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Purpose: To evaluate disease-specific and generic instruments for measuring health-related quality of life in children with epilepsy.
Method: A search of MEDLINE and CINAHL databases was carried out using EBSCO Host and the following search terms: children, epilepsy, health-related quality of life, and subjective impact. Articles describing quality of life scales were reviewed to identify the most commonly used instruments that measured multiple quality of life domains, were available in English, and had available information on psychometric properties. Both epilepsy-specific and generic quality of life scales were evaluated. A MEDLINE and CINAHL search of terms – children, epilepsy, quality of life, and subjective impact – was conducted from 2009 to 2012 to identify any new instruments and to identify recent references for the most commonly used scales.
[bookmark: _GoBack]Results: Four epilepsy-specific scales and three generic quality of life scales were selected to be described. Of the generic scales reviewed, one has an epilepsy module and the other two have been used in research with children with epilepsy. In the 2012 review of the literature no additional instruments were found that were being used frequently enough to be added to the recommendations. Updated references were added.
Future Recommendations: In general, the pediatric quality-of-life scales are newer and thus less well developed than the scales for adults. At this time, no one scale was found to be sufficiently well studied to be recommended over the others for more general use (e.g., in clinical trials). Therefore, when selecting an instrument to measure quality of life in children with epilepsy, investigators are encouraged to consider the strengths and weaknesses of each of the instruments for their particular research purpose. All of the scales described here are relatively easy to use and involve parent-report and/or self-report. Some of the epilepsy-specific scales have been used in children with mild intellectual deficits (e.g., ICND, QOLCE) and the generic scale with the epilepsy specific module (DISABKIDS) was developed and tested in a number of countries in Europe. Because the epilepsy-specific instruments have primarily been developed relatively recently, additional information is especially needed on their psychometric properties when used with subpopulations of children with epilepsy. Although two of the general scales (CHQ, PedsQLTM) have had substantial development, they still are relatively new in their use with children with epilepsy. As mentioned previously in relation to adult scales, there are distinct advantages to including both a generic and an epilepsy-specific scale in a study.
List of Selected Instruments: The instruments described below were selected based on the number of publications and the breadth and depth of psychometric evidence for children with epilepsy. The instruments are described in the following order: four epilepsy-specific scales, generic scale with the epilepsy module, and two generic scales.

Epilepsy-Specific Health-Related Quality of Life Instruments
1. Instrument: Health Related Quality of Life (HRQOL)
Primary Reference:
Ronen GM, Ronen, DL, Streiner, PR, & the Canadian Pediatric Epilepsy Network. (2003). Health-related Quality of Life in Children with Epilepsy: Development and Validation of Self-report and Parent Proxy Measures. Epilepsia, 44:598-612.
Description: Developed in Canada, 2002. It has 25 items and 5 subscales which include interpersonal/social consequences; worries and concerns; intrapersonal/emotional; secrecy; and quest for normality. Child (8 years – 15 years) self-report and parent proxy scales each take approximately 15 minutes to complete.
Particular Features: If both the child and parental scales are used, a comparison of perceptions can be made.
Psychometric Properties: Internal consistency measured by Cronbach’s alpha coefficient was acceptable for all subscales, with all scores >0.63. Construct validity has been demonstrated. Items were originally derived from focus group discussions and the number reduced by clinical researchers through a judgmental item reduction process. Factor analysis was also carried out to identify subscales.
Reliability was evaluated with Cronbach’s coefficient with internal consistencies of 0.7 or higher for four subscales, 0.63 in the fifth subscale and 0.64 for one of the parent-proxy subscales.
Test-retest reliability was examined for each subscale with a second and third group of children and adults.
Correlations between mothers’ and children’s responses were low to moderate.
Sensitivity to Change: Untested
Relationships to other variables: The subscales were able to discriminate between groups of children (i.e., few versus more health problems) related to their epilepsy, with the exception of the “secrecy” subscale within the epilepsy group. There was a negative HRQL gradient in relation to seizure severity in the previous year for all subscales, and significantly negative correlation with AED toxicity and several subscales.
