease specific instruments 

measuring QoL in children, specifically children with disabilities, lag even more behind. This 

is primarily because of the particular measurement challenges associated with paediatrics 

e.g., autonomy of children, continuous developmental changes, choosing which domains to 

measure, and deciding whose perspective to include.28 Most of the disease-specific 

instruments developed for measuring QoL in children with CP have been developed in 

HICs.26,31  For example, the research team that developed the Cerebral Palsy Quality of Life 

Questionnaire for Children (CP-QoL CHILD) consisted of experts solely from HICs namely 

Australia, the United States, Germany, and Scotland.29 In addition to that, the qualitative 

interviews (that provide input into the instrument) were held with participants from the 

Victorian Cerebral Palsy Register maintained by the Department of Child Development and 

Rehabilitation at the Royal Children’s Hospital Melbourne in Australia.29 

 

Additionally, disease specific measurement tools can capture important aspects of daily life 

that are unique to this patient group.21 Disease specific CP measurement tools or generic 

measurement tools with a disease specific CP module are able to explore a child’s feelings for 

example about therapeutic interventions, adaptive equipment and social participation.32 In 

contrast to generic measures, disease specific instruments are also more capable to measure 

changes that are relevant to health professionals and patients.16,21,30 This paper will 

investigate measurement tools that evaluate the effect of interventions and measure change in 

QoL. For this reason, this paper will refrain from including questionnaires that simplify QoL 

into a single score. Instead, it will exclusively focus on disease specific measurement tools or 

generic measurement tools with a disease specific module.  
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3.1.2 Culture and context  

Despite recent progress, challenges persist in achieving international comparability and 

incorporating cultural aspects in the development of QoL instruments for children.33 It would 

be incorrect to believe that QoL dimensions (used in questionnaires) developed in HICs are 

similar and directly comparable to LMICs.34  To utilize a questionnaire developed in another 

setting, a technique called cross-cultural validation can be employed.35 Kagawa-Singer et al. 

(2010) express their concerns about the cross-cultural validation technique involving 

translation, back translation, and reviewing.34 If the initial concept of the instrument or the 

original version is not tested for cross-cultural validation, it might not be satisfactory 

enough.34 Literature that identifies the concept of QoL for children with CP in LMICs is 

scarce.34 Qualitative studies support the idea that QoL varies among cultural groups. For 

instance, diverse cultures have different beliefs about the concepts of “health” and “sickness”, 

and interpretations of bodily symptoms are highly influenced by culture.34 East African 

cultural beliefs about the causes of disability are divided into three distinct groups by S.G. 

Harknett. 36 Firstly, traditional animism includes beliefs that disabilities are punishments for 

bad actions that happened in the past, including witchcraft exercised by other people.36 

Secondly, Christian fatalism includes beliefs that having a child with a disability is the will of 

God.36 Lastly, medical determinists believe that disabilities are a consequence of modern 

medicine.36 

 

A related reason why the use of measurement instruments developed in HICs can be 

questioned for use in LMICs is that there is also a lack of recognition of the influence of 

American and Northern European cultures on the concept of QoL.34 This has impeded valid 

cross-cultural comparisons of QoL globally. This can be attributed to the notion of QoL and 

its underlying values being universally applicable, as well as the lack of qualitative studies to 

capture the perceptions and definitions of alternative cultural groups.34  

 

3.2 Justification 

As there is no cure known for cerebral palsy, QoL is an important outcome to assess the effect 

of interventions.27 A study researching the effectiveness of child health interventions in 

LMICs shows that previously, only intermediate clinical markers were used.37 Examples are 

measurement of Range of Motion (ROM) of a joint, muscle strength and pain scales such as 

the Visual Analog Scale (VAS). Thus QoL as a holistic notion of well-being has the potential 

to measure effects from a broader perspective.38 This holistic perspective is particularly 

important for children with CP because the severity of CP does not automatically correlate 

with QoL.27 This is also known as the ‘disability paradox’.39 A qualitative study by Albrecht 

and Devlieger 1999 reports that 54.3% of persons with moderate to serious disabilities stated 

that they had an excellent or good QoL.39 These numbers confirm that the disability paradox 

exists.39 

 

After the United Cerebral Palsy Association (1991) included the objective of enhancing the 

QoL of individuals affected by CP in their mission statement, QoL received more attention. 

This has resulted in QoL becoming the foremost outcome of interventions for children with 

CP. 40 Information on QoL is valuable for policy planners at every level, and for health 

professionals it is crucial to demonstrate the impact of their interventions.16  For this reason 

CPA, is interested in using a measurement tool that evaluates QoL in children with CP in 

LMICs. In order to measure the impact of the interventions applied, CPA must face a critical 

imperative in determining which measurement tool(s) to employ. They want to make sure that 

their initiatives effectively bring about essential improvement in the lives of children with CP 
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and their families. The aim of this study is to investigate the applicability and appropriateness 

of existing measurement tools that evaluate QoL in children with CP in LMICs, to provide 

recommendations on which measurement tools to use.  

 

3.3 Objectives  

The overall objective of this study is to assess the applicability and appropriateness of 

existing measurement tools to evaluate QoL in children with CP in LMICs. The following 

sub-objectives have been formulated: 

 

• To identify the definition of QoL for children with CP living in LMICs. 

• To assess which domains of QoL should be considered in children with CP living in 

LMICs. 

• To identify strengths and weaknesses of existing QoL tools that evaluate QoL in 

children with CP living in LMICs.  

• To gain a comprehensive insight into experts’ perceptions of the use of existing QoL 

measurement tools on children with CP living in LMIC.  

• To provide recommendations for CPA about the type of measurement tool that best 

can be used in evaluating the effect of interventions in children with CP living in 

LMICs. 
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4) Methodology  

4.1 Study design  

In order to understand experts’ experiences a qualitative research design was chosen. In this 

design the phenomena are explored by including the perceptions of research participants to 

address the research question.41 The research methodology is based on a phenomenological 

approach with inductive reasoning.42 The purpose of having phenomenology as a theoretical 

framework is to gain an in-depth understanding of a person’s subjective experience and 

perspective of a certain phenomenon.42 Phenomenology allows the researcher to gather expert 

perspectives on the applicability and appropriateness of existing measurement tools used to 

measure QoL in children with CP in LMICs. An extensive literature review was performed in 

order to gather data on the definition and domains of QoL for children with CP in LMICs. 

Furthermore, the literature search was employed to identify strengths and weaknesses of 

existing QoL measurement tools. Thereafter semi-structured in-depth interviews were 

conducted by one researcher (BS) with the guidance of a topic guide. After transcribing the 

interviews, reflexive qualitative thematic analysis was performed in order to analyse the data. 

Categories emerged from this, and categories were grouped into themes and written down in 

the findings. 

 

4.2 Participants 

For the semi-structured in-depth interviews, participants were selected through purposive 

sampling – expert sampling. A set of criteria was developed and used to select eligible 

participants. Healthcare professionals with at least five years of working experience with CP 

children in LMICs were selected. The thesis advisor was used as a contact person for the 

researcher and provided the researcher with a list of potential experts. For maximum 

variation, experts from different allied health disciplines were sampled. With the aim of 

reaching higher degrees of saturation, this study intended to include 11-12 participants.43 

Literature indicates that the response rate for participating in interviews is approximately 

30%.44 Therefore, 32 experts were invited to participate in the semi-structured in-depth 

interviews. This included 14 physiotherapists, seven occupational therapists, two speech and 

language therapists, three paediatricians, three researchers, and one midwife. They were 

approached via email; the invitation can be found in Appendix 1. This email included a brief 

introduction of the content of the study, its study objectives and an informed consent form 

which had to be signed and returned by the participants. The informed consent form can be 

found in Appendix 2. After the invitation was sent, 10 healthcare professionals accepted the 

invitation and gave informed consent to participate in the study. One participant was selected 

on the basis of a recommendation made by an invited healthcare professional.  

 

4.3 Data collection  

  4.3.1 Literature review 

The review was based on a literature search through Google Scholar. The keywords ‘quality 

of life’ OR ‘health related quality of life’ AND ‘children with cerebral palsy’ OR ‘children 

with neurodevelopmental disability’ OR’ neurodevelopmental disorders’ AND ‘disease 

specific measurement tools’ were used. Studies were included if children were between the 

age of 0 and 18 yrs. Articles published between January 2001 and 31 December 2022 written 

in English language and full text available were selected for consideration. Thereafter, titles 

and abstracts were screened for eligibility guided by the inclusion criteria listed before. The 

snowballing technique was applied to include relevant articles that were potentially missed 

during the initial search.  
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4.3.2 Semi-structured in-depth interviews 

A topic guide with 21 questions was developed to navigate the semi-structured in-depth 

interviews. The topic guide can be found in Appendix 3. To test the topic guide, a pilot trial 

was held, two pilot interviews were organized to make sure that the questions were clear and 

relevant to the research question. It was an iterative process, and in response to the given 

feedback questions were revised. The data analysis did not incorporate the two pilot 

interviews. Before every interview, the interviewee received a short introduction letter with a 

summary of the study and its objectives. The day before the interview, a reminder was sent to 

the participant, which included the interviews topic guide. This was done to allow the 

participant to become familiar with the topic and to prepare for the interview if wished. The 

interviews had a conversational basis and the duration of the interview was approximately 40 

minutes. All interviews were held in English remotely through Zoom; a cloud-based video 

conferencing service. The researcher conducted all interviews alone. After consent was given 

by the participant, an audio recording was done with the goal of transcription afterwards. 

Artificial Intelligence (AI) provided by Zoom was utilized to support the transcription 

process of the recorded interviews. While AI served as a valuable time-saving tool, human 

validation and review were undertaken by the researcher to ensure data integrity and to 

correct potential errors. Following the transcription process, the outcome was sent back to the 

participants giving them the opportunity to correct and provide additional feedback. Finally, 

after agreement of the participants the transcripts were analysed. Interviews were planned and 

conducted until the end of June 2023.  

 

4.4 Data analysis  

   4.4.1 Analysis of literature  

The included studies were evaluated based on content. The researcher screened the studies by 

title and abstract for eligibility. Articles with ongoing uncertainty regarding eligibility 

received full-text were reviewed by the researcher. Identified studies were retrieved in full-

text and data extracted including study aim, location of study, strengths and weaknesses of 

the measurement tool, psychometric properties, cross-cultural validation, participant 

inclusion and exclusion criteria, outcomes, and results. 

 

 4.4.2 Analysis of semi-structured in-depth interviews 

Semi-structured in-depth interviews were transcribed by intelligent transcription to capture 

the essence of the spoken language. After transcription, reflexive qualitative thematic analysis 

was performed in order to analyse data; this was done by Braun and Clarke’s approach.45 The 

coding process involved two stages. First, the researcher conducted initial coding to become 

familiar with the data set. Subsequently, a line-by-line coding approach was used to refine 

and expand upon the initial codes. Because participants came from different cultural 

backgrounds it can be difficult to accurately infer meaning. Therefore, inductive in vivo 

coding was applied, with the goal to stay as close as possible to the original words and 

phrases without interpretation from the researcher. Atlas.ti software was used to code the 

transcribed data. The code tree can be found in Appendix 4. Categories emerged from this, 

and categories were grouped into themes and written down in the findings. After data 

analysis, the qualitative data was informed by consolidated criteria for reporting qualitative 

research (COREQ): a 32-item checklist for interviews and focus groups.46 Subsequently, the 

results section integrated findings from both the literature search and the semi-structured in-

depth interviews. 
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 4.4.3 Rigour 

A foreseen limitation was sampling bias. In order to avoid personal biases, clear selection 

criteria were established based on the research question and objectives. This helped to ensure 

that the selection of participants was based on relevant characteristics and not on personal 

preferences. Participants’ feedback was invited to confirm that the experts’ real perceptions 

were captured. However, only two participants provided feedback.  

 

4.5 Ethics and integrity  

An ethical waiver was obtained through the research ethical committee (REC) of the KIT 

Royal Tropical Institute. In Appendix 5 the ethical waiver can be found.  
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5) Results 
This section presents the findings of this study integrating both the results of the literature 

review and the semi-structured in-depth interviews. Through qualitative analysis four 

overarching themes were identified which will serve as the guide for this section. The themes 

are: 1) Conceptualizing QoL, 2) Key QoL domains, 3) Existing QoL measurement tools, and 

4) Experts’ insights on tool usage for CP children in LMICs. For each theme, an overview of 

relevant literature is provided followed by experts’ perspectives in accordance with the 

aforementioned themes.   
 

