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Introduction

The Quality of Life in Autism Questionnaire (QoLA) was developed to measure parental
quality of life (QoL) in the context of caring for a child with Autism Spectrum Disorder (ASD),
henceforth referred as ‘autism’. Although generic QoL instruments exist, parents of autistic
children often encounter unique challenges that these generic measures may not adequately
capture. The QoL A addresses this gap by providing a measure specifically designed around the
needs and experiences of parents or primary caregivers. This manual includes background on
the questionnaire’s development, psychometric validation, cultural adaptations, and practical
applications. It also provides troubleshooting advice to address potential challenges in
administration and interpretation across 41 countries and 128 teams as of June 2025. By using
the QoLA instrument, stakeholders can better understand the wellbeing of parents and the

impact of autism on families, enabling more targeted interventions.

Purpose of the Manual

The QoL A Manual serves as a comprehensive guide for researchers, clinicians, and advanced
students (PhD or postgraduate level) seeking to administer, score, interpret, or adapt the QoLA
in clinical, research, or program evaluation contexts. Additionally, a supplementary
information sheet has been developed specifically for parents, providing guidance on how to

utilise the QoL A instrument.

Summary of the QoL A Instrument

The QoLA (Appendix 1) consists of two subscales:
Part A: Quality of Life Subscale — Measures general parental QoL, including overall
well-being, stress levels, and satisfaction with relationships and support systems.
Part B: Impact of Autism Symptoms Subscale — Assesses the the impact of autism-
specific challenges on daily life, including social communication difficulties, emotional

regulation, and routine changes.

This questionnaire is designed to be used in clinical and research settings and has been
validated in multiple languages and cultural contexts. This manual provides a comprehensive

guide on administering, interpreting, and adapting the QoLA for research and clinical use



across different cultural contexts. As of February 2025, the QoL A has been implemented in

over 40 countries and adopted by 123 research teams worldwide.

Terminology Update

This manual reflects a language update aligned with the preferences of the autistic
community:

- The term “autism” replaces “ASD” throughout the document.

- The term “autistic child” replaces “child with ASD” where applicable.

- This change ensures the manual remains inclusive and reflects current best practices
in autism research and advocacy.

Outline of Chapters

Below is a concise guide to each chapter in this manual:

Chapter 1: Development of the QoLA
This chapter provides the rationale for creating a QoL measure specific to parents of autistic
children. It reviews the existing literature, conceptual frameworks, and step-by-step

development process, including literature reviews, expert consultations, and pilot testing.

Chapter 2: Psychometric Properties of the QoLA
This chapter details the research design and sample characteristics used to develop and validate
the QoLA instrument. It presents key findings on the instrument’s reliability, validity, and

internal consistency, establishing its psychometric robustness.

Chapter 3: Preparation and Administration of the QoLA
This chapter offers guidance on accessing and using the QoL A in clinical or research settings.
It includes step-by-step instructions for administration, participant engagement, and ensuring

data quality during implementation.

Chapter 4: Cultural Adaptation and Translation of the QoLA



This chapter outlines the methodology for adapting the QoLA to different cultural contexts. It
discusses translation protocols, cultural validation processes, and strategies for ensuring

linguistic and conceptual equivalence.

Chapter 5: Scoring and Interpretation of the QoLA
This chapter explains the scoring procedures for the QoLA, including handling missing data,
interpreting subscale and total scores, and using scoring outcomes to inform research or clinical

practice.

Chapter 6: Use of QoLA Across Cultures
This chapter explores the challenges and opportunities in using the QoLA in cross-cultural
contexts. It includes examples of applications in different regions and provides troubleshooting

advice for common implementation issues.

Chapter 7: Proposed Uses of the QoLA
This chapter highlights the versatility of the QoLA, detailing its applications in areas such as
policy evaluation, program assessment, and international research. It emphasises its value for

both individual and population-level analyses.

Chapter 8: Training and Capacity Building
This chapter provides recommendations for building capacity to use the QoLA, including
training for researchers and practitioners, workshop design, and strategies for evaluating

implementation success.

Appendices
The appendices contain the full QoL A instrument, checklists for cultural adaptation, sample

case studies, and additional resources to support implementation and research.



Chapter 1 — Development of the QoL A

1.1 Introduction and Conceptual Background

Autism is a lifelong neurodevelopmental condition characterised by impaired social interaction,
communication difficulties, and restricted or repetitive behaviours and interests (Eapen et al.,
2014; Schalock, 1996). Estimates suggest that autism affects around 1 in 88 persons, and its
prevalence is reported to be rising worldwide (Eapen et al., 2014). Researchers and clinicians
broadly agree that genetic vulnerability interacts with early developmental processes—
particularly social-attentional deficits—to shape the ensuing cascade of autistic features
(Schalock, 1996). Such features affect children’s developmental trajectories as well as the

wider family system, including parents and caregivers (Eapen et al., 2014).

Parenting an autistic child often imposes emotional, social, financial, and physical demands
(Eapen et al., 2014; Schalock, 1996). A robust body of research demonstrates elevated stress
and psychological distress among parents of autistic children, in comparison both to parents of
typically developing children and to those caring for children with other developmental
conditions (e.g., Down syndrome, fragile X syndrome) (Eapen et al., 2014). Reported family-
level challenges include heightened family stress, strained social support systems, and
increased financial burden due to specialised healthcare, therapeutic, or educational needs

(Eapen et al., 2014; Schalock, 1996).

Within this context, QoL has emerged as a holistic construct that can capture both health-
related and non-health-related domains of functioning (World Health Organisation (WHO),
2009). The WHO defines QoL as 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” (WHO, 2023). This definition underscores that QoL is
a subjective concept deeply informed by personal values, cultural environment, and individual

aspirations (WHO, 2023).

Acknowledging autism’s pervasive and lifelong impacts, the family context is a crucial arena
in which QoL should be considered (Schalock, 1996). For parents and caregivers, the concept
of QoL extends beyond the child’s diagnostic features to include emotional wellbeing, social

inclusion, interpersonal relationships, physical health, and material resources—all of which



may be significantly affected by the demands of raising an autistic child (Eapen et al., 2014;
Schalock, 1996).

Indeed, while generic QoL measures (such as the WHOQOL-BREF, Short Form Health
Surveys, or the EuroQol Five Dimensional Questionnaire) offer broad assessments of well-
being, they often lack specificity regarding the unique challenges faced by families of autistic
children—particularly issues like restricted/repetitive behaviours, sensory sensitivities, and
social communication deficits (Eapen et al., 2014). Furthermore, although there are family QoL
scales for broader developmental disabilities, many do not incorporate the nuanced, autism-
specific factors known to impact parents’ daily experiences (e.g., parental perceptions of their
child’s social communication difficulties, rigidity around routines, or problematic behaviours

such as aggression) (Schalock, 1996).