Strengths and Weaknesses:
Strengths: The subscales showed good to excellent discrimination between children with few versus more health problems related to their epilepsy.
Weaknesses: It is available in English only.
Copyright 2003 International League Against Epilepsy
Source for Materials and Permissions: Both scales are published in the above referenced article.
Gabriel M. Ronen, Room 3N11H, McMaster University, 1200 Main Street West, Hamilton, Ontario, L8S 4J9, Canada.
Website: Click here for the CDC HRQOL-14 "Healthy Days Measure" website
Other References:
Ronen GM, Rosenbaum P, Law M, & Streiner DL. (2001). Health-related quality of life in childhood disorders: a modified focus group technique to involve children. Quality of Life Research, 10, 71-9.
Ronen GM, Rosenbaum P, Law M, & Streiner DL. (1999). Health-related quality of life in childhood epilepsy: the results of children participating in identifying the components. Developmental Medicine and Child Neurology, 41, 554-9.
2. Instrument: Impact of Childhood Neurologic Disability Scale (ICND)
Primary Reference:
Camfield C, Breau L, & Camfield P. (2003). Assessing the impact of pediatric epilepsy and concomitant behavioral, cognitive, and physical/neurologic disability: Impact of Childhood Neurologic Disability Scale, Developmental Medicine and Child Neurology, 45, 152-159.
Description: Developed in Nova Scotia, Canada. There are 11 items related to the child’s or family’s life for each of four realms: epilepsy, cognition, behavioral, and physical/neurologic. The parent responds to a question about the effect each of the four realms on each of the following 11 areas: Overall health, Relationship with parents, Relationship with siblings, Relationship between adult respondent/partner, Relationship with child’s friends/peers, Social life-acceptability by others, Social life-number of activities, School-academics, Child’s self-esteem, Loss of original hopes for the child/self, and Family activities. Parents rate each of the same 11 questions for each of the 4 realms using a 4-point scale (3 = A lot, 2 = Some, 1 = A little, 0 = Not at all). There is also an option for “does not apply”. The time frame for the response is during the past 3 months. Maximum scores are 33 for each realm and 132 for the overall score. A higher score reflects greater impact on life. Parents rate their child’s overall quality of life on a scale from 1 (poor) to 6 (excellent). It takes about 12 minutes to complete.
Particular Features: The scale expands on a previous scale, Impact of Pediatric Epilepsy Scale (IPES), which was developed by the same authors and published in 2001. The scale was also referred to as the Impact of Childhood Neurologic Handicap scale (ICNH) in the article by Sherman et al. (2002).
Psychometric Properties:
Reliability: Internal consistency reliabilities (Cronbach’s alpha coefficients) were: total = 0.97, epilepsy = 0.78, cognition = 0.82, behavior = 0.79, and physical/neurologic = 0.65. Test-retest reliability over a 1-3 week period was 0.89.
Validity: Construct validity was tested using principal components analysis. Four factors were found, however, only one realm (epilepsy was found to be a factor). Other factors were: outside activity, social well-being, home life, and epilepsy. The ICND total score significantly differed between groups rated as high and low impact by physician rating. The quality of life scale differed between children with epilepsy only and those with epilepsy and other problems.
Sensitivity to Change: The epilepsy subscale was found to be responsive to changes in epilepsy severity over a 3-year time frame.
Relationships to other variables: Scores were not related to seizure frequency and number of prior AEDs. Total scores were related to self-esteem and emotional problems.
Strengths and Weaknesses:
Strengths: This parent-report scale can be used for a wide age range (ages 2 to 18 years) of children.
Weaknesses: There are a number of weaknesses including no information on generation of items and low empirical support for construct validity. In addition, it is only available in English and there is no youth-report version.