5.1 Characteristics experts   

In the study a total of 11 experts participated including, 6 physiotherapists from whom 4 

where specialized in children’s physiotherapy, 1 paediatrician, 1 medical specialist in 

rehabilitation medicine, 1 clinician, 1 speech therapist, and 1 occupational therapist. To 

maintain anonymity each expert was assigned to an unique expert identity number. Table 1 

shows an overview of expert details.  

 

Expert Profession Years of experience Countries 

X1 Physiotherapist 17 years Zambia and Malawi  

X2 Developmental 

paediatrician 

50 years Colombia, Mexico, Chile, 

India, Pakistan, Sri Lanka, 

Israel, Iceland, Kenya and 

South Africa 

X3 Physiotherapist 30 years Malawi, Bolivia and 

Zimbabwe 

X4 Physiotherapist, 

specialized in 

children 

10 years Ghana 

X5 Speech therapist & 

nutrition specialist 

40 years Cameroon, Ethiopia, 

Vietnam, Ghana, 

Philippines and Vietnam  

X6 Physiotherapist, 

specialized in child 

development 

10 years Rwanda 

X7 Medical specialist 

in a rehabilitation 

medicine 

30 + years Vietnam, Tanzania, El 

Salvador, Chile, Sri Lanka, 

Indonesia, Laos, 

Afghanistan, Costa Rica, 

Rwanda, Nepal, 

Bangladesh, Philippines 

and India.   

X8 Physiotherapist, 

specialized in 

children 

25 years China, South Africa, 

Romania, Bulgaria, 

Malawi, Mozambique, 

Kenya, Ghana, Sri Lanka, 

India, and North Korea 

X9 Clinician 6 years Uganda 

X10 Occupational 

therapist 

22 years South Africa and 

Madagascar 
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X11 Physiotherapist, 

specialized in 

children 

18 years Zimbabwe, Ghana and 

Jordan 

Table 1 overview experts details. 

 

5.2 Conceptualizing QoL 

Literature  

Waters et al. (2004) conducted qualitative research to find out what QoL means for children 

with CP. Interviews held with children diagnosed with CP and their parents in relation to their 

QoL yielded valuable insights into their daily experiences.25,31 Specific themes unique to 

children with CP emerged such as bodily pain, daily tasks, communication, and future QoL. 
25,31  This study included children from the Victorian Cerebral Palsy Register (from HIC), the 

meaning of QoL for children with CP in LMICs is not covered in the literature.  

 

Experts perspectives  

According to most of the experts, the definition of QoL was described as subjective to each 

child and the inclusion of the family is indispensable. It differs from children residing in 

HICs because culture and context influence people’s perspectives on QoL. It was explained 

as a complex and value-laden definition, including different domains which will be expanded 

on in the second theme. Experts reflected on the definition of QoL for children with CP in 

LMICs as follows: 

 

X1: “So for me, quality life is not a one size fits all sort of thing. It has to be tailor-made for 

every child in every family.” 

 

X2: “I don't know what quality of life means. I don't know what it means to you, let alone to 

children with cerebral palsy in low- and middle- income countries. I don't often know what it 

means in our own community, because people have so many different meanings for the term 

quality of life.” 

 

X6: “But I think the quality of life it's a very complex concept to measure. Now, as we said, it 

can be subjective so we need to be a little more contextualized..” 

 

There was an overall agreement that QoL is an encompassing important key outcome that can 

be used to measure the impact of interventions. Clinical single markers often fail to 

demonstrate improvements in children who are diagnosed with severe CP. These 

improvements are not solely limited to a greater ROM of a specific joint or reduction of 

spasms. Instead, it can manifest in higher levels of participation for the child. To exemplify, a 

child supported by walking aid gains more independence, allowing the mother to attend to 

other household chores while the child is standing safely in the walking aid. This example 

can improve the QoL for both the child and the family. Because of its comprehensive nature, 

QoL captures multiple domains of life. Experts highlighting the importance:  

 

X4: “I think the concept of quality of life is all encompassing, and I think it's still because it 

has different domains. I think it's a good way to assist the well-being of the child. So maybe 

for a lower middle income country. It's really looking at how to make it more culturally and 

contextually relevant, how to capture the other things that are unique in our environment. 

And to make it make more sense for us, culturally. Yeah. But I still think it's an important way 

to go.” 
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X9: “Actually, I agree, it's a good measure to look at, because I mean, this is the thing we can 

fix for our children that we are looking after. And I think if we don't.. the best way to come out 

strong is measuring all the different aspects in their lives, so that we can enforce the systems 

in order to set up .. adjust the factors which impact on that well-being of the people with 

cerebral palsy. And this can only be measured by using the quality of life.” 

 

 5.3 Key QoL domains  

Literature  

The literature search yielded no results regarding QoL domains for CP children living in 

LMICs.  

 

The perspectives from experts  

Experts identified the following QoL domains: 1) Beliefs & Stigma, 2) Family, 3) Resources 

& Access 4), Education and 5) Food & Malnutrition. The subsequent section will expand 

further on the emerged themes. A detailed description of the theme will be provided, 

accompanied by quotes from the interviews held with the expert panel. Figure 1 includes 

quotations made by the experts to illustrate their opinions on the emerged domains.  

 

 5.3.1 Beliefs & Stigma 

The first and largest domain is ‘Beliefs & Stigma’, this was mentioned 36 times. Beliefs 

about children with disabilities have a great impact on their QoL. Being accepted and having 

quality relationships with people in the community play a vital role in African cultures. In 

some African communities, there is a belief that having a child with a disability is a 

punishment or a curse to the family, which stems from ancestors many years ago. It is seen as 

the result of a sinful act committed by one of the parents. Some cultures hold the belief that it 

has something to do with witchcraft, which causes delays in presenting the child to healthcare 

services. Because parents feel angry, ashamed, and scared at times this can also lead to 

harmful practices to “fix” the child. According to the interviewed experts, children with CP 

rely heavily on support from the family and community. Hence, it is important that they can 

grow up in a welcoming environment free from negative beliefs and misconceptions about 

the origin of cerebral palsy.  

 

 5.3.2 Family 

The second category that emerged was ‘Family’, mentioned 30 times by the experts. It 

appeared that the involvement of parents and caregivers is essential to children with CP. 

There seems to be an inevitable link between the well-being of the family and the well-being 

of the child. Family is fundamental in most cultures. Inclusion and support from family 

influence the QoL of children with CP. The family can facilitate inclusive practices for the 

child within the family but also in the broader community. Expert X10 highlighted the 

importance of including the family with an example of her experience.  

 

X10: “I mean often our kids with CP are born to very young mothers, and sometimes, for 

example, they are newly married in a household and in a lot of our communities. When a 

woman gets married she spends the first 2 or 3 years in rural areas with quite a traditional 

culture. She'll spend the first few years living with her mother-in-law and she must work 

extremely hard, physically extremely hard to prove herself to her new family. So she's 

carrying the water, and she's carrying the wood, and she's working in the garden, and she's, 

you know, she's really busting a gut to prove herself. And telling that mom that she must take 

time to do exercises with her child, or feed her like this, or do like that. It's not gonna work. 
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So you can, you know, you can educate them until you are blue in the face about what's good 

for the child. But unless you're going to sit down with the whole family, and particularly the 

mother-in-law, and engage in all of that, and deal with the whole family situation. (...) But 

basically quality of life should look at the household, not just the child, because you can't 

separate them out.” 

 

 5.3.3 Resources & Access 

The third main category mentioned was ‘Resources & Access’, mentioned 21 times. The 

interviewed experts asserted that children with CP in LMICs have less access to resources as 

compared to children in HICs. They state that the QoL of children with CP is influenced by 

the access, or the lack of it, which they have to resources such as healthcare, shelter, food, 

and housing. To illustrate this; an adapted spoon or a walking aid can make a significant 

difference in the lives of children with CP, enhancing their independence and mobility. 

Another given example is the level of access to physiotherapy. In some countries where 

experts have worked, physiotherapy is considered a luxury. Several experts stated that there 

are children in LMICs who die at a young age and never saw a physiotherapist in their lives.  

 

Another point highlighted by expert X3 was that in some rehabilitation centers, the 

rehabilitation assistants use outdated techniques. Therapy is mainly focused on hands-on 

techniques such as massage or passive range of motion exercises. With hands-on techniques, 

they try to improve their muscle flexibility and joint range of motion. Mostly this is very 

painful for the children and the desired result is not forthcoming. The health workforce at 

rehabilitation centers including rehabilitation assistants lack access to the latest available 

knowledge. The usual lack of educational resources results in inefficient working techniques 

and ultimately impacts the highest achievable health outcomes for children with CP. Even 

though CP is a non-progressive condition, it has progressive development of various clinical 

manifestations, including musculoskeletal consequences. Therefore physiotherapy continues 

to be of utmost importance throughout children's lives. It plays a vital role in managing CP-

related comorbidities and preserving their overall well-being. 
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 5.3.4 Education 

Fourth, the experts addressed ‘Education’, for improving the QoL of children with CP, 

mentioned 16 times in total. As reported by experts, half of the children with CP experience 

learning difficulties, while the other half do not encounter such challenges. This corresponds 

with conclusions from literature that indicate that half of the children with CP have an 

average or higher-than-average IQ.47 Despite the right intellectual capacity to attend school, 

schooling – for various reasons - is often not facilitated for them. As an example, there are 

teachers unwilling to take children with disabilities into their classes. Other children may 

engage in bullying children with disabilities. Another barrier mentioned by one of the experts 

is the challenge the children have in going to the toilet independently. If the child is unable to 

do so, they are usually not permitted to attend school. These challenges pose barriers for 

children with CP to access education. As a consequence, children with CP do not have equal 

opportunities as their peers, limiting their ability to develop themselves. In HICs, there are 

many stories of adults diagnosed with CP who have gone up to PhD level, whereas children 

in LMICs often drop out of school before secondary school.  

 

 5.3.5 Food & Malnutrition 

The fifth and last category is ‘Food & Malnutrition’, mentioned nine times. Experts shared 

that mothers or caregivers encounter challenges with feeding their children with CP. They are 

not able to effectively nourish the child, potentially leading to malnourishment. 

Consequently, the child lacks sufficient energy for proper development. Another consequence 

of malnutrition mentioned by experts X5 and X9 is pneumonia. Expert X5 emphasized that 

parents and caregivers encounter the difficulty of physically choking when feeding their 

child. This is mostly because the child is positioned in the wrong way. The majority of the 

experts shared that children with CP in LMICs often spend time laying on the ground. 
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Community healthcare workers lack knowledge on how to address such challenges. One of 

the nutritionists shared that feeding strategies for children with CP have received more 

attention thanks to the efforts of UNICEF and WHO.   

 

To demonstrate the data distribution across different disciplines and domains, a data 

stratification was performed. The findings revealed that the domain "Beliefs & Stigma" was  

mentioned by 10 experts, while both "Resources & Access" and "Family" were cited by 9 

experts each. "Education" was mentioned by 5 experts, and "Food & Malnourishment" by 4 

experts. Figure 2 visually presents the data stratification, showcasing the distribution of 

domains as cited by the different experts. 
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Figure 2 data stratification, distribution per QOL domain. 
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 5.4 Existing tools 

In this section, strengths and weaknesses of existing QoL measurement tools are described 

based on relevant literature followed by experts’ opinions. Tools were selected based on the 

following inclusion criteria: disease specific measurement tools, or generic measurement 

tools with a disease specific CP module and originally developed to measure QoL.  

  

Four disease specific measurement tools have been identified, CP-QoL CHILD, Peds-QL 3.0 

CP, CP-CHILD, and the DISABKIDS CPM. 