Recognising the importance of culturally sensitive, multidimensional assessment, the
development of an autism-focused QoL measure for parents has been highlighted by multiple
researchers (Eapen et al., 2014; Ramdasan et al., 2024). Condition-specific questionnaires may
increase sensitivity to small yet significant changes in parental adjustment, improve the
evaluation of interventions, and facilitate tailored service planning (Eapen et al., 2014). Thus,
the Quality of Life in Autism Questionnaire (QoLA) was conceptualised to address the
subjective and context-specific nature of QoL, while incorporating autism-specific themes that
parents consistently identify as major contributors to their overall wellbeing (Eapen etal., 2014;

Ramdasan et al., 2024).
1.2 Rationale for Development
Several key considerations motivated the creation of the QoLA questionnaire (Eapen et al.,

2014):

Figure 1: Six Rationales for Developing the QoL A
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1.2.1 Growing Recognition of Parental Stress

Empirical studies consistently document heightened levels of stress and emotional burden in
parents of autistic children (Eapen et al., 2014). Parents have expressed the need for a validated
tool that not only quantifies their well-being but also acknowledges the unique stressors they

face—something generic QoL measures often fail to capture in depth (Schalock, 1996).

1.2.2 Limitations of Existing Instruments

While a number of measures (e.g., WHOQOL-BREF, SF-36) are well-established and have
broad applications, they do not specifically address the family context of raising an autistic
child (Eapen et al., 2014)). Generic measures can overlook key dimensions such as problematic
behaviours, restricted routines, or sensory challenges, all of which can profoundly affect a

parent’s day-to-day functioning and emotional equilibrium (Schalock, 1996).

1.2.3 Need for Condition-Specific Sensitivity

A tailored measure was required to ensure sufficient sensitivity when evaluating programs and
therapies aimed at supporting parents (Eapen et al., 2014). By isolating factors unique to
autistic caregiving, clinicians and researchers can detect meaningful differences or changes in

parental QoL before they become apparent in more generalised scales (Schalock, 1996).



1.2.4 Clinical and Research Utility

The QoLA is intended to serve both clinical and research contexts (Eapen et al., 2014).
Clinicians can use results to guide interventions, focusing on the specific areas of a parent’s
life most affected by autismrelated challenges (Schalock, 1996). Researchers benefit from a
psychometrically sound tool designed for quantitative studies, treatment outcome research, and

program evaluation in autismpopulations (Eapen et al., 2014).

1.2.5 Alignment with Broader QoL Models

Contemporary models—such as Schalock et al.’s approach to QoL in disabilities—highlight
eight domains (e.g., emotional wellbeing, material wellbeing, social inclusion) that are central
to an individual’s overall QoL (Schalock, 1996). The QoLA adapts and extends these concepts
to reflect the distinct experiences of parents with children on the autism spectrum, ensuring
alignment with widely recognised QoL frameworks while focusing on parental experiences

rather than an individual child’s perspective (Eapen et al., 2014; Schalock, 1996).

1.2.6 Holistic Approach to Health and Wellbeing

The QoLA aligns with the holistic perspective on health championed by the World Health
Organisation, emphasising physical, mental, and social wellbeing as integral components of
overall health (WHO, 2023). By tapping into both autism-specific issues and general domains
of functioning, the QoL A promotes a broad, person-centred appreciation of what “health” and

“wellbeing” mean for parents caring for a an autistic child (Eapen et al., 2014).

1.3 Conceptual Framework

1.3.1 QoL Domains Covered by QoLA

Table 1 (adapted from Eapen et al., 2014; Schalock, 1996) below shows the QoLA Part A
mapped against Schalock et al.’s (1996) eight theoretical domains of QoL and the 26 items of
the WHOQOL-BREF, a widely used pre-existing measure QoL (Eapen et al., 2014; Schalock,
1996).

Table 1: Mapping the QoLA Against Schalock’s Domains and the WHOQOL (Adapted from
Eapen et al., 2014: Schalock, 1996)
Schalock’s Description QoLA items (Part A — QoL WHOQOL-

domain subscale) BREF items




Emotional Levels of parental (1) I am satisfied with my life | 1
wellbeing stress, anxiety, (2) I feel stressed*
depression, and (3) I feel happy and content 5
overall positive affect, | (4) I feel depressed or 26
reflecting parents’ anxiousx*
ability to cope (5) I feel good about myselfas | 19
emotionally with a person
caregiving challenges
Interpersonal | The quality of (6) I am satisfied with my 20
relationships | relationships with close relationships
family, friends, and (7) People are there for me 22
community, when I need them
emphasising the (8) I am satisfied with my
support network social life
available to parents (9) I am satisfied with my
family life
Material Parents’ satisfaction (10) I am satisfied with my 12
wellbeing with financial financial situation
stability, housing, and | (11) I am satisfied with where | 23
the ability to meet [ live
personal and family (12) I have enough money to
needs, which can meet my needs
impact caregiving
capacity
Personal Opportunities for (13) I am satisfied with my
development | personal growth, achievements

learning, and pursuing
goals outside of
caregiving
responsibilities,
contributing to a sense
of purpose and

fulfilment




Physical Overall health (14) I am satisfied with my 2
wellbeing perceptions, physical | general health
vitality, and lifestyle (15) I have a healthy lifestyle
factors, though the (16) I am satisfied with my 14
primary focus of the leisure activities
QoLA is on emotional | (17) Health problems stop me | 3
and social aspects doing things that I want to*
Self- The degree to which (18) I feel in control of my life
determination | parents feel in control | (19) I set and achieve goals in
of their lives, make my life
independent (20) I can make a plan of
decisions, and achieve | action and follow it
personal goals amid (21) I make my own decisions
caregiving demands
Social Parents’ sense of (22) I feel guilty=*
inclusion belonging to a (23) I am part of a community
community, access to | (24) I can get the support that I
social resources, and | need from the community
participation in social
activities, which are
often impacted by
stigma and isolation
associated with autism
Rights Satisfaction with (25) I am able to get to where I | 15, 25
access to essential need to
services, personal (26) I feel safe in my everyday | 8
safety, and respect life
within their daily (27) I feel respected in my
lives, highlighting everyday life
structural and societal | (28) I am satisfied with the 24
factors influencing availability of health
QoL services




*Item is reverse scored.

These domains collectively provide a holistic view of the parental experience and are essential
for evaluating and improving the well-being of caregivers of autistic children (Eapen et al.,
2014; Schalock, 1996). Please note that, not all the items of the QoL A Part A had a counterpart
in the WHOQOL and vice versa, partly due to the autism-specific nature of the QoL A and the
more general reach of the WHOQOL. All Schalock’s domains, however, are represented in

Part A of the QoL A (Schalock, 1996).

Part B of the QoL A (Appendix 1), the impact of autistic symptoms subscale, integrates DSM-
relevant domains of functioning to tap into the day-to-day challenges that parents experience
(Eapen et al., 2014). It was conceptualised as a proxy measure of a quality of life for a autistic
child, given that some autistic children may not be able to engage meaningfully with a self-
report questionnaire (Ramdasan et al., 2014). As such, Part B items (see Table 2) consist of
widely recognised common features of autism (many of which appear in measures for the
assessment of autism, such as the Social Communication Questionnaire (SCQ) and Vineland
Adaptive Behaviour Scales-II (VABS-II), both of which are copyright instruments whose items
cannot be reported here) with the objective being to rate the impact of each feature (Eapen et
al., 2014). If the feature is not present for the child, it is given an impact rating of 0. Thus, the
total score for QoL A Part B represents an objectively grounded rating of impact on the QoL of
an autistic child (Schalock, 1996).

1.3.2 Integration with Schalock’s QoL Model

Schalock’s QoL framework provided a robust foundation for the development of the QoLA,
ensuring that each item was relevant, culturally sensitive, and theoretically grounded (Schalock,
1996). Autism-specific aspects were incorporated by aligning items with DSM-5 criteria and

recognised autistic symptomatology (Eapen et al., 2014).
1.4 Steps in Development
The QoLA development process was made up of several stages (see Table 2) (Eapen et al.,

2014).