Source for Materials and Permissions: Carol Camfield, MD, Department of Pediatrics, Dalhousie University, Halifax, NS, camfield@dal.ca
Website: Wiley Online Library 
Other References:
Breau G M, Camfield C, Camfield P & Breau L. (2008). Evaluation of the Impact of Pediatric Epilepsy Scale. Epilepsy & Behavior, 13, 454-457.
Camfield C, Breau L, & Camfield P. (2001). Impact of pediatric epilepsy on the family: A new scale for clinical and research use. Epilepsia, 42, 104-112.
Cowan J & Baker GA. (2004). A review of subjective impact measures for use with children and adolescents with epilepsy. Quality of Life Research, 13, 1435-1443.
Sherman EMS, Slick DJ, Connolly MB, Steinbok P, Camfield C, Eyri KL, Massey C, & Farrell K. (2002). Validity of three measures of health-related quality of life in children with intractable epilepsy. Epilepsia, 43, 1230-1238.
3. Instrument: Quality of Life in Childhood Epilepsy (QOLCE)
Primary Reference:
Sabaz M, Cairns D, Lawson J, Nheu N, Bleasel A & Bye A. (2000). Validation of a new quality of life measure for children with epilepsy, Epilepsia, 41(6), 765-774.
Description: Developed in Australia, 1999. This health related quality of life instrument is specific for children with epilepsy and covers 5 domains; physical function (12 items), emotional well- being (19 items), cognitive function (23 items), social function (12 items) and behavior (23 items). There are also 2 generic subscales for general overall quality of life and general health. Questions are answered by the parents about the previous 4 week time period. It takes 30 minutes to complete. Scoring is 0 – 100 points with higher scores indicating better quality of life.
Particular Features: The scale is completed by a parent or guardian.
Psychometric Properties: Reliability – 13 multi-item scales had internal consistency (Cronbach’s α) reliabilities that exceeded 0.70 (range 0.72 to 0.93). The overall QOL score had an internal consistency reliability of 0.93. Support has been found for convergent, construct, and discriminant validity.
Sensitivity to Change: The instrument has been found to be sensitive to differences in seizure severity and medication effects.
Relationships to other variables: The majority of the individual QOL subscales were ranked worse as seizure severity increased. Memory and language subscales were adversely affected by number of antiepileptic medications.
Strengths and Weaknesses:
Strengths: Each subscale measures a unique aspect of health related quality of life.
Weaknesses: Validation done with guardians of children with refractory epilepsy. It is available in English and for parental report only.
Source for Materials and Permissions: The scale is published in the following article.
Mark Sabaz, Department of Pediatrics, Sydney Children’s Hospital, Randwick, 2031, NSW, Australia.
Other References:
Ferro MA, Avison WR, Campbell MK, Speechley KN. (2011). The impact of maternal depressive symptoms on health-related quality of life in children with epilepsy: A prospective study of family environment as mediators and moderators. Epilepsia, 52(2), 316-325.
Ferro MA, Avison WR, Campbell MK, Speechley KN. (2011). Prevalence and trajectories of depressive symptoms in mothers of children with newly diagnosed epilepsyl Epilepsia, 52(2),326-336.
Mikati MA, Ataya N, Ferzli J, Kurdi R, El-Banna D, Rahi A, Shamseddine A, Sinno D, Comair Y. (2010). Quality of life after surgery for intractable partial epilepsy in children: A cohort study with controls. Epilepsy Research, 90,207-213.
Sabaz M, Lawson JA, Cairns DR, Duchowny MS, Resnick TJ, Dean PM, & Bye AM. (2003). Validation of the quality of life in childhood epilepsy questionnaire in American epilepsy patients. Epilepsy & Behavior, 4(6), 680-91.
Sabaz M, Cairns DR, Bleasel AF, Lawson JA, Grinton B, Scheffer IE, & Bye AM. (2003). The health-related quality of life of childhood epilepsy syndromes, Journal of Paediatric Child Health, 39(9), 690-6.