The CP QoL–CHILD was developed in 2004 by a team of researchers in Australia. It was 

the first questionnaire designed for children with CP that measures well-being.48 The CP 

QoL-CHILD tool is seen as one of the strongest measurements because it is the only 

measurement tool that covers seven domains based on the ICF.32 Two versions are available a 

child self-report and a proxy parent report.49 The child self-report consists of seven domains 

incorporated in the following chapters family and friends, participation, communication, 

health, special equipment, pain and bother, final questions. 49 The proxy parent report is 

identical to the child self-report but consists of two extra chapters: access to services and your 

health.49  

The PedsQL 3.0 CP module was developed for measuring health related quality of life 

(HRQOL) in children with CP.47 It consists of formats for child self-report and parent proxy-

report. Child self-report covers ages 5-18 years, while parent proxy-report covers ages 2-18 

years it evaluates parental perceptions of the child's HRQOL.47 The PedsQL 3.0 CP was 

developed by focus groups discussions, cognitive interviews, pretesting, and field testing 

protocols.50  

The CP-CHILD is a disease specific measurement instrument designed to measure 

caregivers’ perception of heath related quality of life in children with severe CP.29 CP-CHILD 

is validated for caregivers of children with severe CP categorized in level IV or V of the 

Gross Motor Function Classification System.29, 1 The CPCHILD is developed based on 

recommendations of parents and caregivers, experienced health care professionals managing 

children with severe CP and by reviewing other questionnaires.29  

The DISABKIDS group has developed a European health related quality of life 

measurement tool for children and adolescents with a chronic medical condition and their 

parents.51 The project is a collaboration of the following seven countries (Austria, France, 

Germany, Greece, the Netherlands, Sweden and the United Kingdom) and included seven 

chronic medical conditions among them CP.51 The DISABKIDS CP Module consists of 10 

items on two scales (impact and communication).52 The items on the two scales refer to 

difficulties related to functioning and activities of daily living both physically and socially.52 

An overview of the four measurement tools and their main features is presented in Table 2.  

 
Tool  Summary Versions Domains 

CP-QoL 

CHILD  

• The CP QoL-CHILD 

was designed to assess 

the QoL of children with 

cerebral palsy aged 4-12 

years.29  

• Items are based on the 

ICF framework.20   

• CP-QoL CHILD 

Primary Caregiver 

4 – 12 years.29 
• CP-QoL CHILD 

Self Report 9 – 12 

years.29  

 

In total 66 items on 7 

domains: 
• Social wellbeing & 

acceptance 
• Feelings about 

functioning 
• Participation & 

physical health 

 
1 Gross Motor Function Classification System is a standardized system used to classify and describe the gross 
motor function of children and adolescents with cerebral palsy.38 
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• Emotional wellbeing 

& self-esteem 
• Access to services 
• Pain & impact of 

disability 
• Family health 29 

Peds-QL 3.0 

CP  

 

• The PedsQL 3.0 CP 

Module was designed to 

measure HRQOL 

dimensions specific to CP. 
• The questions and items 

of the PedsQL 3.0 was 

developed by focus 

groups, research and 

clinical experience.32 
 

• Child self-report 

includes ages  

5 to 7 years,  

8 to 12 years, and  

13 to 18 years.50 

• Parent proxy report 

includes ages 

 2 to 4 years,  

 5 to 7 years,  

 8 to 12 years and   

13 to 18 years. 50 

In total 36 items on 7 

domains: 
• Daily Activities (9 

items)  
•  School Activities (4 

items) 
• Movement and 

Balance (5 items) 
•  Pain and Hurt (4 

items) 
• Fatigue (4 items) 
•  Eating Activities (5 

items) 
•  Speech and 

Communication (4 

items)50 

CP-CHILD • An instrument for children 

with severe CP examining 

health status, comfort, 

wellbeing and ease of 

caregiving. 29  
• It was developed based on 

recommendations from 

caregivers, healthcare 

providers, and by 

reviewing of other 

measures (CHQ). 53 

• CP CHILD proxy 

report. 

In total 36 items on 6 

domains: 
• Personal Care (eight 

   items) 
• Positioning, Transfer, 

and Mobility (eight 

items) 
• Communication and 

Social Interaction 

(seven items)  
• Comfort, Emotions, 

and Behaviour (nine 

items) 
• Health (three items); 

and  
• Overall Quality Of 

Life (one item). 53 

DISABKIDS 

CPM 

• The DISABKIDS family 

of questionnaires includes 

a set of developmentally 

appropriate and cross-

culturally comparable 

questionnaires for 

assessing health-related 

quality of life in children 

and adolescents between 8 

and 18 years of age.54 

 
• The items focus on the 

perceived impact of the 

child’s well-being and not 

• DISABKIDS CPM In total 10 items on 2 

domains: 
• Impact  
• Communication 

 

Both scales include 

challenges concerning  

functioning, activities 

of daily living (physical 

and social 

functioning).54 
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on performance of certain 

tasks, or functioning. 54   
Table 2 overview general features 

 

Strengths and weaknesses according to literature 

The CP-QoL CHILD has three outstanding strong points. First, in the development of the 

tool, an international multidisciplinary collaboration took place. Second, items are based on 

the ICF framework. Third and last, the CP-QoL CHILD is the only measurement tool that 

focuses on well-being instead of ill-being. Literature also reveals challenges associated with 

the CP-QoL CHILD. A qualitative study conducted by Parkinson et al. (2010) highlights that 

children are not always familiar with the language used in the tool.55 For example, the CP-

QoL CHILD uses the wording: “being accepted”. The children that were interviewed in this 

study used words like  “fairness” and not being “left out” and they mentioned being “picked 

on” or “bullied” by their peers.55 In addition to that, also words such as “academically”, 

“communicate”, “independently”, ”recreational activities”, “social events”, and “participate 

in your community” were used in the CP-QoL CHILD and not by the children participating in 

the study.55 

 

The Peds-QL 3.0 CP is based on qualitative research derived from focus group discussions 

and interviews.32 However, the included domains do not seem to encompass all important 

domains relating to the QoL of children with CP.37 Adding to that the PedsQL 3.0 CP has a 

strong focus on functional outcomes for a measurement tool that measures QoL. Of the 35 

items in the 13-18 year old parent report 23 items are about functional tasks.32  
 

The development of the CP-CHILD was based on the recommendations from caregivers, 

health care professionals experienced in the management of children with severe cerebral 

palsy, plus reviewing other questionnaires.53 A limitation of the questionnaire is that the 

outcomes may not always reflect the child’s experience accurately, because it relies solely on 

caregiver reports.53 Caregivers might misinterpret their child’s level of pain or discomfort, 

potentially leading to discrepancies in the reported data.53 

 

For the evaluation of interventions, the DISABKIDS CPM seems to hold great potential, 

because of its good discriminative ability.54 However, the DISABKIDS CPM also has its 

shortcomings. Questions are phrased using negative language to assess the impact of 

disability. 21 The questions are steered in such a way that it can threaten the self-esteem of 

young children by making assumptions.21 Examples are: ‘Is it frustrating to be unable to keep 

up with other children?’ ‘Do people think that you are not as clever as you are?’. 21 Despite 

the fact that these items might have sound psychometric properties, there are possible ethical 

implications for the inclusion of such questions.21 In Table 3 a more detailed overview can be 

found of strengths and weaknesses of existing QoL measurement tools according to the 

literature.  

 
QoL 

measurement 

tool 

Strengths Weaknesses 

CP-QoL 

CHILD 

• Developed by an international 

multidisciplinary team of clinical and 

child health researchers in 

collaboration with parents and children 

with CP. 29 

• The words that being used in the CP-QOL 

CHILD are not specifically tailored to 

children.55 

• Five children were included during the 

development; this might not have been 
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• Items are based on the ICF framework. 
56 

• Measures well-being instead of ill-

being cover six domains of QoL.56,48 
• Time to administer 15-25 minutes.48 

sufficient to reflect the voices of all 

children aged 9-12 years.55 

• Does not include items about the child’s 

safety.55 

• The sensitivity is not yet established. 26 
• No items about: “parents and extended 

family members, restful recreational 

activities and possessions, relaxing, 

tiredness, negative emotions or safety”.55 
• Origin of the country: UK 56 

 

Peds-QL 3.0 

CP  

 

• The questions and items of the PedsQL 

3.0 were developed based research and 

clinical experience.32 

• It is translated and culturally adapted 

in 70 different languages and 

cultures.57 
• Time to administer around 5 minutes. 

50 
 

 

• Qualitative data were used and derived by 

focus groups and interviewing, 

unfortunately details of the group 

participants were not provided. 32 

• It does not contain QoL domains that are 

included in most other tools for example: 

health perception, coping and adaptation, 

pain and discomfort. 37 
• Non ambulatory children with severe 

cerebral palsy may find that several items 

in the Peds-QL 3.0 CP are not relevant to 

their situation. Aspects important to them 

impacting their QoL are not included in the 

questionnaire.29 
• Peds-QL 3.0 CP heavily focus on 

functional outcomes.32  
 

CP-CHILD • It is a reliable and valid proxy measure 

of caregivers' perspectives on the 

health status, functional limitations, 

and well-being of children with CP.53 

• Developed based on the 

recommendations from caregivers, 

health care professionals experienced 

in the management of children with 

severe cerebral palsy, plus reviewing 

other questionnaires.53 

 

• Outcomes of the CPCHILD may not 

always reflect the child’s experience 

correctly because it relies solely on 

caregiver reports.53 Caregivers might 

misinterpret their child’s level of pain or 

discomfort.53 

• The CPCHILD was initially developed in 

English language and thereafter validated 

in North American populations.53 

• As an evaluative tool for therapeutic 

interventions the responsiveness has to be 

established in future research.53 

• Time to administer 20-30 minutes.29 

 

 

DISABKIDS 

CPM 

• It can be used in two different ways, 

for treatment evaluation and group 

comparison in clinical studies of 

children and adolescents with CP.54 
• It also has a good discriminative 

ability.54 
• The DISABKIDS family of 

questionnaires includes a set of 

developmentally appropriate and 

cross-culturally comparable 

questionnaires for assessing health-

• Items are sometimes steered in a negative 

way which may threaten the self-esteem of 

children.21 
• Age limit, starting from 8 yrs.  
• Included patients were sampled only from 

HICs: Austria, Germany, Greece, and 

United Kingdom plus their main 

caretaker.54 
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related quality of life in children and 

adolescents between 8 and 18 years of 

age.54 
Table 3 overview strengths and weaknesses existing measurement tools. 

 

 

A study carried out by Waters et al. (2009) 

has pinpointed 7 crucial parameters essential 

for QoL measurement tools.21 In total 4 QoL 

measurement tools have been compared 

according to these paraments namely, CP-

QoL CHILD, PedsQL, DISABKIDS-CPM, 

and CPCHILD. The CP-QoL CHILD 

emerges as the strongest measurement tool 

demonstrating excellent scores in 5 out 7 

parameters. It is notable that among the four 

measurement tools, three were originally 

designed to measure QoL, whereas the CP-

QoL CHILD exclusively assesses well-being. 

Another noteworthy aspect is that all 

measurement tools score average in terms of 

their psychometric properties. Figure 3 

presents an overview made by Waters and 

colleagues on how the 4 measurement tools 

are scored according to the 7 parameters. 21 
 

Figure 3 scoring CP CHILD, CP-QoL CHILD, PedsQL, DISABKID. 

 

Strengths and weaknesses according to experts  

There were 24 codes generated in the category: ‘Strengths existing tools’, against 51 codes in 

the category: ‘Weaknesses existing tools’. The majority of healthcare professionals did not 

use QoL measurement tools in clinical settings. The main reason mentioned was because of 

time. In clinical settings, there is not much time, plus healthcare professionals do not always 

have the time to see the children on a regular basis. Experts revealed that available 

measurement tools take up too much time. According to the literature, the CP-QoL CHILD 

takes 15-25 minutes to administer. Nevertheless, in the field, it appears to require more time 

due to additional explanations to the parents. When administering proxy reports, parents 

frequently need assistance, either because items are unclear to them or due to illiteracy 

reasons additional guidance is needed. Generally, experts acknowledged that the CP-QoL 

CHILD adequately addresses the essential domains for children with CP. Nevertheless, they 

did raise a concern that the grading system could be challenging for parents who are illiterate. 

The most notable aspect of the Peds-QL was its lack of focus on the child's well-being. It is 

focused on the limitations of the child. Lastly, the measurement tool brought up by the 

experts themselves was the PEDI. They expressed a favourable opinion towards it because it 

provides a rapid overview of the child's needs. Table 4 shows an overview of strengths and 

weaknesses of the existing tools according to experts.  
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CP-QOL 

CHILD 
Strengths  Weaknesses 

 X10: “So I mean, even reading through 

the CP-QoL CHILD and KIDSCREEN, I 

like this. This could give you so much 

good information about where to target 

your rehab, not just giving a score. So I 

think that would be a strength.”  

X10:“I think the one thing that stood out 

for me the CP-QoL CHILD. Was asking 

a parent about how they think their child 

feels about something.” 