Table 2: Stages in the Development of the QoL A (Adapted from Eapen et al., 2014)




Stage Method Description Outcome

(1) Concept Literature review; Working definition | Establish a conceptual
clarification Expert consultations; | of QoL and relevant | framework
and domains for parents | encompassing general
Initial interviews of autistic children. | life and autistic-specific
with parents and factors.

service providers.

(2) Item Focus groups; Initial question pool | Generate items
generation Interviews; and and domains reflecting parental QoL
Thematic analysis to | covering QoL and and autism-related
refine draft questions. | autistic-specific concerns.

impacts.

(3) Pilot testing | Pilot testing with 20 | Expanded QoLA Test item relevance and
families; and with refined items clarity in a real-world
Structured feedback | and two subscales: | setting.

on items. Part A (overall
QoL) and Part B
(autistic-specific

impacts).

(4) Refine and Statistical analysis Final 48-item QoLA | Finalise a

finalise and expert review for | with scoring scheme | psychometrically robust
clarity and for Part A and Part | measure capturing
consistency. B. parental QoL.

1.4.1 Step 1 — Concept Clarification

The first stage involved a comprehensive literature review on the QoL of parents caring for
autistic children (Eapen et al., 2014). This was supplemented by consultations with a
multidisciplinary expert panel consisting of professionals from psychiatry, psychology,
occupational therapy, and speech therapy (Schalock, 1996). Initial interviews were conducted
with parents and caregivers, as well as with service providers working with families of autistic
children (Eapen et al., 2014). These efforts culminated in a working definition of QoL specific
to this population (Eapen et al., 2014). Key QoL domains were identified based on existing

broad QoL models, generic QoL measures, and considerations from DSM diagnostic criteria



(Schalock, 1996). The primary objective of this stage was to establish a theoretical and
conceptual framework for the QoLA (Eapen et al., 2014). This framework needed to reflect
both general life domains, such as emotional wellbeing and social relationships, and autism-

specific factors, such as the impact of autistic symptoms on family life (Ramdasan et al., 2024).

1.4.2 Step 2 — Item Generation

The second stage focused on gathering insights from stakeholders through focus groups and
semi-structured interviews with parents, clinicians, and consumer group representatives (Eapen
et al., 2014). Thematic analysis of the transcripts was conducted to identify common issues
affecting QoL (Schalock, 1996). Based on these findings, an initial pool of questions was
developed, covering both overall QoL and the perceived impact of autism-specific symptoms
(Eapen et al., 2014). The draft items were iteratively refined, incorporating feedback from
participants and an expert panel (Eapen et al., 2014; Schalock, 1996). This process resulted in
the creation of a comprehensive set of domains and facets that were deemed critical for
assessing the QoL of parents with children on the autism spectrum (Eapen et al., 2014).
Preliminary response formats, such as Likert scales, were also developed to facilitate item

scoring (Schalock, 1996).

1.4.3 Step 3 — Pilot Testing

In the third stage, a pilot version of the QoL A was administered to a small sample of 20 families
with a diagnosed autistic child (Eapen et al., 2014). Participants provided structured feedback
on the relevance, clarity, and appropriateness of the items and response formats (Ramdasan et
al., 2024). Items rated as unimportant by more than 60% of participants were flagged for
removal or revision. Wording adjustments were made to improve readability and
comprehension (Eapen et al., 2014). This stage also introduced two distinct subscales: Part A,
which focused on overall parental QoL, and Part B, which assessed the impact of autism-
specific behaviours (Ramdasan et al., 2024). By the end of this stage, the QoL A had achieved
face validity and content validity, effectively capturing the key issues faced by families (Eapen
etal., 2014).

1.4.4 Step 4 — Refine and Finalise
The final stage involved statistical analysis of the pilot data, including item-total correlations
and checks for internal consistency (Eapen et al., 2014). Items with poor discrimination were

omitted, and the remaining items were further refined based on expert panel feedback



(Schalock, 1996). Redundancy was minimised, and clarity was enhanced across all items
(Eapen et al., 2014). The resulting QoLA consisted of 48 items, divided into 28 items in Part
A (overall QoL) and 20 items in Part B (impact of autism-specific behaviours) (Ramdasan et
al., 2024). A clear scoring scheme was established, allowing for separate calculations of
subscale scores and an overall total (Eapen et al., 2014). This stage ensured that the QoL A was
a psychometrically robust tool, effectively measuring the unique challenges and experiences of

parents caring for autistic children (Schalock, 1996).



Chapter 2 — Psychometric Properties of the QoL A

Note: The following sections (2.1 Introduction, 2.2 Sample Population, 2.3 Statistical Analyses,
2.4 Reliability and Validity) contain direct excerpts from Eapen, Crncec, Walter, & Tay (2014)
for accuracy. Text is reproduced under the Creative Commons Attribution License. Any

headings or subheadings are provided for clarity.

2.1 Introduction

This chapter presents the psychometric properties of the QoLA, including descriptive
characteristics of the test sample, internal consistency, construct (known-groups) validity,
concurrent and convergent validity, and comparisons with relevant normative data (Eapen et
al., 2014). The findings draw on an initial field study conducted with parents of autistic children
(the “autistic group”) and a control group (parents of typically developing children) (Eapen et
al., 2014). Relevant statistical analyses are described, followed by results that highlight the
overall reliability and validity of the instrument (Eapen et al., 2014).

2.2 Sample Population

2.2.1 Participants and Settings

A total of 39 parents participated in this preliminary assessment of the QoLA (Eapen et al,
2014). In the autistic group (n=23), all were mothers of children (age range: 30—71 months)
diagnosed with Autistic Disorder or Pervasive Developmental Disorder—Not Otherwise
Specified. Their children were on the waitlist for, or had recently commenced, an Autism
Specific Early Learning and Care Centre in metropolitan Sydney, Australia (Eapen et al., 2014).
In the control group (n=16), it consisted of 13 mothers and 3 fathers of children (age range:
22-59 months) with no autism diagnosis or other identified developmental problems. Their
children were recruited from a local childcare centre and screened using the Modified Checklist

for Autism in Toddlers (M-CHAT) to rule out probable autism.

All participating parents were fluent in English and provided informed consent under protocols
approved by the Local Health Service and University Human Research Ethics Committees.
The study was conducted in accordance with the Helsinki Declaration.

2.3 Statistical Analysis

All quantitative analyses were performed using SPSS statistical software (Eapen et al., 2014).

Internal consistency was evaluated via Cronbach’s alpha for Parts A and B of the QoL A (Eapen



et al., 2014). Known-groups validity (an aspect of construct validity) was assessed by
comparing QoLA total and subscale scores between the autism and control groups using
independent samples t-tests (Eapen et al., 2014). Concurrent validity was examined by
correlating QoL A Part A with the WHOQOL-BREF (Physical Health, Psychological Health,
Social Relations, Environment) (Eapen et al., 2014). Convergent validity for QoL A Part B was
assessed by correlating its scores with autism severity (SCQ) and child maladaptive behaviour
(VABS-II) (Eapen et al., 2014). In addition, the study explored the correlation of QoLA
subscales with maternal wellbeing measures (Depression Anxiety Stress Scales, Parenting

Sense of Competence Scale) (Eapen et al., 2014).