Sabaz M, Cairns DR, Lawson JA, Bleasel AF, & Bye AM. (2001). The health-related quality of life of children with refractory epilepsy: a comparison of those with and without intellectual disability. Epilepsia, 42(5), 621-8.
4. Instrument: Quality of Life in Epilepsy Inventory for Adolescents –(QOLIE-AD-48)
Primary Reference:
Cramer JA, Westbrook LE, Devinsky O, Perrine K, Glassman MB, & Camfield C. (1999). Development of the quality of life in epilepsy inventory for adolescents: the QOLIE-AD-48. Epilepsia, 40, 1114-1121.
Description: Developed and copyrighted in 1999 by the QOLIE Development Group.
This is a health related quality of life survey for adolescents, ages 11 to 17 years, with epilepsy.
It contains 48 items in 8 subscales: epilepsy impact (12 items); memory/concentration (10 items); attitudes toward epilepsy (4 items); physical functioning (5 items); stigma (6 items); social support (4 items); school behavior (4 items); health perceptions (3 items).
There is a total summary score (0 – 100 points) with higher scores indicating better HRQOL. Questions pertain to the 4 weeks prior to taking the survey. It takes 20 minutes to complete.
Particular Features: Combination of generic and epilepsy items specific to adolescents. The scale is only available for adolescent self-report.
Psychometric Properties: Internal construct validity was demonstrated in a single-factor solution for the eight dimensions. All correlations were statistically significant at p < 0.05 level. Internal consistency reliability estimated by Cronbach's α coefficient was 0.74 for the summary score and ranged from a low of 0.52 (three-item Health Perceptions Scale) to 0.73-0.94 for the other individual scales. Good test-retest reliability was found for the overall measure (0.83). Summary score correlations with the two external validity scales, self-efficacy and self-esteem were 0.65 and 0.54, respectively.
Sensitivity to Change: Not tested.
Relationships to other variables: Statistically significant differences in summary scores indicated that HRQOL was increasingly better for adolescents as seizure severity decreases (no seizures = 77 ± 13, low = 70 ± 17, high = 63 ± 17) were found among seizure-severity groups.
Strengths and Weaknesses:
Strengths: The scale has been widely used and has been translated into a number of other languages including Chinese, Portuguese, Serbian, Spanish
Weaknesses: There is no parent version.
Source for Materials and Permissions:
QOLIE Development Group
Joyce A. Cramer
Other References:
Cowan J & Baker GA. (2004). A Review of Subjective Impact Measures for Use with Children and Adolescents with Epilepsy. Quality of Life Research, 13(8), 1435-1443.
Devinsky O, Vickrey BG, Perrine K, Hermann B, Meador K & Hays RD. (1995). Development of an instrument of health-related quality of life for people with epilepsy. Epilepsia, 36, 1089-104.
Taylor J, Jacoby A, Baker GA, Marson AG. (2011). Self-reported and parent-reported quality of life of children and adolescents with new-onset epilepsy. Epilepsia, 52(8), 1489-1498.
Generic Health-Related Quality of Life Instrument with an Epilepsy Module
5. Instrument: The DISABKIDS chronic generic module (DCGM-37)
Primary Reference:
Simeoni M C, Schmidt S, Muehlan H, Debensason, D, Bullinger M, & Group T D. (2007). Field testing of a European quality of life instrument for children and adolescents with chronic conditions: the 37-item DISABKIDS Chronic Generic Module. Quality of Life Research, 16(5), 881-893.
Description: This quality of life in chronic disease tool was developed concurrently by researchers from seven European countries (Austria, France, United Kingdom, Netherlands, Sweden, Greece and Germany), all following the same steps. In addition to the generic module, there are 7 disease-specific modules, one of which is epilepsy.