X4: “Firstly, even looking at how it's 

graded. It's very hard on the ground, in and 

on the low resource society, to where 

parents may have limited education to 

really for them to understand certain 

markers, such as very unhappy and happy. 

And then, even worse, when it's graded with 

numbers it can be very confusing for 

parents.” 

 

 
 

 X8: “The CP-QoL CHILD is good as a 

starting point to see where the childs 

at.” 
 
 

X8: “It's quite orientated towards the west 

and I don't think it would be especially 

good for middle income countries.” 
 

 X4: “Oh, I think in general, I do like the 

questionnaire, and because it covers the 

key areas that are important in CP, it is 

covering communication, it is covering 

health and it is covering participation. 

And all those things are important. So I 

think generally I do like the 

questionnaire.” 
 

X9: “ ..when you look at the scales which: 

“have never” “they have almost”, “never 

been” “sometimes” and “often” like 

“almost always” though, if translated, there 

is a confusion around “often: and “almost 

always” between. When you're 

administering it to the parents. They don’t 

seem to understand. What's the difference 

between “often” and “almost always”. So 

we try to break it down. But sometimes it 

doesn’t come out easily to them.” 
 

  X8: “There are too many options, it goes 1 

to 9 the scale is too long, and some of them 

overlap more than one box. That’s what I 

don't like about that one.” 

KID-

SCREEN 
X8: “I like the way the KIDSCREEN is 

set out. So it's really clear about. “Have 

you been in a good mood?” “Never, 

seldom, quite often, very often always.” I 

think you can you would easily choose 

one of those categories.” 

 

 X9: “It's the KIDSCREEN and PEDS-

QL to a general. They can be used for 

all types of disabilities.” 

 

 

PEDS-

QL 

X9: “..in our setting we have used 

PEDS-QL in particular, which is a tool 

which has a different domain that 

captures physical, emotional, worry. 

Their activities family relationship and 

X9: “I feel it's not conclusive, because if 

they don’t capture anything around the 

child's well-being. It's more limited to 

limitations that the child can't do which 
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communication with the children. But I 

don't know how it's summarized, because 

we always use the proxy reports we tend 

to deal with mothers who are very lethal, 

sorry children who are very lethal so 

they cannot self answer this 

questionnaires. Yes, so it's usually the 

mother giving us the feedback for all 

these. That's the tool I personally used, 

and I feel it's good.” 

problems they are facing you, they don’t 

capture the positive aspects.. 

 

.. it's more into the negatives, it's more into 

that negative. So it's kinda limits.” 

PEDI X3: “Then I like the PEDI best, because 

it's giving me a also, because you can't 

see the children that often. So you have 

to make a complete difference… So they 

are more helped with for example aid 

like a sitting support, or a bar, or 

whatever they can stand on. Then on 

daily 2 or 3 times a day exercise.” 

 

 

 Table 4 overview strengths and weaknesses according to experts. 

 

The Paediatric Evaluation of Disability Inventory (PEDI) which was named lastly in Table 5 

is developed to measure functional status, for children from 6 months to 7,5 years. Functional 

status by the authors referred to the extent to which a child is independent of his parents in 

performing daily activities.58 While functional status may influence QOL they are not 

interchangeable terms. Therefore, functional status cannot be used as the sole indicator to 

measure QoL.21 

 

Finally, the experts discussed challenges that they faced when using existing measurement 

tools. As mentioned before, time poses a barrier to the use of measurement tools. In settings 

where time is limited, experts often chose not to make use of existing tools. Expert X8 

highlighted that sometimes parents do not fill in the answers they want to select but rather fill 

in the things that they think you (as a healthcare professional) want to hear. Expert X10 

provided insights into existing mistrust towards ‘foreigners’ or ‘outsiders’ who approach 

individuals to fill in paperwork. Furthermore, X10 emphasized that the term "independence," 

as exemplified in the CP-QoL CHILD, is a concept predominantly rooted in Western culture. 

In contrast, in various other cultural contexts, the significance of such a concept might not be 

as pronounced, as these cultures uphold different norms and values. Another point discussed 

by X7 was the ability of children to fill in the forms. X7 shared:  

 

X7: “I remember that it was quite a difficult aspect for the children in electric wheelchair 

they also answered questions. And there was one of the questions: do you like playing soccer? 

Yes, I like playing soccer, and the question was how satisfied are you in playing soccer? Well, 

they filled in they were very satisfied. But they were in the electric wheelchair. That's very 

difficult for interpretation such aspects, it's good that they feel well about it. But it's not a 

realistic approach for them. Are able to do you understand the problem?.” 

 

5.5 Experts’ insights on tool usage for CP children 

Experts’ recommendations included the utilization of a measurement tool with context 

specific details as well as the involvement of children and their parents/caregivers. Asking 
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parents and caregivers what the child needs for improving their QoL seems crucial. While 

most western trained healthcare professionals have specific therapy goals and interventions in 

mind, it is important to get parents’ and caregivers’ input. The input of parents and caregivers 

is indispensable for a more comprehensive understanding of QoL. The interconnection is so 

strong that experts stated that if the family is doing well the child is doing well. The overall 

recommendation was to have proxy reports for the parents and self-reports for the children 

who are able to self-report. Asking children separately is essential because they might give 

you different information when parents and caregivers are around. The following text shows 

a part of the interview between researcher BS and expert X1: 

 

BS: “What is in your opinion the best way to measure quality of life in children with CP 

living in low- and middle- income countries.” 

 

X1: “For me, it would be to ask the parents and the guardians.” 

 

BS: “Yeah?” 

 

X1: “How can, what would they think would be a better quality of life for their children.” 

 

BS: “Okay.” 

 

X1: “Because what would make it easier for the child and what would make it easier for the 

guardian.” 

 

Experts X5 responding to the question of whether to include the child or the parents in a QoL 

measurement tool: 

 

X5: “Yeah, it depends on the age of the child.” 

 

BS: “If the child is old enough?”  

 

X5: “Then we are gonna ask both. Yeah. Separate,, not when they are together, then you get 

also a nice information sometimes.”  

 

BS: “You do this on purpose separately?”  

 

X5: “Yeah, because the parents, some sometimes have other goals than the child. You have to 

work with both.” 

 

Another recommendation that was made by two experts was to make use of existing tools, 

despite the challenges it might pose. The advantage of doing so lies in the fact that existing 

measurement tools are supported and validated by literature. Additionally, most of the experts 

found it to be important to have a questionnaire simple and easy to administer. In order to use 

all resources it should be feasible for community health care workers and all other formal and 

informal health staff to administer the questionnaire. All parents and caregivers should be 

able to fill in the questionnaire regardless of their educational background. For example, a 

questionnaire that uses pictures or smileys instead of Likert scales would facilitate the use for 

illiterate people. As per expert opinions:  
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X6: “I think the best way to measure it.. is to make the measurement simple and short. 

Because considering the complexity of the quality of life as I said, considering individual 

functional level for the child and looking at the community aspect, and that the society or 

political for this level aspect, having this kind of all elements in the measurements, but try to 

keep it simple and default and more practical.” 

 

X10:“It is good to when you, quality of life that you can measure the participation of the ICF 

and not only the, the auto domains, like the function and structures and the activities, but also 

the participation part. And that's most of the time with questionnaires, I think. Yeah. Um, so 

that's still important. I think that is focused on that… I think it should, it should be easy for 

everyone, as we say before like community workers.” 
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6) Discussion  
This qualitative study aimed to examine the applicability and appropriateness of existing 

measurement tools that evaluate QoL for children with CP in LMICs. The results of this study 

reveal that the definition of QoL is not universally applicable. Additional QoL domains were 

identified, domains that differ from those known from conventional QoL literature. Domains 

included in existing QoL measurement tools should be considered carefully, taking cultural 

and context-specific details into consideration. Among existing measurement tools, the CP-

QoL CHILD seems to be the strongest measurement tool available to measure QoL in 

children with CP. Despite this, experts strongly advise exercising special attention and 

consideration when using existing measurement tools that are developed in HICs and 

administering them in LMICs: the CP-QoL CHILD being such a tool.  

 

 6.1 Domains 

While the literature lacks specific information about QoL domains for children with CP living 

in LMICs, studies conducted in HICs have identified important QoL domains for such 

children. The following section will present an overlap between QoL domains found in the 

literature of a study done in HICs and those that emerged from this study i.e. from interviews 

with experts. From the qualitative interviews conducted with families registered in the 

Victorian Cerebral Palsy Register at the Royal Children’s Hospital in Melbourne, Waters et 

al. (2004) extracted thirteen distinct themes.25 These themes laid the base for the development 

of the CP-QoL CHILD.48 The identified domains encompass: physical health, body pain and 

discomfort, daily living tasks, participation in regular physical and social activities, emotional 

well-being & self-esteem, interaction with the community, communication, family health, 

supportive physical environment, future QoL, provision of & access to services, financial 

stability and social well-being.25 The following section illustrates the alignments and/or 

discrepancies between the domains identified by the experts and the established domains 

from the study conducted by Waters et al. (2004). 

 

‘Beliefs & Stigma’ and ‘Interaction with the community’  

There is an interconnectedness between the interaction of the child with CP and their parents 

with the community and the domain Beliefs & Stigma. Experts shared that the attitudes and 

beliefs held by individuals in the community about CP can deeply impact how children with 

CP are perceived and treated. There are still misconceptions about the origin of CP, which is 

in line with the literature found on the causes of CP.59 These misconceptions can lead to the 

exclusion of children with CP and their families. For instance, if there is a misunderstanding 

that CP is contagious or caused by witchcraft their interaction with the community can be 

influenced negatively. Social acceptance, being a valued member of the community, and 

being treated ‘normally’ are components of the domain ‘Interaction with the community’. 

This closely relates to the domain Beliefs & Stigma’ that emerged from the interviews with 

experts in this study. In summary, the interaction of children with CP and the community they 

live in is influenced by the beliefs people have towards CP.  

 

‘Family’ and ‘Family health’ 

The domain ‘Family health’ is part of the larger domain ‘Family’. Experts shared that the 

well-being of the family is an important component of the child’s QoL. This is also 

highlighted in the domain ‘Family health’. Family health refers to: “good parental emotional 

health, good family relations, and few restrictions on the family to go out socially.”25 Good 

parental emotional health is essential, as parents' emotional health can impact their ability to 

provide care and support to the child with CP.  Having good family relations was also 

mentioned as important by one of the experts. Experts’ insights revealed that in most African 
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cultures it is crucial to establish good family relations. In these cultures, strong family ties 

and supportive relationships are often central to social structures. A supportive and positive 

family environment can foster the child's sense of belonging and encourage their active 

involvement. Unlike previously discussed alignments, the final component of ‘Family 

health’: few restrictions on the family to go out socially, contradicts the insights provided by 

the experts. Due to prevailing stigmatization, families often refrain from participating in 

social outings. An expert conveyed that children with disabilities are frequently not included 

in those activities.  

 

‘Resources & Access’ and ‘Provision of and access to services’  

For children with CP, a pivotal aspect is accessibility to quality healthcare and rehabilitation 

services. ‘Resources & access’ recognizes that having easy access to healthcare is crucial for 

individuals to maintain good health and to promote well-being. This aligns with the domain 

‘Provision of and access to services’ because that refers to: “having access to therapy, respite 

care, and having the support required.”25 Both domains emphasize the need for adequate 

resources and access to improve the QoL of children with CP living in LMICs.  

 

‘Education’ and ‘Participation in regular physical and social activities’  

‘Education’ is part of the larger domain ‘Participation in regular physical and social activities’ 

because this domain refers to: “participating in school activities, sporting activities and 

community activities.”25 This domain further underscores the importance of children 

attending school, aligning with the emphasis expressed by the experts. 

 

‘Food & Malnutrition’ and ‘Daily living task’  

The domain of 'Food & Malnutrition' falls under the broader category of 'Daily Living Tasks,' 

including: “the ability to carry out normal daily living tasks including dressing, feeding and 

toileting and being independent.”25 Particularly, the aspect of feeding is integral to this 

domain, as it directly corresponds to the domain of 'Food & Malnutrition.' Feeding is a 

fundamental activity of daily living and essential for maintaining well-being. One of the 

experts also raised the topic of toileting. Interestingly, this aspect was discussed within the 

domain ‘Education’. For the reason that independent toileting was crucial for children to 

attend school. Despite not directly fitting into the 'Food & Malnutrition' domain, it was still 

highlighted by one of the experts. One of the experts also touched upon the subcategory 

"independence" but the discussion took a different direction. The expert's perspective on 

independence was characterized as having a strong Western influence, as notions of 

individual independence align more with Western values. The concept of independence may 

not hold the same relevance across all cultures, especially within LMICs. 