Alpha was set at 0.05 for all comparisons (Eapen et al., 2014). Effect sizes (Cohen’s d) were
calculated where relevant, with higher absolute values indicating stronger group differences

(Eapen et al., 2014).

2.4 Descriptive Statistics and Internal Consistency

2.4.1 Demographic characteristics of the sample

Table 3 summarises the demographic information and group comparisons (Eapen et al., 2014).
There were no statistically significant differences in child or parent age, child sex, parent sex,
or family cultural background between the autism and control groups. However, a greater

proportion of parents in the control group had a tertiary education (Eapen et al., 2014).

Table 3: Demographic Characteristics of Participants (Adapted from Eapen et al., 2014)

Characteristic Autism Group Control Group Statistical Test / p-
(n=23) (n=16) value

Child Age (months) | M=46.8, SD=9.8 M=43.2, SD=12.1 n.s.

(range 30-71) (range 22-59)
Child Sex 78% male, 22% 69% male, 31% n.s.

female female
Parent Age (years) | M=35.4, SD=4.2 M=34.9, SD=4.7 n.s.
Parent Sex 100% mothers 81% mothers, 19% n.s.

fathers

Tertiary Education | 39% 56% P <.05
(“o)




Cultural

Background

diverse

Mixed Australian &

Mixed Australian &

diverse

n.s.

Note. n.s. = not significant.

Table 4 provides the descriptive statistics for the QoL A and associated measures, alongside

Cronbach’s alpha coefficients for Parts A and B in each group (Eapen et al., 2014).

Table 4: Descriptive Statistics and Reliability (Cronbach’s alpha) for QoL A and Key Measures

(Adapted from Eapen et al., 2014)

Measure Autism Group | Cronbach’s a | Control Group | Cronbach’s «
(n=23) (Autism) (n=16) (Control)
QoLA Part A | M=86.96, 0.94 M=110.00, 0.96
(28-140) SD=21.53 SD=17.58
(range 50-130) (range 85—135)
QoLA Part B | M=68.52, 0.92 M=94.31, 0.86
(20-100) SD=17.56 SD=6.14 (range
(range 38-95) 82-100)
QoLA  Total | M=155.48, — M=204.31, -
(48-240) SD=26.86 SD=19.64

Note. Higher scores on QoLA Part A = greater perceived QoL. Higher scores on Part B =
fewer autism-related problems. Cronbach’s alpha values of >0.90 can be interpreted as

excellent, and 0.70-0.90 as adequate to good reliability.

2.4.2 Internal Consistency

For the autism group, Cronbach’s alpha values of 0.94 (Part A) and 0.92 (Part B) indicate
excellent internal reliability (Eapen et al., 2014). In the control group, alpha values of 0.96 and
0.86 for Parts A and B, respectively, also support the measure’s strong internal consistency

(Eapen et al., 2014).

2.4.3 Response Distribution
Although responses on Part B showed some positive skew (with 31% of the autism group
endorsing the highest problem rating on at least one item), the overall distribution was

acceptable for parametric analyses.



2.5 Construct (Known-Groups) Validity
Known-groups validity was examined by comparing mean scores of the autism group versus

the control group on QoL A Parts A and B (Eapen et al., 2014). Table 5 summarises these results
(Eapen et al., 2014).

Table 5: Group Comparisons on the QoLLA (Adapted from Eapen et al.., 2014)

Subscale /| Autism (n- | Control T (df) p-value Effect Size
Total 23) (n=16) (d)
QoLA Part | 86.96(21.53) | 110.00 -3.54 (37) <0.01 1.17
A (17.58)
QoLA Part | 68.52(17.56) | 94.31 (6.14) | -6.50(29.09) | <0.001 1.96
B
Total Score | 155.48 204.31 -6.59 (36.87) | <0.001 2.06
(26.86) (19.64)

In QoL A Part A scores, the autism group (M=86.96, SD=21.53) reported significantly lower
perceived QoL than the control group (M=110.00, SD=17.58), t(37)=-3.54, p<0.01 (Cohen’s
d=1.17, a large effect). In QoLA Part B scores, the autism group (M=68.52, SD=17.56)
indicated more autism-related problems than the control group (M=94.31, SD=6.14),
1(29.09)=-6.50, p<0.001 (Cohen’s d=1.96, also a large effect) (Eapen et al., 2014). In the QoLA
total scores, the overall difference between the autism group (M=155.48, SD=26.86) and the
control group (M=204.31, SD=19.64) was likewise substantial, t(36.87)=-6.59, p<0.001
(Cohen’s d=2.08) (Eapen et al., 2014).

These significant group differences confirm that the QoL A can discriminate between parents
of autistic children and parents of typically developing children, thus demonstrating strong

known-groups validity (Eapen et al., 2014).

2.6 Concurrent and Convergent Validity
2.6.1 QoLA Part A
The concurrent validity of QoLA Part A was established through its positive correlations with

the WHOQOL-BREF, a widely used measure of QoL (Eapen et al., 2014). Among the autism



group, Part A demonstrated strong correlations across all four WHOQOL-BREF domains—
Physical Health, Psychological Health, Social Relations, and Environment—with correlation
coefficients ranging from r=0.74 to r =0.91, all statistically significant at p<0.01 (Eapen et al.,
2014). These findings indicate a robust alignment between QoLA Part A and established
measures of global QoL (Eapen et al., 2014).

Further evidence of validity was provided by correlations between QoL A Part A and maternal
wellbeing measures (Eapen et al., 2014). Negative correlations were observed with Depression
(r =-0.49, p<0.05) and Stress (r=-0.57, p<0.01) subscales of the DASS-21, suggesting that
lower QoLA scores correspond to higher levels of maternal distress (Eapen et al., 2014).
Conversely, QoLA Part A was positively correlated with maternal Satisfaction (r=0.74,
p<0.01) as measured by the Parenting Sense of Competence Scale (PSOC), supporting the
instrument’s sensitivity to variations in maternal wellbeing and its alignment with expected

outcomes (Eapen et al., 2014).

2.6.2 QoLA Part B

The convergent validity of QoLA Part B, which focuses on the impact of autism-specific
behaviours on parents, was evaluated through its relationship with established measures of
autism severity (Eapen et al., 2014). Part B showed moderate correlations with the Social
Communication Questionnaire (SCQ) (r=-0.37, p=0.086) and the Maladaptive Behaviour
Index of the VABS-II (r=-0.37, p=0.086) (Eapen et al., 2014). While these correlations were
marginally nonsignificant, likely due to the small sample size, the observed effect sizes indicate
meaningful relationships between parent-reported autism-specific challenges and external

measures of autism severity and maladaptive behaviours (Eapen et al., 2014).

Importantly, discriminant validity was also supported by the lack of significant correlations
between QoL A Part B scores and that of QoLLA Part A, WHOQOL-BREF, DASS-21, or PSOC
domains (Eapen et al., 2014) (Table 6).