The DISABKIDS chronic generic module (DCGM-37) has three domains, each including two dimensions for a total of 37 items: physical domain including a limitations dimension (6 items) and a treatment dimension (6 items), mental domain including an independence dimension (6 items), and an emotion dimension (7 items), and social domain including an inclusion dimension (6 items), and an exclusion dimension (6 items). All items are scored on a Likert scale of 1 to 5 (1=excellent or problem is never, 5=poor or problem is always).
Scores are averages of the total scores for a dimension. The dimension can be scored if there is no more than one item missing for the dimension. The total health related quality of life is the sum of all dimensions scores rescaled (and transposed) to 0-100, with 100 being the highest quality of life.
The instrument has been validated for use in the following languages: English, French, German, Dutch, Greek, and Swedish. All forms of the instrument appear in all these languages.
It is usable for children between the ages of 8 to 16 years. There is a proxy version.
There is a short version with only 12 questions, covering the same domains, which should be used more for screening purposes.
There is a DISABKIDS Smiley form for children 4-7 years old or children who have not reached reading ability. It takes approximately 5 minutes to complete.
The epilepsy module has been developed as a supplement to the chronic generic module and includes two scales - Impact which includes anxiety about having seizures and the potential public stigma (5 items) and Social which assesses self-esteem and comparison to others (5 items), in both child and parent versions for the 8-16 year olds and a proxy/parent version for the 4-7 year olds.
Particular Features: The instrument can be done either by paper or using a computer program called RUNQUEST with very minimal computer hardware requirements.
The DISABKIDS is copyrighted and is available for cost.
Psychometric Properties:
Internal consistency reliabilities (Cronbach's alpha) between 0.70-0.87 and test-retest reliability (ICC: 0.71-0.83).
Discriminant validity was shown by girls showing lower quality of life than boys on the physical and emotional domains, adolescents showing lower emotional scores than younger children, family affluence is associated with higher quality of life in all domains and dimensions as is a higher score on the Clinical Global Impression scale.
Internal consistency values on the epilepsy scale are α =0.90 for the Impact scale, and 0.83 for the Social scale.
Sensitivity to change: Not tested.
Relationships to other variables: DISABKIDS were related to the International Classification of Functioning, Disability and Health (ICF) scales and showed differences and similarities between generic and condition-specific DISABKIDS modules.
Strengths and Weaknesses:
Strengths: The chronic generic module can be used in conjunction with any of the condition specific modules including the epilepsy module. It has a wide age range. It is available to use internationally because of the concurrent development process in several countries.
Weaknesses: Not used or validated in the US. Copyrighted
Source for Materials and Permissions:
Prof. Dr. Monika Bullinger
Department of Medical Psychology
University Hospital of Hamburg-Eppendorf
Martinistr. 52, Pav. 69
20246 Hamburg
Germany
Tel.: +49-40-42803-6430
Fax: +49-40-42803-4940
Email: bullinger@uke.uni-hamburg.de
The DISABKIDS group holds the copyright for all DISABKIDS Core Instruments and DISABKIDS Disease Modules. There may be fees for usage.
DISAKIDS website.
Other References
Schmidt S, Debensason D, Muhlan H, Petersen C, Power M, Simeoni MC, Bullinger M & The European DISABKIDS Group. (2006). The DISABKIDS generic quality of life instrument showed cross-cultural validity. Journal of Clinical Epidemiology, 59(6), 587-98.
Baars RM, Atherton CI, Koopman HI, Bullinger M, Power M, & The DISABKIDS Group. (2005). The European DISABKIDS project: development of seven condition-specific modules to measure health related quality of life in children and adolescents. Health and Quality of Life Outcomes. Health and Quality of Life Outcomes document
Petersen C, Schmidt S, Power M, Bullinger M & The DISABKIDS Group. (2005). Development and pilot-testing of a health-related quality of life chronic generic module for children and adolescents with chronic health conditions: a European perspective. Quality of Life Research, 14(4), 1065-77.