 

6.2 CP-QoL CHILD 

The CP-QoL CHILD measurement tool emerged as the most robust and potent QoL 

assessment tool currently available. This section intends to reflect on the applicability and 

appropriateness of the questionnaire in LMICs based on experts’ insights. It will focus on the 

chapters encompassed within the CP-QoL CHILD proxy parent report 4-12 years. The 

chapters have been developed based on the inclusion of seven domains derived from the 

literature discussed in the preceding section of this discussion. The chapters of the CP-QoL 

CHILD will by guiding this section. The chapters are family and friends, participation, 

communication, health, special equipment, paint and bother, final questions, access to 

services, and your health.49 

 

 



27 
     

‘Family and friends’  

This chapter emphasizes the importance of having good relationships with family and friends. 

Questions concern the way the child feels about how they get along with people in general, 

brothers, sisters, and other adults. This aligns with experts’ opinions who also stated that 

having good relationships is indispensable for a good QoL. The question: “the way they get 

along with their teachers and/or carers?” indirectly implies that children are enrolled in 

school or that they have various carers. Both the experts from this study and the existing 

literature underscore the fact that in many LMICs, children with CP are often not enrolled in 

schools.1 While this questionnaire lacks a separate chapter focused solely on school and 

education, many of the existing chapters include questions that refer to educational aspects. 

However, if children are not attending school, these questions can be disregarded, which 

accounts for the majority of CP children.  

 

‘Participation’  

The category ‘Participation’ incorporates questions about children’s ability to participate in 

school. In spite of that, according to experts, it is not comprehensive enough to capture all 

that is important for this category. For instance, the CP-QoL CHILD lacks the inclusion of 

crucial factors such as access to education, facilitation of infrastructure, and social 

interactions at school, which are specific challenges faced by children living LMICs. It seems 

that these important aspects are not adequately addressed in the CP-QoL CHILD tool. 

Including such subdomains helps to assess whether children with CP have equal opportunities 

as their typically developing peers. 

 

‘Communication’  

This chapter consists of three questions the way the child feels about communicating with 

people they know, people they don’t know and the way other people communicate with them. 

The importance of communication for children's QoL was highlighted by only two experts. 

Even though experts did not extensively elaborate on it communication is a fundamental 

aspect of a child's interactions and daily life, influencing their overall well-being.  

 

‘Health’  

Within the ‘Health’ chapter, there is an interweaving of questions that address the child's self-

esteem one of the domains established by literature.25 55 Examples are: “How does your child 

feels about the way they look” and “How does your child feels about themselves”. Self-

esteem is not explicitly mentioned by experts. Nevertheless, it is linked with the domain 

Beliefs & Stigma emerged by experts. While the questions about self-esteem are important it 

might not fully capture the broader concept of beliefs and stigmatization and their impact on 

a child’s QoL. It therefore might not fully capture the complexities and wide-ranging effects 

of negative beliefs and stigmatization on a child’s life. Furthermore, it encompasses just one 

question regarding the child's ability to drink independently, completely overlooking inquiries 

about feeding. This discrepancy contradicts the insights provided by experts, who emphasized 

the common challenges associated with feeding children with CP. 

 

‘Special equipment’  

The ‘Special equipment’ chapter encompasses three questions. Despite experts underscoring 

the importance of special equipment for enhancing the QoL of children with CP, access to 

such equipment remains limited in many LMICs. One expert shared that she often encounters 

blank responses in this section.  
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‘Pain and bother’  

The following four questions are included in this chapter “Is your child bothered by hospital 

visits?”, “Is your child bothered when they miss school for health reasons?”, “Is your child 

bothered by being handled by other people?” and “Does your child worry about who will 

take care of them in the future?” Half of the questions relate to school or the availability of 

resources. If the child is neither attending school nor has access to a hospital, half of this 

chapter will be unanswered. However, the majority of the experts agreed upon the fact that 

pain is an important aspect of the QoL of a child with CP and should be included in a 

measurement tool.  

 

‘Final questions’  

This chapter highlights different aspects of QoL for children with CP. Questions that are 

being asked correspond with the insights experts have shared.  

 

‘Access to services’  

A strong aspect of the CP-QoL CHILD is the chapter ‘Access to services’ which holds 

significant importance, particularly in LMICs because of severe shortages of rehabilitation 

workers. It correlates with the domain “Resources & Access” emerged by the interviewed 

experts in this study.  

 

‘Your health’  

The inclusion of questions concerning the health of the caregiver in the proxy report is highly 

valuable. For the reason that experts pointed out that a well-functioning family positively 

impacts the child’s well-being. 

 

‘Expanding on existing chapters’ 

A noteworthy aspect to emphasize is that the CP-QoL CHILD does not encompass child 

safety. Waters et al. (2004) revealed that parents mentioned that child safety is important to 

them.55 An expert interviewed in this study also raised the same concern, providing an 

example of child abuse. A study conducted by Power et al. (2018) additionally indicates that 

children with disabilities face a higher risk of abuse.15 Consequently, this domain warrants 

consideration for the future development of questionnaires concerning children with CP in 

LMICs 

 

Fostering applicability and appropriateness 

According to the Australian Academy of Cerebral Palsy and Developmental Medicine, the 

CP-QoL CHILD is translated into 20 different languages: Arabic, Bahasa Indonesian, Bahasa 

Malaysian, Dutch, Farsi, French, German, Greek, Hebrew, Italian, Korean, Mandarin, 

Myanmar, Polish, Portuguese, Serbian, Spanish, Tamil, Thai, and Turkish. Some of the 

languages are associated with countries classified as LMICs. The tool is translated into 

different languages with the guidance of the CP-QoL Translation Manual.60 This consists of 

six steps: forward translation, reconciliation of items, backward translation, review of the 

forwards & backward translation, pre-test, and validation study. The process is 

comprehensive and takes multiple important steps into account. The second step, the 

reconciliation of items is key to ensure its appropriateness in the target culture.61 It includes 

focusing on differences in culture and linguistics that can cause barriers when adapting the 

English version to the target language.60 Nevertheless, this process does not contain 

investigating the appropriateness of the construct being measured.  According to Skevington 

et al. (2004) only translating the items is not efficient enough.61 This ethnocentric approach 

will have its limitations in LMICs. An ethnocentric strategy assumes that conceptual 
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dimensions of health identified by the measurement tool are transferable to the target 

culture.61 In order to assess the tool for full applicability to the target culture, a full cross-

cultural adaptation or validation is needed. The CP-QoL CHILD is only culturally adapted in 

the Portuguese language for the use in Brazil and cross-culturally validated in Nepali. 62 63 

 

 6.3 Limitations and strengths 

In order to enhance the validity and rigor of the qualitative analysis, it would have been 

optimal for the data coding to be carried out by two or more researchers independently. 

However, in this case, the coding was done by a single researcher (BS). This might have 

introduced bias because the interpretation and categorization of the data relied solely on one 

perspective.64 Another bias that might have occurred is selection bias. It should be noted that 

the selected experts all work in the field of paediatric disabilities, this may indicate a strong 

interest in the topic. Consequently, this may have led to influenced results due to selection 

bias.65 The expert panel had a wide variety of backgrounds with the majority being 

physiotherapists, which possibly biased the results as well. The researcher was aiming for 

data saturation, but this was not achieved due to time constraints. This may have led to 

compromised content validity.66  
 

The phenomenological nature of this research allowed the researcher to explore the 

perceptions of experts on the use of existing QoL measurement tools in CP children residing 

in LMICs. The topic guide that was used during the interviews was developed based on a 

literature review. There is a possibility that important themes have been missed because of the 

limited literature that is available in relation to the research topic. Literature about the 

appropriateness and applicability of existing disability measures is scarce.67 In the literature 

the CP-QoL CHILD is seen as the strongest QoL measurement for CP children, for this 

reason, the topic guide consisted of questions about the CP-QOL CHILD. This could have 

resulted in the CP-QoL CHILD being the measurement tool named most frequently.  

 

By excluding generic measurement tools, possible eligible tools may have been missed. The 

WHOQOL-100 is the most widely used QoL measurement tool in the world.67 The 

development of the WHOQOL-100 included 15 international field centers, including 

LMICs.68 With the aim to use the measurement tool in different countries and cultures. 

WHOQOL-100 consists of 100 questions, a shorter version is available namely WHOQOL-

Bref which seems more suitable for routine use. However, the WHOQOL-Bref has an age 

limit, and its use for children is not validated. The WHOQOL group recognizes the 

importance of children’s WHOQOL, this work has started in Thailand.67 

Another widely used QoL instrument is the KIDSCREEN, a generic QoL measurement tool 

that contains 10 life domains however not included in this study. Davis et al. (2008) argue 

that a generic instrument such as KIDSCREEN might not be specific enough to capture the 

unique challenges CP children face.69 Domains important to them are not included in the tool 

which may cause higher QoL scores on the KISCREEN.69 Another tool that was not 

discussed in this study is the Standard Capability Assessment (SCA). This tool was not found 

during the initial search but was brought to attention by one of the experts. The SCA was 

developed as a healthcare assessment for children with disabilities and is culturally 

appropriate for developing countries. This means that this tool holds good potential to 

measure the QoL for children with CP.67 
 

One limitation of this study is that it solely focuses on the applicability and appropriateness 

of QoL measurement tools. There are more psychometric properties that are important to take 

into consideration when choosing the right measurement tool. For the use of clinical practice, 
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the literature describes considering brevity, scoring, interpretability, and ease of 

administration.70 Even though these properties fell out of the scope of this study, some 

experts commented on some of the aspects.  

 

The literature research was compromised to google scholar which might have resulted in 

limited outcomes. Other search engines such as PubMed, MEDLINE and CINAHL are not 

being used in this study. The limitation to English language only could have resulted in 

missed articles. Nevertheless, a systematic review that has been done by Solans et al. (2007) 

showed that disease-specific QoL instruments were predominantly developed in English-

speaking countries for example the United States, United Kingdom, and Canada.70 This 

diminishes the change of missed articles.  
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7) Conclusion and recommendations 
 

The research findings suggest that the existing measurement tools developed in HICs may not 

be fully appropriate nor applicable to the diverse contexts of LMICs. As per experts, the 

definition of QoL varies between children with CP living in HICs to children with CP in 

LMICs. The nuances in the definition of QoL possibly arise from diverse cultural, social, and 

contextual factors that influence the lives of children with CP. Certain questions that are 

presented in existing measurement tools may not hold relevance in LMICs. Existing QoL 

measurement tools are typically developed in collaboration with children and caregivers from 

HICs. However, to ensure a comprehensive understanding of all important aspects of QoL for 

children in LMICs, it is necessary to take into account cultural and context-specific details. 

 

Important QoL domains derived from literature done in HICs show an overlap with those 

highlighted by experts. This research identified extra domains, not described in the literature 

nor captured by existing measurement tools, that are important to children with CP in LMICs. 

Beliefs around CP and stigma seem to play a pivotal role in the QoL of children with CP. 

Existing questionnaires do not put enough focus on these domains considering the importance 

of it.  

 

Notwithstanding the challenges in cross-cultural applicability, the CP-QoL CHILD stands out 

as the strongest disease specific measurement tool currently available for assessing QOL in 

children with CP. Its comprehensive nature and focus on CP-related aspects have proven 

valuable. Regrettably, its applicability in LMICs remains uncertain because of its time-

consuming nature. The administration of a questionnaire should not take longer than 15-20 

minutes. Despite the fact that the literature states that the administering time is under 20 

minutes, field experts share different experiences. In addition, the appropriateness can be 

questioned for the reason that some questions are not relevant for LMICs. In conclusion, 

given the limitations of existing measurement tools, CPA should pay careful attention when 

using tools developed in different contexts.  