Table 6: Correlations between all measures in the autism sample (Adapted from Eapen et al., 2014)

Measuer 2 3 4 5 6 7 8 9 10 11 12 13 14 15 16 17 18 19
) QoLA Part A -07 74* 2% 78*  91* 49 -40 -57 .74* 38 .26 -12 .12 .09 .08 .10 -02 .15
* * * * * sk *
?2) QoLA Part B - -03 -16 -18 =22 .19 17 .14 26 -05 22 =37 29 25 -18 .05 -37 23
A3) WHO Physical - .*63* ;69* ;75* -26 -26 ;.46 .*62* .16 -00 -25 -13 -22 23 .06 -25 .08
“) WHO Psychological - 64%  87* 45 28 38  52% 26 23 -15 31 .18 33 .18 .20 34
sk * *
Q)] WHO Social - 2% =36 =33 =50 .67* .32 21 21 .02 -11  -04 .17 .07 -.02
* & *
(6) WHO Environment - -56 -44 -39  .69*% 29 23 -22 .00 .14 .08 -03 .06 .05
sk sk sk *
(@) DASS-21: Depression - .66%  81*  -43 -45 18 -18 10 -20 -24 -03 -17 -16
* * * *
3 DASS-21: Anxiety - .*73* ;‘47 -27  -17 -00 .14 -10  -01 15 22 .09
) DASS-21: Stress - -58 =56 .04 .09 17 -02 -06 .13 13 .10
sk *k
(10)  PSOC: Satisfaction - 23 .30 -24 .05 12 -07 .16 -18 .13
(11)  PSOC: Efficacy - 31 .04 25 .06 -01 28 .01 .19
(12)  PSOC: Interest - .10 49* .05 -26 .26 25 22
(13)  SCQ Total - -00 =55 -4 -04 29 -33
* *
(14)  VABS Communication - .39 18 50%  45% 74%
*
(15)  VABS Socialisation - A5% 48* .05 J15%
*
(16)  VABS Daily Living - 42 28 .63%
*
(17)  VABS Motor Skills - .30 .82%
*
(18) VABS Maladaptive - .35

(19)  VABS Adaptive Behaviour Composite -
Note: **xP < .01; *P <.05. QoLA: Quality of Life in Autism Questionnaire; WHO: World Health Organisation Quality of Life Questionnaire:

brief version; DASS-21: Depression, Anxiety, Stress Scale 21; PSOC: Parent Sense of Competence Questionnaire; SCQ: Social Communication
Questionnaire; VABS: Vineland Adaptive Behaviour Scales 2nd Edition.




This suggests that parental ratings of autism-specific difficulties are distinct from their overall
perceptions of QoL (Eapen et al., 2014). These results highlight the unique contribution of Part
B in capturing the impact of autism-specific challenges on parental experiences, independent

of broader QoL assessments (Eapen et al., 2014).

2.7 Comparison with Normative Data

The QoLA’s performance was evaluated against normative data for Australian populations
using scores from the WHOQOL-BREF, DASS-21, and PSOC (Eapen et al., 2014). Despite
the small control sample size, notable differences were observed (Eapen et al., 2014). Mothers
of autistic children reported significantly lower scores across all four WHOQOL-BREF
domains—Physical, Psychological, Social, and Environmental QoL—with all differences
reaching statistical significance (p<0.01) (Eapen et al., 2014). Additionally, these mothers
exhibited significantly higher levels of Depression, Anxiety, and Stress on the DASS-21
compared to normative data (p <0.01) (Eapen et al., 2014). Interestingly, PSOC scores among
the autism group were comparable to, or slightly higher than, population norms, with a
particularly elevated score on the Efficacy subscale (Eapen et al., 2014). This suggests that,
despite experiencing elevated stress, some mothers perceive themselves as competent in their
parenting role (Eapen et al., 2014). These comparisons highlight the heightened challenges
faced by parents of autistic children while also underscoring their resilience in specific domains

(Eapen et al., 2014).

2.8 Association between Autistic Symptoms and Parental Wellbeing

Analyses examined the extent to which autism-specific measures (SCQ, QoLA Part B)
predicted parental wellbeing (Eapen et al., 2014). No significant correlations emerged between
Part B or SCQ scores and maternal outcomes on the DASS-21, PSOC, or WHOQOL-BREF
(Eapen et al., 2014). These findings could reflect the small sample size or the possibility that
parents adapt to their child’s symptoms in ways that do not neatly track with global mental

health measures (Eapen et al., 2014).

2.9 Validation of the QoLA Self-Report Version
Recent research has focused on validating the self-report version of the QoL A, allowing autistic
individuals to assess their own quality of life. A UK-based study investigated the psychometric

properties of the self-report version in a cohort of young autistic individuals, finding:



- Strong internal consistency comparable to the parent version.
- Good convergent validity with established QoL measures.
- Meaningful correlations between self-perceived QoL and key life domains, including

social relationships, emotional well-being, and self-determination.

The self-report version enhances the applicability of the QoLA in clinical practice and research,
allowing autistic individuals to provide direct insights into their QoL experiences, rather than

relying solely on parental assessments.

2.10 Correlation with General QoL Measures
The QoLA Part A (General QoL) has demonstrated a strong positive correlation with widely
used general QoL measures, including:

- Paediatric Quality of Life (PedsQL) scale for children: Used to measure health-related
quality of life (HRQoL) in children across multiple domains, including emotional,
social, and school functioning.

- World Health Organization Quality of Life Brief Assessment (WHOQOL-BREF) for
parents: A validated tool assessing overall well-being, physical and psychological

health, social relationships, and environmental factors.

These findings provide strong evidence that the QoL A is both reliable and comparable to other

widely accepted QoL measures, further supporting its use in research and clinical practice.



Chapter 3 — Preparation and Administration of the QoLA

3.1 Access to QoL A

The final version of the QoLA is available free of charge from the study authors (Eapen et al.,
2014). For information on requesting the official version or any translated versions (if
available), please contact:

1. Corresponding Author: Prof. Valsamma Eapen (v.capen@unsw.edu.au)

2. Institution: University of New South Wales, Sydney, NSW 2052, Australia

Important Note: Under no circumstances should the sample items in this manual be used as is
for formal assessment or translated independently without consulting the authors (Eapen et al.,
2014). Each new translation or cultural adaptation must follow a standardised methodology
(see Chapter 4 of the WHOQOL manual analogy) to ensure consistency and validity (WHO,
2023).

The QoLA is distributed under the Creative Commons Attribution License, allowing free use,

distribution, and adaptation, provided proper credit is given to the authors (Eapen et al., 2014).

3.2 Preparation

3.2.1 Core Structure of the QoLA

Part A (QoL Subscale) comprises of 28 items reflecting parents’ overall perception of their
QoL, with some items having reverse-scoring (Eapen et al., 2014). The items are scored using
a five-point Likert scale from 1 (“Not very much”) to 5 (“Very much”). Scores on Part A can
range from 28 to 140 with higher scores indicating better perceived QoL (Ramdasan et al.,

2024).

Part B (Impact of Autism Symptoms Subscale) comprises of 20 items capturing how
problematic specific autism-related difficulties (e.g., socialising, need for routine, aggression)
are for the parent (Eapen et al., 2014). Similar to Part A, items of Part B subscale are rated on
a five-point Likert scale from 1 (“Very much of a problem for me”) to 5 (“Not much of a
problem for me”) (Eapen et al., 2014). Scores on Part A can range from 20 to 100 with higher

scores indicating fewer autism-related challenges (i.e., less disruption) (Eapen et al., 2014).


mailto:v.eapen@unsw.edu.au

Total Score (Optional): The potential range for the QoLA total score ranges from 48 to 240 if
users wish to analyse an overall combined index (Eapen et al., 2014). However, the authors
recommend that Parts A and B be interpreted separately to preserve clarity around general QoL

vs. autism-specific impact (Eapen et al., 2014).