Fava L, Muehlan H, & Bullinger M. (2009). Linking the DISABKIDS modules for health-related quality of life assessment with the International Classification of Functioning, Disability and Health (ICF). Disability Rehabilitation, May [Epub ahead of print].
6. Instrument: Child Health Questionnaire (CHQ)
Primary Reference:
Landgraf JM, Abetz L, & Ware JE, (1996). The CHQ user’s Manual. First Edition. Boston, MA: The Health Institute, New England Medical Center.
Description: This is a comprehensive quality of life scale that was developed in 1996 to be used across a diverse group of children and health conditions.
There are two major summary scores: Physical Well-Being and Psychosocial Well-Being. Concept areas measured are: Physical Functioning (PF), Role/Social Physical (RP), General Health Perceptions (GH), Bodily Pain (BP), Parental Impact-Time (PT), Parental Impact-Emotional (PE), Role/Social Emotional, Role/Social Behavioral, Self-Esteem (SE), Mental Health (MH), General Behavior (BE), Family Activities (FA), Family Cohesion (FC), and Change in Health (CH). There are three parent-completed versions for children as young as 5 years (PF98 items, PF50 items, and PF28 items) and one version for children ages 10 years and older to complete (CF87 items). Parents and children respond to items based on the past four weeks. Scores for each subscale are converted to a 0 to 100 scale with higher scores reflecting better functioning.
Particular Features: There are norms for general population children and a manual is available that contains a disc to use for scoring.
Psychometric Properties:
Reliability: Internal consistency reliabilities for epilepsy samples were > 0.70 for scales with the exception of general health and parent impact-time scales. Higher retest scores with small effect sizes were found on test-retest reliability.
Validity: Discriminant validity results reported in the manual show subscale scores were correlated with similar scales on other quality of life scales in populations with epilepsy.
Sensitivity to Change: Findings with test-retest reliability make these findings difficult to interpret.
Relationships to other epilepsy-related variables: Children with idiopathic syndromes had higher scores on the majority of CHQ subscales than children with symptomatic syndromes.
Strengths and Weaknesses:
Strengths: This general health-related quality of life scale has been tested in children with a variety of chronic conditions including 31 children with epilepsy. The PF50 and PF28 scales have been translated in to more than 60 languages and the CF87 scale has been translated into more than 20 languages. There are self-report versions as well as an interview scripts available to be used. On the other hand,
Weakness: The ceiling effects found for four subscales and the test-retest reliability problems found for five subscales limits its use for testing effects of interventions.
There are no items specific to epilepsy.
Source for Materials and Permission:
Copyright Holder: HealthActCHQ
Website: Click here for the HACHQ website
Cost: Information on cost and using the scale is contained on the website.
Other References:
Baca CB, Vickrey BG, Hays RD, Vassar SD. (2010). Differences in child versus parent reports of the child’s health-related quality of life in children with epilepsy and healthy siblings. Value in Health, 13(6), 778-786.
Gilliam F, Wyllie E, Kashden J, Faught E, Kotagel P, Bebin M, Wise M, Comair Y, Morawetz R, & Kuzniecky R. (1997). Epilepsy surgery outcome: comprehensive assessment in children. Neurology, 48, 1368-1374.
Raat H, Landgraf JM, Bonsel GJ, Gemke RJBJ, & Essink-Bot ML. (2002). Reliability and validity of the child health questionnaire-child form (CHQ-87) in a Dutch adolescent population. Quality of Life Research, 11, 575-581.
Sabaz M, Caims DR, Bleasel AF, Lawson JA, Grinton B, Scheffer IE, & Bye AME. (2003). The health-related quality of life of childhood epilepsy syndromes. Journal of Pediatric Child Health, 39, 690-696.
Sabaz J., Lawson JA, Carns DR, Duchowny MS, Resnick TJ, Dean PM, & Bye AME. (2003). Validation of the Quality of Life in Childhood Epilepsy Questionnaire in American epilepsy patients. Epilepsy & Behavior, 4, 680-691.