 

Recommendations for CPA: 

Until a new tool is developed, the use of CP-QoL CHILD seems to be the most suitable for 

measuring the QoL of children with CP in LMICs. Experts advice on the use of existing tools 

because of the support provided by literature. Existing measurement tools have been tested 

and psychometric properties have been established. Yet, the sensitivity of the CP-QoL 

CHILD is not been established. In addition to the CP-QoL CHILD, it is recommended to use 

other assessment tools or indicators that are widely accepted and validated in LMICs to 

provide a more comprehensive evaluation of QoL in children with CP. Despite the fact that 

generic measurement tools have been excluded from this study the WHOQOL BREF has 

succeeded in developing a culturally appropriate measurement tool. When the additional 

version for children will be finalized this can be a potential strong QoL measurement tool. It 

is worth noting that the SCA also represents another promising measurement tool that merits 

exploration in the future. Its potential as a robust assessment method for evaluating the QoL 

in children with CP in LMICs seems evident. 
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Recommendations for a future QoL measurement tool for children with CP living in LMICs: 

First, focus group discussions with parents/caregivers and children from LMICs should be 

conducted to gain deeper insights into the perception of QoL. With the goal to attain a more 

profound insight into the unique challenges children with CP in LMICs face. Second, a tool 

should include the well-being of the family. Exclusively looking at the QoL of the child does 

not capture the broader scope. Third, the standard of 15 minutes administering time should be 

taken into account. Experts shared that time is valuable and scarce in the working field. In 

many instances, healthcare professionals or community healthcare workers do not have the 

time to administer a questionnaire. This is holding them back from using questionnaires in 

their practice. With the possible consequence that their interventions are not evaluated and 

ultimately not improved. Fourth, it is crucial to develop a tool that can be used by illiterate 

parents as well. In many LMICs, parents need assistance to fill in the questionnaire. This 

demands time and puts pressure on healthcare professionals. Fifth, incorporating questions 

about the beliefs and stigma will enhance the measurement of the QoL of children with CP. 

Sixth, including questions about school, helps to assess whether they have equal 

opportunities. It addresses important issues like enrolment, availability of special education 

services, and accessibility to school facilities. Lastly, questions about feeding the child should 

be included as well for a comprehensive questionnaire. In summary, future development of a 

QoL measurement tool should focus on: 

 

• Understanding QoL for children with CP in LMICs  

• Include family-well being 

• Being time concise  

• User-friendliness, for all users regardless of their level of literacy. 

• Addressing beliefs and stigmatization  

• Comprehensive inclusion of education 

• Incorporating feeding strategies 

 

Incorporating culturally sensitive and context-specific elements in the assessment of QoL for 

children with CP in LMICs seems indispensable. Future research in the field of QoL 

measurement for children with CP in LMICs should focus on developing a new tool that 

incorporates the unique challenges faced by these children. Collaborative efforts between 

field experts, parents, and CP children from LMICs can help establish a more applicable and 

culturally relevant measurement tool. Hopefully, this will contribute to a more holistic 

understanding of QoL and promote targeted interventions tailored for CP children in LMICs. 

This would ultimately improve the lives of children with CP in LMICs.  
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9) Appendix  

Appendix 1: Invitation email 

 

Dear Participant, 

 

I obtained your contact information through Huib Cornielje my thesis advisor. My name is 

Bobbi van Kesteren and I am a master student at KIT Royal Tropical Institute Amsterdam.  

 

I am sending you this letter because I would like to invite you to participate in an interview 

schedule which is part of my qualitative research. This research focuses on the applicability 

and appropriateness of existing questionnaires for measuring the quality of life in children 

with cerebral palsy in low- and middle-income countries (LMICs). By better understanding 

the challenges of measuring quality of life in these contexts, hopefully interventions can be 

improved in the future and will result in better outcomes for children with cerebral palsy. 

 

As an expert in the field of cerebral palsy, your insights and experiences can be helpful to 

gain a deeper understanding about the strengths and weaknesses of using existing 

questionnaires in LMICs. The Pediatric Quality of Life Inventory (PedsQL) and the Cerebral 

Palsy Quality of Life Questionnaire (CP QOL-CHILD) are examples of questionnaires that 

are – at times - being used in LMICs.  

 

The interview will be conducted remotely via Zoom and will take approximately 45 minutes. 

Your participation will be strictly confidential, and your insights will only be used for the 

purpose of this research. Please find attached an informed consent to protect your rights and 

welfare.  

 

I would be honoured to have you participate in this study and contribute your valuable 

expertise. If you are interested in participating, please let me know your availability, then we 

can schedule a time that works best for you. 

 

Thank you for considering this request. 

 

Sincerely, 

 

Bobbi van Kesteren 
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 Appendix 2: Informed Consent  

Introduction 

My name is Bobbi van Kesteren, I am a master student International Health at the KIT Royal 

Tropical Institute. I am conducting a study on the appropriateness and applicability of 

existing measurement tools to evaluate quality of life in children with cerebral palsy (CP) 

living in low- and middle- income countries (LMICs). 

The aim of the study is to examine the appropriateness and applicability of existing 

measurement tools to evaluate quality of life in children with CP in LMICs.  

 

For the reason that you are a health professional working with children with CP in LMICs, I 

would like to invite you to be a part of this study.  

 

Informed consent form 

If you agree to participate, I hope that the information which you provide will help to develop 

a better understanding on how to measure quality of life in children living with CP in LMICs. 

The study takes place between January  - August 2023.  

 

Procedures including confidentiality 

If you agree to participate in this study, I will use an in-depth semi-structured online 

interview which will last maximally 45 min. The conversation will be recorded, if you agree, 

for analysis purposes only. I will ask your opinion about existing measurement tools to 

evaluate quality of life in children with CP, applicability and appropriateness in LMICs. You 

can express your honest opinion freely in this interview because all the data will be 

anonymous at all times. Only the team of researchers (master student and the thesis advisor) 

will have access to the data set. The recorded files will be deleted 6 months upon the 

completion of the study.  

In publications, the findings will focus on the broader context that will derive from the 

interview, not on your particular answers, so that nobody can recognise the setting and your 

opinions. 

 

Risk, discomforts and right to withdraw 

After having agreed to participate in the interview, you are still free to refuse to answer any 

question that makes you uncomfortable and it will not have any consequences for you. You 

can also withdraw from this study at any time. And lastly, no risk of participation is expected.  

 

Benefits 

This study may not help you directly, but the results will help to inform the future 

development of measurement tools to evaluate quality of life in children with CP living in 

LMICs. 

 

Sharing the results 

After the study is completed, we will share the results in a workshops with stakeholders 

relevant to the master International Health, including student representatives and alumni. If 

the participant wishes to receive a copy of the final thesis, on request one can be send 

afterwards.  

 

Consent and contact 

Do you have any questions that you would like to ask?  
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Are there any things you would like me to explain again or say more about?  

Do you agree to participate in the interview? 

 

DECLARATION:  TO BE SIGNED BY THE RESPONDENT 

Agreement respondent 

The purpose of the interview was explained to me and I agree to be interviewed 

………………………….. (name of person). 

 

___________________________________________________________________ 

Signed                                                Date 

 

WITNESS SIGNATURE 

 

 

________________________________________________ 

Signed     Date 

          

 

If you have any questions or want to file a complaint about the research you may contact: 

 

Contact information organization 

F.Maldonado@kit.nl  

 

Contact for Ethics Committee 

s.alba@kit.nl 
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Appendix 3: Topic guide  

Data collection tool guide, in depth semi structured interview 

 

Section 1: Quality of life  

 

Question 1  

Can you please tell me your profession and how many years of experience you have in 

working with children with CP in LMICs?  

 

Question 2 

How would you define QoL of children with CP living in LMICs?  

 

Question 3 

Why do you think measuring QoL in children with CP living in LMIC is important?  

 

Question 4 

Has the meaning of QoL changed over the last years?  

 

Question 5  

How does CP affect the QoL of children living LMICs? 

 

Question 6 

What is in your opinion the best way to measure QoL in children with CP living in LMICs? 

 

Section 2: Inventory existing measurement tools  

 

Question 7 

Can you tell me about what you know about the available measurement tools to evaluate QoL 

in children with CP living in LMICs? 

 

Question 8  

Do you know the difference for example between the KIDSCREEN a generic measurement 

tool and the CP-QoL CHILD a disease specific measurement tool? 

 

Question 9 

Do you use measurement tools to evaluate the effect of your interventions on QoL? If yes, 

which ones? 

 

Question 10 

How often do you measure QoL?  Do you want to measure change or to get a general 

impression of the child’s wellbeing? Can you explain more about this? 

 

(Question 11) 

(If not why do you not make use of QoL measurement tools?) 

 

Section 3: Usability and appropriateness 
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Question 12 

Can you name strengths and weaknesses of existing measurement tools? For example, 

regarding the domains they measure, regarding practical feasibility to administer. 

Question 13  

What is in your opinion the best tool available to evaluate quality of life in children with 

cerebral palsy living in LMICs, and why?  

 

Question 14  

Are the available measurement tools user friendly? What do you think about the time it takes 

to conduct the questionnaires? 

 

Question 15  

Do you think that existing measurement tools cover all the domains of QoL in children with 

CP living in LMIC? 

 

Question 16  

How well do the existing measurement tools capture the unique experiences and challenges 

faced by children with CP living in LMICs? 

 

Question 17 

Are there any cultural or contextual factors that may affect the validity or reliability of 

existing measurement tools for evaluating QoL in children with CP in LMICs? 

 

Section 4: Other 

 

Question 18  

What are the differences of QoL in children with CP living in LMICs compared to HICs? 

 

Question 19  

Is QoL the best outcome to measure change in well-being of a child with CP? Or do you think 

we should look at other outcomes? 

 

Question 20 

What recommendations would you make for future research in this area, in terms of QoL 

measurement tools and evaluation of interventions used when dealing with children with CP 

living in LMICs? 

 

Question 21 

Are there any important themes you missed in this interview that you would like to elaborate 

on when it comes to measuring quality of life in children with CP in LMICs? 
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Appendix 4: Code Tree  

 
Code Code Group 

1 
Code 
Grou
p 2 

Code 
Group 
3 

Code Group 4 

Additional comments & under 2 yrs 
   

Recommendat
ions 

Additional comments & under 2 yrs: 
Recommendation (for future tools measure tiny 
changes) 

    

Additional comments & under 2 yrs: 
Recommendation (future QOL tool, to have a 
box for additional comments) 

    

Additional comments & under 2 yrs: 
Recommendation (future tool, to make a tool 
for parents for children under two) 

    

Additional comments & under 2 yrs: 
Recommendation (tool that start at the age of 0 
but then for caregivers) 

    

Additional comments & under 2 yrs: 
Recommendations (ask to elaborate on 
answers) 

    

Beliefs & Stigma 
  

Key 
domai
ns 

 

Beliefs & Stigma: Beliefs acceptance belonging 
    

Beliefs & Stigma: Beliefs and acceptance 
    

Beliefs & Stigma: Beliefs CP (abandoned) 
    

Beliefs & Stigma: Beliefs CP (affects the QOL) 
    

Beliefs & Stigma: Beliefs CP (another example) 
    

Beliefs & Stigma: Beliefs CP (are negative) 
    

Beliefs & Stigma: Beliefs CP (attitudes towards 
children with disabilities) 

    

Beliefs & Stigma: Beliefs CP (attitudes towards 
the child) 

    

Beliefs & Stigma: Beliefs CP (beliefs of the 
community affects the QOL of the child) 

    

Beliefs & Stigma: Beliefs CP (children are being 
bullied at school) 

    

Beliefs & Stigma: Beliefs CP (children are being 
hidden) 

    

Beliefs & Stigma: Beliefs CP (children are not 
taking out) 

    

Beliefs & Stigma: Beliefs CP (cp is unknown in 
LMICS) 

    

Beliefs & Stigma: Beliefs CP (difference between 
HIC and LMICS) 
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Beliefs & Stigma: Beliefs CP (doctors make the 
child normal again) 

    

Beliefs & Stigma: Beliefs CP (example of 
unsupportive family) 

    

Beliefs & Stigma: Beliefs CP (it improved by 
taking children with disabilities on the national 
football field) 

    

Beliefs & Stigma: Beliefs CP (lack of acceptance) 
    

Beliefs & Stigma: Beliefs CP (mis understanding 
and concept of CP) 

    

Beliefs & Stigma: Beliefs CP (misconceptions of 
cerebral palsy) 

    

Beliefs & Stigma: Beliefs CP (negative attitudes 
towards CP children) 

    

Beliefs & Stigma: Beliefs CP (neglecting) 
    

Beliefs & Stigma: Beliefs CP (positive example) 
    

Beliefs & Stigma: Beliefs CP (positive, children 
like to help each other) 

    