3.2.2 Formatting and Ordering of ltems
Based on pilot-testing with autistic service users and feedback from clinicians, items in Part A
and Part B are grouped in a straightforward sequence (Eapen et al., 2014). They should appear

in the order prescribed by the final questionnaire.

Items should be presented in a one item per line format to optimise clarity and comprehension.
This format aligns with the version developed and used at Swalcliffe Park School (UK), which
ensures enhanced readability for parents and consistency across implementations. Although the
items are not grouped during data collection, the school has found value in analysing responses
according to thematic clusters such as Communication, Independence, Self-Management, and

Achievement for internal reporting and strategic planning.

While a sample script (e.g., “Please answer the following questions based on the past two
weeks”) is not formally provided during the questionnaire itself, parents are introduced to the
QoLA framework during the student admission process by the senior leadership team. In
addition, parents are referred to explanatory YouTube videos which describe how QoLA is
used within the school’s curriculum, planning, and support frameworks:

e Quality of Life: Student and family voice:

https://www.youtube.com/watch?v=10w584U6zyU

e An introduction to our Quality of Life approach for our students:

https://www.youtube.com/watch?v=9EvYK6tW3gw

While standard demographic fields like age, gender, and relationship to the child are often
included in clinical research, Swalcliffe Park School also recommends capturing school-
specific variables such as Keystage, Tutor Group, Class Group, and Residency Status (e.g., day
student or boarder). These variables have proven impactful for subgroup analyses and tailored

support.


https://www.youtube.com/watch?v=10w584U6zyU
https://www.youtube.com/watch?v=9EvYK6tW3qw

For online versions, it is essential to maintain the Likert scale structure with clearly labelled
anchors to ensure accurate scoring and data consistency (WHO, 2023). Power BI is used at
Swalcliffe Park School for analysing digital survey data, though the interface is not publicly

shareable due to privacy concerns.

3.2.3 Time Taken to Complete

In the original pilot study, parents typically completed the QoLA in approximately 10—-15
minutes (Eapen et al., 2014). However, in practice, completion times are often reported to be
closer to 20-25 minutes, particularly for respondents who may require additional time to

process the questions or consider their responses.

Actual completion times may vary based on several factors, including:
1. Literacy level or language fluency;
2. Interviewer-administered vs. self-administered approaches;

3. Familiarity with rating scales or surveys (WHO, 2023).

Given that completion generally falls within the 20—25-minute range, offering breaks is not
typically necessary unless the completion time exceeds 30 minutes or participants indicate

fatigue.

3.2.4 Pre-Administration Considerations
Before administering the QoLLA, researchers should consider the following (Eapen et al., 2014):
1. Sample Size:
- Minimum recommended: 300 respondents (e.g., 250 parents of autistic children
+ 50 “well” or unaffected parents), though smaller pilot samples (15-30 parents)
can be used for initial validation (Eapen et al., 2014).
- Larger samples enhance reliability of psychometric indices (e.g., Cronbach’s

alpha, factor analysis) (Eapen et al., 2014).
2. Recruitment:
- Attempt to capture a broad range of severity (different autism presentations) and

backgrounds to ensure the instrument’s inclusivity (Ramdasan et al., 2024).

3. Inclusion Criteria:



- For the clinical group: Parents or primary caregivers of children aged 2—18 years
with a confirmed or suspected autism diagnosis (Eapen et al., 2014).
- For the control group: Parents of typically developing children or children with

no known developmental disorders (Eapen et al., 2014).

4. Ethics Approval:
- All study protocols should be reviewed and approved by relevant ethics
committees or institutional review boards to ensure compliance with the

Declaration of Helsinki (WHO, 2023).

5. Informed Consent:
- Participants must be informed of the study’s purpose, procedures, and voluntary
nature (Eapen et al., 2014).
- Parents must receive a clear explanation of how their data will be used, stored,
and reported (anonymously or otherwise) (Eapen et al., 2014).
- Emphasise their right to withdraw at any time without penalty (Eapen et al., 2014).
- Ensure comprehension, particularly for participants with limited literacy or

language barriers (Eapen et al., 2014).

6. Privacy and Data Collection:
- If'the questionnaire is completed online or via interviewer, steps must be taken to
ensure confidentiality (Eapen et al., 2014).
- Provide briefing to parents: purpose of the QoL A, approximate time to complete,
confidentiality assurances (Eapen et al., 2014).
- Consider interviewer assistance if literacy or language is a barrier (Eapen et al.,

2014).

7. Respondent Queries:
- Provide standardised explanations for ambiguous terms. For example, define
“friends” as “anyone the participant trusts or shares a close relationship with”

(Schalock, 1996)

8. Feedback to Parents:



- Decide whether participants will receive any summary of their scores,
acknowledging the measure is not intended as a standalone clinical diagnostic

tool.

Note: When setting up QoLA for administration, refer to Appendix 1 as it contains the full

questionnaire (Parts A and B) and specific instructions for coding and reverse scoring.

3.3 Administration
3.3.1 Modes of Administration
1. Self-Administered (Preferred)
- Ideal if parents have sufficient reading ability in the QoLA’s language (Eapen et
al., 2014).
- Enhances privacy and autonomy in responding (Eapen et al., 2014).
2. Interviewer-Assisted
- Appropriate when literacy, visual impairment, or other barriers exist (WHO, 2023).
- Interviewers must read items verbatim and record answers consistently, avoiding
leading or clarifying beyond the instructions (WHO, 2023).
3. Online/Electronic
- Emerging format that can facilitate remote data collection (Eapen et al., 2014).
- Must ensure confidentiality and a stable platform (to avoid partial responses or data

loss) (Eapen et al., 2014).

3.3.2 Standardised Instructions

Parents should be provided with clear and consistent instructions before completing the QoLA
to ensure they understand its purpose and how to respond accurately. A standardised instruction
set or script should be included, either read aloud by the administrator or presented on a cover

sheet (or initial screen in electronic formats).

The instructions should inform parents:
- Of'the study’s purpose, procedures, and voluntary nature;
- That their participation is confidential and they have the right to withdraw at any time
without penalty;

- That the questionnaire covers their experience over the preceding four weeks;



- To reflect on their own perceptions of their QoL and the impact of their child’s autism-
related behaviours; and
- That the questionnaire s not a diagnostic or judgment tool but rather a way to understand

how they are coping or experiencing daily life (Eapen et al., 2014).

Recommended cover sheet (or digital introduction) content:
To ensure clarity and consistency, a cover sheet (or initial screen in digital formats) is
recommended. This should include:

- A brief statement of confidentiality;

- The purpose of the assessment;

- Instructions on how to select responses on the Likert scale;

- Clarification that there are no right or wrong answers; and

- A note encouraging parents to ask for clarification if needed (WHO, 2023).

Demographic information:
In addition to completing the QoLA, it is recommended that respondents provide basic
demographic details such as:

- Age,

- Gender, and

- Their relationship to the autistic child (e.g., mother, father, grandparent, etc.).

Additional demographic information (e.g., education level or child’s autism diagnostic details)
may be collected if relevant to the specific study’s objectives. These details can be collected
either before starting the questionnaire or on a separate page to avoid confusion or fatigue

during the main assessment.

Note: Refer to Appendix 1 to clarify item formatting, response options, and the structure of the

questionnaire, which administrators will need to explain to respondents.