7. Instrument: Pediatric Quality of Life Inventory (PedsQLTM)
Primary Reference:
Varni JW, Seid M, & Kurtin PD. (2001). PedsQLTM 4.0: Reliability and validity of the pediatric quality of life inventory Version 4.0 generic core scales in healthy and patient populations. Medical Care, 38(8), 800-812.
Description: Developed in the US in 1998
The PedsQLTM 4.0 Measurement Model is a modular approach to measuring health-related quality of life (HRQOL) in healthy children and adolescents and those with acute and chronic health conditions. The PedsQLTM Measurement Model covers 4 domains: physical (8 items), emotional (5 items), social (5 items) and school (5 items). It provides a total scales score from 23 items, of which 8 are for physical health summary score and 15 are for psychosocial health summary score.
The instrument takes 4 minutes to complete and is translated in multiple international languages including broadcast Spanish. It is usable for parents/guardians of children between the ages of 2 to 18 years (in 4 age groups) and child versions are available for all age groups except the 2-4 years old.
Particular Features:
PedsQLTM Disease-Specific Modules are available for asthma, arthritis, cancer, cardiac disease, and diabetes. There is no module at this time for epilepsy.
Psychometric Properties:
Reliability – over all 23 multi-item scales had internal consistency reliabilities averaging 0.80. The total scale score had α=0.88 for child and α=0.90 for parent report.
Validity of scales: Distinguishes between healthy children and children with acute and chronic health conditions; distinguishes disease severity within a chronic health condition.
Sensitivity to change: One article showed that children with epilepsy had impairments in HRQOL but there were no differences in the parent proxy scorings between a single seizure population and a newly diagnosed untreated population. Therefore it is likely that the PedsQLTM will not be sensitive to change as a result of treatment of epilepsy.
Relationships to other variables: One article showed that HRQOL in siblings of children with intractable epilepsy may also be lower than average.
Strengths and weaknesses:
Strengths: Short and easy to complete. Widely used and validated in US. has many translations.
Weaknesses: No epilepsy module. It is an overall quality of life tool that does not focus on either epilepsy or its treatment. Few studies in pediatric epilepsy used this tool (one in the German version).
Source for Materials and Permission:
Click here for the PedsQL Website
Click here for Questionnaire Licensing information
The PedsQLTM scales, modules and translations are copyrighted. The conditions for use of the PedsQLTM scales, modules and translations differ by user. The license fee for using the PedsQLTM scales, modules and translations, varies according to the study type and financing.
Other References:
Felder-Puig R, Frey, E., Proksch K, Varni, JW, Gadner H, & Topf R. (2004). Validation of the German version of the Pediatric Quality of Life Inventory (PedsQLTM) in childhood cancer patients off treatment and children with epilepsy. Quality of Life Research: An International Journal of Quality of Life Aspects of Treatment, Care and Rehabilitation, 13(1), 223-34.
Hao Y, Tian Q, Lu Y, Chai Y, Rao S. (2010). Psychometric properties of the Chinese version of the Pediatric Quality of Life InventoryTM 4.0 generic core scales. Quality of Life Research, 19, 1229-1233.
Modi, AC, King, AS, Monahan SR, Koumoutsos, JE, Morita, JA, & Glauser, TA. (2009). Even a single seizure negatively impacts pediatric health-related quality of life. Epilepsia, 50(9), 2110-6.[Epub Jun 1].
Wood, LJ, Sherman, E, Hamiwka LD, Blackman M, & Wirrell E. (2008). Depression, anxiety, and quality of life in siblings of children with intractable epilepsy. Epilepsy &Behavior, 13(1), 144-148.
Varni, JW, Limbers, CA. (2009). The pediatric quality of life inventory: Measuring pediatric health-related quality of life from the perspective of children and their parents. Pediatric Clinics of North America, 56(4), 843-63.
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