Beliefs & Stigma: Beliefs CP (positive, people are 
being nice) 

    

Beliefs & Stigma: Beliefs CP (shame and angry) 
    

Beliefs & Stigma: Beliefs CP (sin) 
    

Beliefs & Stigma: Beliefs CP (stigma) 
    

Beliefs & Stigma: Beliefs CP (stigmatizing) 
    

Beliefs & Stigma: Beliefs CP (teacher are 
refusing CP children) 

    

Beliefs & Stigma: Beliefs CP (the attitudes from 
the family towards the child with CP) 

    

Beliefs & Stigma: Beliefs CP (traditional healers 
pose stigma) 

    

Beliefs & Stigma: Beliefs CP (wanting their child 
to become normal) 

    

Beliefs & Stigma: Beliefs CP (we need to get rid 
of stigma by traditional healers) 

    

Beliefs & Stigma: Beliefs CP children (they don’t 
want to show the child) 

    

Beliefs & Stigma: Yeah, and you see, that makes 
also difficult in a treatment for the ac 

    

Challenges 
 

Existi
ng 
tools 

  

Challenges: Challenge (mistrust) 
    

Challenges: Challenge in measuring QOL 
    

Challenges: Challenge measuring QOL in 
children with CP 

    

Challenges: Challenge measuring QOL in 
children with CP (cultural maybe) 

    

Challenges: Challenges  with asking parents 
    

Challenges: Challenges in measuring QOL in 
children with cerebral palsy 

    



45 
     

Challenges: Challenges in measuring QOL in 
children with CP 

    

Challenges: Challenges in measuring QOL in CP 
children 

    

Challenges: Time (But I cannot do this in my 
therapy session cannot do this in a consult) 

    

Challenges: Time (reason why not to use 
measurement tools) 

    

Challenges: Time (So you'd find that in the 
hospitals this would never be administered) 

    

Challenges: Time (why not used it) 
    

Challenges: Time as a barrier not to use tools 
    

Challenges: Time as a component why not to 
use tools 

    

Context specific 
   

Recommendat
ions 

Context specific: Context specific (of the 
concept QOL) 

    

Context specific: It's about being together and 
honouring the being together. And that's 

    

Context specific: Recommendation (concept 
easy to transfer in less time) 

    

Context specific: Recommendation (continent 
specific) 

    

Context specific: Recommendation (country 
specific) 

    

Context specific: Recommendation (including 
participation) 

    

Context specific: Recommendation (interview) 
    

Context specific: Recommendation (not one tool 
for all) 

    

Context specific: Recommendation (start to as 
health professionals who work overseas) 

    

Context specific: Recommendation (The details 
need to be like, yeah country specific) 

    

Context specific: Recommendations (for future 
tools, domains to include) 

    

Context specific: Recommendations (for LMICS) 
    

Context specific: Recommendations (sit with the 
community) 

    

Education 
  

Key 
domai
ns 

 

Education: Education (difficulties for CP 
children) 

    

Education: Education (including school as part 
of rehab) 

    

Education: Education (majority don't go to 
school) 

    

Education: Education (part of QOL) 
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Education: School (ability to go to school) 
    

Education: School (access to education) 
    

Education: School (CP children hardly go to 
school) 

    

Education: School (facilitate education for CP 
children) 

    

Education: School (importance of education) 
    

Education: School (importance of getting CP 
children in school) 

    

Education: School (in a CP child the brain is not 
always affected. They are clever) 

    

Education: School (is a focus in LMICS) 
    

Education: School (is an important domain to 
include) 

    

Education: School (is not accessible for CP 
children) 

    

Education: School (schools are not facilitating or 
helping CP children) 

    

Education: School (So if you just forget about 
learning, you forget about the thing he ) 

    

Existing tools as a recommendation 
   

Recommendat
ions 

Existing tools as a recommendation: 
Recommendation (use of an existing tool, 
supporting literature) 

    

Existing tools as a recommendation: 
Recommendation (using existing tool, and check 
for availability) 

    

Existing tools as a recommendation: 
Recommendations (for measuring QOL) 

    

Existing tools as a recommendation: 
Recommendations (using existing tools) 

    

Family 
  

Key 
domai
ns 

Recommendat
ions 

Family: Involve parents and the whole family 
    

Family: Involve children 
    

Family: Involve family (as a recommendations 
for a tool) 

    

Family: Involve family (The family is doing well 
the child will do well) 

    

Family: Involve parent and children (but ask 
them separately) 

    

Family: Involve parents (involve mam, ask what 
she needs) 

    

Family: Involve parents (mothers and ask them 
what they need for the child) 

    

Family: Involve parents (QOL and family go 
together) 

    

Family: Involve parents (they see the problems) 
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Family: Involve parents and children (and ask 
what they need) 

    

Family: Involve parents and children (but ask 
them separately) 

    

Family: Involve parents and children (they have 
different goals) 

    

Family: Involve parents and household for 
assessing QOL 

    

Family: Involving (So what does he think of his 
life? What would he like to do?) 

    

Family: Involving parent and family seeing it as 
one unit 

    

Family: Involving parents (and hear them) 
    

Family: Involving parents (and moms is 
important when their attitude is good towards 
the child, the well-being of the child will be 
better) 

    

Family: Involving parents (challenges that comes 
with administering questionnaires separately) 

    

Family: Involving parents (know what’s 
important to them) 

    

Family: Involving parents (Moms and the family 
is crucial) 

    

Family: Involving parents (the importance of 
asking what they need because its very heavy) 

    

Family: Involving parents and children (ask them 
both and separately) 

    

Family: Involving parents and children 
(interview them) 

    

Family: Involving parents and children (to find 
out QOL) 

    

Family: Involving parents and family (ask what 
they need) 

    

Family: Involving parents and family example of 
its importance 

    

Family: Involving parents and guardians to 
improve QOL 

    

Family: Involving parents/guardians  (best way 
to go) 

    

Family: Recommendation (tools that captures 
also family and child) 

    

Family: Recommendations (again a tool that 
captures the family) 

    

Food and malnourishment 
  

Key 
domai
ns 

 

Food and malnourishment: Food & Nutrition 
recommendation (Also a part about feeding 
problems) 

    

Food and malnourishment: Food & Nutrition 
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Food and malnourishment: Food & Nutrition (a 
lot of malnourishment) 

    

Food and malnourishment: Food & Nutrition 
(challenge) 

    

Food and malnourishment: Food & Nutrition 
(importance of feeding) 

    

Food and malnourishment: Food & Nutrition 
(make it easier for them) 

    

Food and malnourishment: Food & Nutrition 
(mal nutrition is a big problem) 

    

Food and malnourishment: Food & Nutrition 
(malnutrition is a challenge) 

    

Food and malnourishment: Food & Nutrition 
(problems) 

    

Keep it simple 
   

Recommendat
ions 

Keep it simple: Recommendation (for a future 
QOL tool) 

    

Keep it simple: Recommendation (future tools 
work with smiley faces) 

    

Keep it simple: Recommendation (include both 
subjective and objective measures) 

    

Keep it simple: Recommendation (tool for 
illiterate parents) 

    

Keep it simple: Recommendations (future tool) 
    

Keep it simple: Recommendations (future tools 
short be short and simple) 

    

Keep it simple: Recommendations (grading for 
parents) 

    

Keep it simple: Recommendations (short and 
not too heavy) 

    

Keep it simple: Recommendations (short and 
simple not time consuming) 

    

QOL definition Conceptuali
zing QOL 

   

QOL definition: Children (domains) 
    

QOL definition: Children (if you organize school) 
    

QOL definition: Children (important domains) 
    

QOL definition: Children (important aspects) 
    

QOL definition: Children (important domains for 
them) 

    

QOL definition: Children (important domains) 
    

QOL definition: Defining QOL (including all 
domains) 

    

QOL definition: Defining QOL (not without 
function) 

    

QOL definition: Defining QOL (pain is an 
important domain) 

    

QOL definition: Individualized (repeats one sits 
does not fit all) 
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QOL definition: QOL (again individual) 
    

QOL definition: QOL (Defining QOL) 
    

QOL definition: QOL (meaning QOL for CP 
children in LMICs) 

    

QOL definition: QOL defining (asking them) 
    

QOL definition: QOL defining (big concept) 
    

QOL definition: QOL defining (cultural and 
context specific) 

    

QOL definition: QOL defining (cultural) 
    

QOL definition: QOL defining (culture and 
context specific 

    

QOL definition: QOL defining (different 
domains) 

    

QOL definition: QOL defining (different levels 
different domains) 

    

QOL definition: QOL defining (different 
meanings) 

    

QOL definition: QOL defining (different to every 
child) 

    

QOL definition: QOL defining (does not have a 
correlation with functional status) 

    

QOL definition: QOL defining (domains that 
should be included) 

    

QOL definition: QOL defining (highly 
individualized) 

    

QOL definition: QOL defining (holistic and 
broad) 

    

QOL definition: QOL defining (holistic ICF) 
    

QOL definition: QOL defining (holistic) 
    

QOL definition: QOL defining (HRQOL is not 
QOL) 

    

QOL definition: QOL defining (important 
domains for CP children in LMICS) 

    

QOL definition: QOL defining (inconsistence) 
    

QOL definition: QOL defining (individualized) 
    

QOL definition: QOL defining (is individual and 
country specific) 

    

QOL definition: QOL defining (key aspects of 
QOL) 

    

QOL definition: QOL defining (measurements 
and the construct they measure) 

    

QOL definition: QOL defining (multiple domains) 
    

QOL definition: QOL defining (poor for children 
with CP) 

    

QOL definition: QOL defining (subjective) 
    

QOL definition: QOL defining (whole picture 
broad perspective) 

    

QOL definition: QOL defining it (well-being of 
the family) 
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QOL definition: QOL definition (for children in 
CP children in LMICs) 

    

QOL definition: QOL definition (value laden) 
    

QOL definition: QOL definition also common 
experiences 

    

QOL definition: QOL importance (bigger picture) 
    

QOL definition: QOL is individual (no one size 
fits all) 

    

QOL importance Conceptuali
zing QOL 

   

QOL importance: QOL (importance) 
    

QOL importance: QOL defining (important 
domains to include) 

    

QOL importance: QOL importance (example) 
    

QOL importance: QOL importance (for funding) 
    

QOL importance: QOL importance (good 
outcome) 

    

QOL importance: QOL importance (good way to 
measure well-being) 

    

QOL importance: QOL importance (important to 
use as an outcome measure) 

    

QOL importance: QOL importance (Of course. 
Yeah, yeah) 

    

QOL importance: QOL importance (the reason 
why measuring QOL is important) 

    

QOL importance: QOL importance (the way to 
go) 

    

QOL importance: QOL importance (to see the 
effect of your intervention) 

    

QOL importance: QOL importance (to see the 
effects of interventions) 

    

QOL importance: QOL importance (very) 
    

QOL importance: QOL importance (Yes, very 
important) 

    

QOL importance: QOL importance domain is 
engagement, sense of belonging. 