3.3.3 Handling Reverse-Scored Items
In Part A, some items are reverse-scored (Eapen et al., 2014). For accurate scoring and
interpretation:

- Ensure data entry protocols mark these items distinctly (e.g., “Item AS5 is reverse

scored”).



- Follow scoring guidelines to invert the scale for those specific items (Schalock, 1996).

3.4 Frame of Reference

3.4.1 Cultural and Value Systems

Like the WHOQOL approach, the QoLA is rooted in the concept that perceived quality of life
is shaped by culture, values, and individual goals (WHO, 2023). Parents’ ratings inherently
reflect their standards and expectations within their specific family and social context (Eapen
etal., 2014).

If administering the QoLA in diverse cultural settings, consider potential variations in how

certain constructs (e.g., social support, independence) are interpreted.

3.4.2 Time Frame

In its original format, the QoLA instructs parents to reflect on their experiences over the past
four weeks for both Part A (general QoL) and Part B (autism-related difficulties) (Eapen et al.,
2014). This time frame was designed to align with standard intervals for monitoring recent

trends in clinical and research settings.

However, the two-week recall period has been widely recognised in broader QoL instruments,
including the WHO-QoL, for optimising accuracy and reducing recall bias (WHO, 2023).
Although Swalcliffe Park School does not explicitly define a set timeframe within the online
version, it provides section-specific descriptions of what each part aims to capture. Given this,

it is recommended to default to a two-week reference period unless otherwise specified.

In specific contexts—such as during short-term interventions, therapy cycles, or review of
acute behavioural changes—a shorter recall window (e.g., two weeks) may yield more
meaningful data. In contrast, longer intervals may be appropriate when evaluating broader

longitudinal patterns.

When adapting the QoLA for new contexts, any changes to the recall period should be
explicitly documented to preserve interpretative accuracy and ensure valid comparisons across

studies or clinical cases (Stull et al., 2009).



3.5 User Agreement

The QoLA is subject to ongoing research and potential collaborations (Eapen et al., 2014).
Users are encouraged to keep track of updates from the authors (Ramdasan et al., 2024). No
user is authorised to substantially alter the official QoLA text or scoring procedures without
explicit permission from the authors (Eapen et al., 2014). Potential users or researchers are
invited to share validation data or feedback to contribute to the measure’s further development

and cross-cultural collaboration (Eapen et al., 2014).

Figure 2: Summary Flowchart of Case Study Protocol

Participant Background
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Figure 2 above delineate the case study protocol for documenting participant background (e.g.,
child’s age and autism details), the QoLA administration date/location, any observed item

confusion, and how final results guided clinical or research decisions.



Chapter 4 — Cultural Adaptation and Translation of the QoLA in a

New Language
Note: For detailed steps in adapting the QoLA to new cultural and linguistic contexts, refer to

Appendix 2.

4.1 Introduction

The QoL A was originally developed in English for use among parents and caregivers of autistic
children (Eapen et al., 2014). However, as awareness of autism grows worldwide, there is an
increasing need for this measure in new linguistic and cultural contexts (WHO, 2023). This
chapter serves as a resource for institutions or teams wishing to translate the QoL A instrument

into a new language and for those seeking to adapt it to local cultures and value systems (Eapen
et al., 2014).

Figure 3: Summary Flowchart of the Development of a New QoLLA Version

[)cle.-rmmc —> Assemble Team ——> .Fﬂr“ ar.d —_— BHCk_ —> Focus Groups
Need I'ranslation I'ranslation
Confirm no other Principal investigator, Emphasize cultural Identify and resolve Test comprehensiveness,
ASD-specific QoL bilingual panel, forward and conceptual discrepancies. clarity, and cultural
tool is available translator(s), back translator, equivalence. acceptability.
locally monolingual reviewers
Obtain Finalise Analyse
- - Pilot Testing
Permission Instrument Psychometrics
Submit final version to the Incorporate pilot Cronbach’s alpha, Collect data from ~300
QoLA coordinating group findings, finalise test-retest reliability, parents of children with ASD
for recognition and potential instructions and layout. known-groups validity, (if feasible) to assess
distribution. convergent validity, etc. reliability, validity, and factor
structure.

Figure 3 and Appendix 2 outlines the key methodological steps needed to ensure conceptual
equivalence, cultural relevance, and psychometric rigor when adapting the QoLA for new
linguistic and cultural contexts (Eapen et al., 2014). By following these steps and adhering to
international standards—such as the WHO’s Process of Translation and Adaptation of

Instruments (2023) and the International Test Commission’s Guidelines for Test Adaptation



(2001)—teams can preserve the original instrument’s conceptual integrity while making it

relevant and effective for local families managing autism (Ramdasan et al., 2024).

4.2 Appropriateness of the QoLA in New Settings
Before undertaking a language adaptation or cultural adaptation of the QoLA, prospective
centres should assess several key considerations (WHO, 2023):
1. Need for a Condition-Specific Measure:
- Are there existing QoL tools specific to autism in the target language with robust
psychometric properties?
- Ifno adequate condition-specific measure exists, the QoLA could fill a vital gap.
2. Alignment with Local Needs:

- Does measuring parents’ QoL in autism contexts help health practitioners,
researchers, or policy makers within the target setting?

- Are the eight domains in Schalock et al.’s model (reflected in QoL A Part A) and
the autism-specific items in Part B relevant to local conceptions of parental well-
being?

3. Resources:
- Does the prospective team have funding and personnel qualified in forward-
backward translation, psychometric validation, and focus group methods?
- Are there enough families of autistic children (and possibly “healthy” control
families, if needed) to conduct pilot and validity studies?
4. Institutional Collaboration:
- Is there an institution (e.g., a university department or clinical centre) prepared
to coordinate efforts, communicate with the QoLA authors, and follow the

official translation protocol?

By ensuring these conditions are met, new centres can proceed confidently in developing a
regional/language version of the QoLA that is valid, reliable, and culturally meaningful

(Schalock, 1996).

4.3 Translation Methodology

Below are key steps in the translation process:



4.3.1 Formation of a Translation Team
1. Principal Investigator:
- Oversees the project, ensures adherence to translation protocols, and liaises with
the QoL A coordination team (WHO, 2023).
2. Bilingual Panel (3—6 individuals):
- Combines expertise in autism, psychological assessment, and linguistics
(Sartorius & Kuyken, 1994).
- Members should be fluent in English and the target language, ensuring
conceptual clarity and cultural sensitivity.
3. Translators (at least 2):
- Forward translator(s) (See 4.4.2): Proficient in English and target language;
ideally with knowledge of autism terminology (WHO, 2023).
- Independent back translator (See 4.4.5): Fluent in both languages but blinded to
the original English version to avoid bias (WHO, 2023).
4. Monolingual Reviewers (>4):
- Individuals in the target culture who speak only the target language (Sartorius
& Kuyken, 1994).
- Their feedback ensures that items read naturally and clearly for local parents

(Sartorius & Kuyken, 1994).

4.3.2 Forward Translation

The English QoLA is translated into the target language by one or two forward translators
(WHO, 2023). Emphasis is on conceptual rather than literal equivalence, capturing the spirit of
each QoLA item (particularly around autism-specific challenges and parental QoL concepts)

(WHO, 2023).

4.3.3 Review by Bilingual Panel
The bilingual panel scrutinises the draft translation, resolving ambiguities and addressing any
items that might not resonate with local norms (WHO, 2023). The panel ensures each translated

item reflects the original QoLA’s conceptual domain (WHO, 2023).