    

Resources & Access 
  

Key 
domai
ns 

 

Resources & Access: Resources (less physios 
compared to children who need therapy) 

    

Resources & Access: Resources & Access (access 
its a barrier) 

    

Resources & Access: Resources & Access 
(adaptive equipment) 

    

Resources & Access: Resources & Access 
(adaptive equipment) (2) 

    

Resources & Access: Resources & Access 
(adaptive equipment’s) 
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Resources & Access: Resources & Access (are 
different in LMICS) 

    

Resources & Access: Resources & Access (as the 
biggest difference of QOL between HIC and 
LMIC) 

    

Resources & Access: Resources & Access 
(assistive devices) 

    

Resources & Access: Resources & Access (big 
influence for children with CP in LMICS) 

    

Resources & Access: Resources & Access 
(difficult to access facilities) 

    

Resources & Access: Resources & Access (having 
the right aid) 

    

Resources & Access: Resources & Access 
(negatively influences QOL for CP children) 

    

Resources & Access: Resources & Access (no 
accessibility to services) 

    

Resources & Access: Resources & Access (no 
special actions has been taken to get CP to 
school) 

    

Resources & Access: Resources & Access (not 
the same as in HIC) 

    

Resources & Access: Resources & Access 
(poverty) 

    

Resources & Access: Resources & Access (the 
amount of care children receive is very little) 

    

Resources & Access: Resources & Access I think 
a severe CP child, in lower income countries, 
they have not ve 

    

Resources & Access: Resources & Access 
important for CP children and their QOL 

    

Resources & Access: Resources & Access (not 
getting proper care) 

    

Resources & Access: Resources & Access (big 
difference between HIC and LMIC) 

    

Strengths existing measurement tools 
 

Existi
ng 
tools 

  

Strengths existing measurement tools: 
Strengths Ladder of Life (It's simple all 
caregivers understand it and it is very fast) 

    

Strengths existing measurement tools: 
Strengths existing tool (because its flexible) 

    

Strengths existing measurement tools: 
Strengths Ladder of Life (every caregiver 
understands it) 

    

Strengths existing measurement tools: 
Strengths PEDI (it’s about daily activities) 

    

Strengths existing measurement tools: 
Strengths PEDI existing tools (functioning 
questions) 
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Strengths existing measurement tools: Strength 
CP-QOL CHILD (generally she likes the 
questionnaire covers important domains for CP 
children) 

    

Strengths existing measurement tools: Strength 
CP-QOL CHILD (gives an overview where the 
child’s at) 

    

Strengths existing measurement tools: Strength 
CP-QOL CHILD (good as a starting point) 

    

Strengths existing measurement tools: Strength 
CP-QOL CHILD (having an idea where the child’s 
at) 

    

Strengths existing measurement tools: Strength 
CP-QOL CHILD (I'm satisfied with the domains) 

    

Strengths existing measurement tools: Strength 
CP-QOL CHILD (questions about communication 
are good) 

    

Strengths existing measurement tools: Strength 
CP-QOL CHILD and KIDSCREEN gives a lot of 
information 

    

Strengths existing measurement tools: Strength 
existing measurement tools (KIDSCREEN and 
PEDS-QL) as general tools can be used for all 
disabilities, that’s an advantage in LMICS. 

    

Strengths existing measurement tools: Strength 
existing tool (PEDI) 

    

Strengths existing measurement tools: Strength 
KIDSCREEN (clear set out) 

    

Strengths existing measurement tools: Strength 
KIDSCREEN (good lay out) 

    

Strengths existing measurement tools: Strength 
KIDSCREEN and PEDS-QL (general tools always 
usable) 

    

Strengths existing measurement tools: Strength 
Ladder of Life (even a little bit older children 
they understand it) 

    

Strengths existing measurement tools: Strength 
PEDI (Then I like the PEDI best, because it's 
giving me a also, because you) 

    

Strengths existing measurement tools: Strength 
PEDS-QL (activation domain) 

    

Strengths existing measurement tools: Strength 
PEDS-QL (feels good about it) 

    

Strengths existing measurement tools: Strength 
TA-QOL (easy to use) 

    

Strengths existing measurement tools: 
Strengths (Before that, I use just numbers or so 
a smiley or something like that) 

    

Strengths existing measurement tools: 
Strengths PEDS-QL (emotional domain) 
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Using existing measurement tools in LMICS 
 

Existi
ng 
tools 

  

Using existing measurement tools in LMICS: 
Applicability (appropriateness) 

    

Using existing measurement tools in LMICS: 
Applicability (covering the domains for children 
in Europe) 

    

Using existing measurement tools in LMICS: 
Applicability (cross and cultural validation) 

    

Using existing measurement tools in LMICS: 
Applicability (cross cultural validation isn’t 
enough) 

    

Using existing measurement tools in LMICS: 
Applicability (does not want to use CP-QOL 
CHILD in LMICS) 

    

Using existing measurement tools in LMICS: 
Applicability (inappropriate questions) 

    

Using existing measurement tools in LMICS: 
Applicability (not all questions of PEDI are 
relevant in LMICS) 

    

Using existing measurement tools in LMICS: 
Applicability (not something that would be 
preferred the use of existing tools in LMICS) 

    

Using existing measurement tools in LMICS: 
Applicability (questions are not relevant) 

    

Using existing measurement tools in LMICS: 
Applicability (there is overlap) 

    

Using existing measurement tools in LMICS: 
Applicability (tool should be context specific) 

    

Using existing measurement tools in LMICS: 
Applicability (translating is not enough) 

    

Using existing measurement tools in LMICS: 
Applicability (would not be appreciated) 

    

Using existing measurement tools in LMICS: 
Applicability CP-QOL CHILD (not always usable 
in very small children without diagnosis) (2) 

    

Using existing measurement tools in LMICS: 
Applicability (not always usable in these 
settings) 

    

Weakness’ existing measurement tools 
 

Existi
ng 
tools 

  

Weakness’ existing measurement tools: Existing 
measurement tools weakness’ (too long) 

    

Weakness’ existing measurement tools: 
Weakness’ CP-QOL CHILD 

    

Weakness’ existing measurement tools: 
Weakness’ CP-QOL CHILD (again grading for 
certain people in society) 
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Weakness’ existing measurement tools: 
Weakness’ CP-QOL CHILD (asking about money 
etc can be interpreted different because 
different way of communicating) 

    

Weakness’ existing measurement tools: 
Weakness’ CP-QOL CHILD (few questions that 
are sometimes hard to explain or not relevant) 

    

Weakness’ existing measurement tools: 
Weakness’ CP-QOL CHILD (grading is too 
difficult) 

    

Weakness’ existing measurement tools: 
Weakness’ CP-QOL CHILD (grading with 
numbers is hard for parents to understand) 

    

Weakness’ existing measurement tools: 
Weakness’ CP-QOL CHILD (I think it was 
designed for a more western setting) 

    

Weakness’ existing measurement tools: 
Weakness’ CP-QOL CHILD (missing domain?) 

    

Weakness’ existing measurement tools: 
Weakness’ CP-QOL CHILD (not always relevant 
questions) 

    

Weakness’ existing measurement tools: 
Weakness’ CP-QOL CHILD (not always usable in 
very small children without diagnosis) 

    

Weakness’ existing measurement tools: 
Weakness’ CP-QOL CHILD (oriented towards the 
west) 

    

Weakness’ existing measurement tools: 
Weakness’ CP-QOL CHILD (questions about 
nutrition are missing) 

    

Weakness’ existing measurement tools: 
Weakness’ CP-QOL CHILD (quite long) 

    

Weakness’ existing measurement tools: 
Weakness’ CP-QOL CHILD (reason why she is not 
using the tool) 

    

Weakness’ existing measurement tools: 
Weakness’ CP-QOL CHILD (scales) 

    

Weakness’ existing measurement tools: 
Weakness’ CP-QOL CHILD (specific for children 
with CP, LMIC delayed diagnosis) 

    

Weakness’ existing measurement tools: 
Weakness’ CP-QOL CHILD (takes up more time 
in LMICS settings) 

    

Weakness’ existing measurement tools: 
Weakness’ CP-QOL CHILD (time consuming 
because of explaining) 

    

Weakness’ existing measurement tools: 
Weakness’ CP-QOL CHILD (too late) 

    

Weakness’ existing measurement tools: 
Weakness’ CP-QOL CHILD (too long) 
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Weakness’ existing measurement tools: 
Weakness’ CP-QOL CHILD (you need more space 
for explaining answers) 

    

Weakness’ existing measurement tools: 
Weakness’ CP-QOL CHILD big amount of the 
questions concern special equipment not 
realistic in LMICS) 

    

Weakness’ existing measurement tools: 
Weakness’ CP-QOL CHILD has a big amount of 
questions that is about school) 

    

Weakness’ existing measurement tools: 
Weakness’ CP-QOL CHILD loses its accuracy and 
maybe validity because parents don’t always get 
the questions right 

    

Weakness’ existing measurement tools: 
Weakness’ CP-QOL CHILD not always usable in 
LMICs 

    

Weakness’ existing measurement tools: 
Weakness’ CP-QOL CHILD the way questions are 
formulated 

    

Weakness’ existing measurement tools: 
Weakness’ existing measurement tool (too 
short is also not working) 

    

Weakness’ existing measurement tools: 
Weakness’ existing measurement tools ( no one 
that captures the full domains of QOL for 
children with CP in LMICS) 

    

Weakness’ existing measurement tools: 
Weakness’ existing tools (challenge with tools) 

    

Weakness’ existing measurement tools: 
Weakness’ existing tools (not measuring QOL 
but functional status) 

    

Weakness’ existing measurement tools: 
Weakness’ existing tools (relevance) 

    

Weakness’ existing measurement tools: 
Weakness’ existing tools (resource demanding) 

    

Weakness’ existing measurement tools: 
Weakness’ existing tools (there are not many) 

    

Weakness’ existing measurement tools: 
Weakness’ existing tools (translation) 

    

Weakness’ existing measurement tools: 
Weakness’ KIDSCREEN (Designed for Europe) 

    

Weakness’ existing measurement tools: 
Weakness’ KIDSCREEN (questions are not 
relevant) (2) 

    

Weakness’ existing measurement tools: 
Weakness’ KIDSCREEN (some questions are 
inappropriate) 

    

Weakness’ existing measurement tools: 
Weakness’ KIDSCREEN and CP-QOL CHILD was 
just me 
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Weakness’ existing measurement tools: 
Weakness’ KIDSCREEN-10 (too short) 

    

Weakness’ existing measurement tools: 
Weakness’ PEDI (not a lot on phycological 
issues) 

    

Weakness’ existing measurement tools: 
Weakness’ PEDI (paid version) 

    

Weakness’ existing measurement tools: 
Weakness’ PEDS-QL (did not capture the whole) 

    

Weakness’ existing measurement tools: 
Weakness’ PEDS-QL (negative) 

    

Weakness’ existing measurement tools: 
Weakness’ PEDS-QL (not being a strong 
measurement, not measuring well-being) 

    

Weakness’ existing measurement tools: 
Weakness’ PEDS-QL (not measuring well-being) 

    

Weakness’ existing measurement tools: 
Weakness’ PEDS-QL (scales not always 
understandable for parents) 

    

Weakness’ existing measurement tools: 
Weakness (illiterate hard to answer for parents) 

    

Weakness’ existing measurement tools: 
Weakness CP-QOL CHILD is not applicable for all 
settings and parents 

    

Weakness’ existing measurement tools: 
Weakness CP-QOL CHILD takes more time to 
administer because of additional explaining that 
needs to be done 

    

Weakness’ existing measurement tools: 
Weakness of the CP-QOL CHILD (severe levels 
can’t fill in relies on proxy) 
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 Appendix 5: Ethical Clearance   

 

 

 

RESEARCH ETHICS COMMITTEE 

 
Contact: Sandra Alba 

s.alba@kit.nl 

 

 
To: Bobbi van Kesteren 

bobbivk@hotmail.com 

  
Amsterdam, 19-5-2023 

Subject Decision Research Ethics Committee regarding S-212 

 

 
Dear Bobbi van Kesteren, 

 
The Research Ethics Committee (REC) of the Royal Tropical Institute has 
reviewed your application for a waiver for your thesis research on that was 
originally submitted on 26 April 2023 (S-212). The objective of the study is to 

examine how the quality of life of children with cerebral palsy (CP) can be 
measured in low- and middle-income countries. 

 
Your proposal has been exempted from full ethical review based 

on the following considerations: 

 
a) the participants will be involved in their professional capacity 

only; the issues to be covered in the topic list cover information 

related to the duties of the respondents and information in the 

public domain; questions related to any personal questions are 

not included; 

b) the participants will be asked informed consent before the data 

collection. This to make sure voluntary and informed 

participation is taking place and the participant can decide to 

decline or withdraw participation at any moment during the 

process without any effect on reputation, or other 

consequences; 

c) participating in this study does not bear any physical, 

psychological and/or socio-economical risk or discomfort; 

d) all information will be derived, processed, stored and published 

anonymously; 

e) the research has important social, educational or scientific value. 

 

This exemption means the REC has not conducted a full ethical review, which 

would include an assessment of the technical soundness of the research 

methodology. This waiver should thus not be interpreted as a full ethical 

clearance. Rather, based on the considerations above, the REC sees the risks 

for the participants as minimal in relation to the social, educational, or scientific 

value of the research. 

 
The Committee requests you to inform the Committee if substantive changes 

to the protocol are made. Moreover, the Committee requests you to send the 

mailto:s.alba@kit.nl
mailto:bobbivk@hotmail.com


58 
     

final report of the research containing a summary of the study’s findings and 

conclusions to the Committee, for research managing and training purposes of 

the REC. 

 

Wishing you all the best with your research, 
 

 
 

 
 

Sandra Alba 

Co-chair of the KIT REC 



 
 

 

 