4.3.4 Monolingual “Testing” of the Draft
- Monolingual individuals (local parents or community members) read through the

translated items to check for:



o Clarity of words/phrases;
o Naturalness in daily language; and
o Cultural acceptability (Sartorius & Kuyken, 1994).
- Feedback from this stage often highlights linguistic nuances or terms that may require

further refinement.

4.3.2 Back-Translation

A different translator blind to the original English version performs a back-translation from the
target language back into English (WHO, 2023). Any discrepancies between the original
English text and the back-translated text are resolved by the bilingual panel (Sartorius &

Kuyken, 1994). This iterative process continues until conceptual equivalence is attained.

4.4 Piloting and Content Validation
4.4.1 Focus Groups
1. Composition:
- Separate focus groups:
= Health professionals (clinicians, autism specialists, psychologists).
» Parents of autistic children (target respondents).
- Minimum of two focus groups per category, or as many as needed to achieve

saturation in feedback (Eapen et al., 2014).

2. Objectives:
- Confirm that the QoLA domains (Part A for general QoL, Part B for autism-
specific impact) resonate with local experiences.
- Identify any additional facets or items that might be crucial in the local culture.
- Evaluate the clarity of instructions, item structure, and response scales (Eapen

etal., 2014).

3. Outcome:
- Revision of items based on focus group input, ensuring the new version remains
faithful to the QoLA structure but addresses cultural and linguistic realities
(WHO, 2023).



4.4.2 Construction of the Pilot QoLA
1. Standardised Order: The core QoLA items should appear in the same order as the
original. Any local or “national” items, if deemed necessary, can be appended at the

end (Ramdasan et al., 2024).

2. Response Scales: The QoL A uses 5-point Likert scales (e.g., 1-5). Anchor points may
require adaptation for cultural contexts (e.g., synonyms for “very much” or “very little”)
using a standardised methodology to ensure equivalence with the original scaling

(WHO, 2023).

3. Demographic Section: Additional local data (e.g., extended family structure, local
schooling options) may be appended to gather contextual insights (Eapen et al., 2014).

4.5 Current Availability of the QoL A Language Variations
As of December 2024, the QoLA has been adopted in 32 countries by 95 different teams as
illustrated on the map below (Eapen et al., 2014):

Figure 4: Map of Countries Using QoL A as of June 2025
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Note: As of June 2025, QoL A has been adopted by 41 countries and 128 teams, which includes:
22 x Australia, 1 x Belgium, 2 x Bangladesh, 1 x Belgium, 3 x Brazil, 2 x Canada, 2 x Chile, 2




x Egypt, 1 x France, 1 x Finland, 1 x Germany,1 x Hong Kong, 1 x Hungary, 12 x India, 3 x
Indonesia 2 x Iran, 1 x Ireland, 3 x Israel, 2 x Italy, 1x Jamaica, 1 x Lebanon, 1 x Macedonia,
9 x Malaysia, 2 x Nepal, 6 x Pakistan, 2 x Philippines, 2 x Poland 1 x Porta Rico, 1 x Romania,
1 x Saudi Arabia, 2 x Singapore, 1x Slovakia 1 x Spain, 2 x Sri Lanka, 1 x Switzerland, 1 x

Turkey, 7 x UK, 26 x USA, 1 x Vietnam, 1 x West Indies. 1 x Jamaica

As of now, the QoL A has been developed and piloted in English. Translations or adaptations
in other languages/cultural settings require additional steps (including forward- and back-

translation) as well as psychometric testing (WHO, 2023).

Table 7: Existing Language Versions of the QoLLA (Adapted from Eapen et al., 2014)

Language Originating Field Centre (Contact)

Arabic Lebanon (John Fayyad)

Bahasa Malayu (Malaysia) Monash ~ University  (Iylia  Dayana
Shamsudin)

Bahasa Indonesian (Indonesia) (in progress) | Atma Jaya Catholic University, Indonesia
(Elisabet Indah Saraswati)

Bangla (Bangladesh) University of Dhaka, Bangladesh (S.M
Abdul Kalam Azad)

Chinese Institute of Psychology, Chinese Academy
of Sciences, Beijing, China (Dana Xiafeng
Chen)

Finnish University of Eastern Finland, Kuopio,
Finland (Ari Haaranen)

Hebrew Jerusalem, Israel (Tal Mazor)

Hungarian ELTE University, Hungary (Marta Molnar-
Varga)

Malayalam (India) Marthoma College Kasaragod Keral, India
(Akshay P. Vibin)

Persian (Iran) Arak University, Iran (Amir Almasi)

Portugese (Brazil) Brazil (Khawana Faker)

Romanian (Romania) "Prof. Dr. Alexandru Obregia" Clinical

Hospital of Psychiatry in Bucharest,
Romania (Florina Rad and Linca Florentina)

Spanish Complutense Univserity, Madris, Spain
(Maria Del Carmen Beneytez Barroso)

Urdu (in progress) University of Gurjat, Pakistan (Noreena
Kausar)

Vietnamese Hanoi, Vietnam (Ha Song Vu)




Note: If you plan to develop a version of the QoLA in another language, see Chapter 4 (in
analogy to the WHOQOL'’s guidance on developing new translations) or contact the authors

for protocol and permission.

The expansion of QoL A underscores its international utility. Nevertheless, many other regions
could benefit from a new language version. Centres interested in further translations should

contact the QoLA coordinating group or original authors for permission and technical guidance.

4.6 Implementations Worldwide
Since its development, the QoLA has been adapted and validated in many languages and
countries:

1. Bangladesh (Azad et al., 2021):

- The QoLA was translated into Bangla following the World Health Organization’s
(WHO) guidelines, ensuring cultural and linguistic appropriateness. The forward-
backward translation method was employed to maintain conceptual equivalence.

- Sample and methodology: The study involved 50 participants recruited from the
Institute of Paediatric Neurology and Autism (IPNA) and special schools in Dhaka.
A pilot study confirmed the comprehensibility and relevance of the Bangla version.

- Psychometric properties: The Bangla QoLA demonstrated high internal
consistency, with Cronbach’s alpha of 0.880 for Part A and 0.725 for Part B. Test-
retest reliability was also strong (r = 0.964 for Part A; r = 0.954 for Part B).

- Findings and applications: The adaptation confirmed that the QoLA is a valid tool
for assessing parental quality of life in Bangladesh and can support research and

intervention strategies for families of autistic children.

2. Malaysia (Malay) (Shamsudin et al., 2019):

-  The QoLA was translated into Malay through a structured forward-backward
translation and cross-cultural adaptation process. The translation followed Beaton
et al.’s (2000) guidelines, ensuring cultural and linguistic relevance.

- Sample and methodology: The validation study included 16 parents of autistic
children who completed the Malay QoLA. Additionally, bilingual experts,
clinicians, and translators participated in the review and refinement of the

translation.



Psychometric properties: The Malay QoL A demonstrated high internal consistency,
with Cronbach’s alpha values of 0.90 for Part A and 0.91 for Part B. Face and
content validity were established through expert review and pre-testing with
parents of autistic children. The translation process carefully adapted culturally
sensitive terminology, ensuring that items retained conceptual equivalence with the
original English version.

Findings and applications: The Malay version is now widely used in clinical and
research settings, particularly in autism intervention centres, to assess caregiver

challenges and guide targeted interventions.

3. Indonesia (Bahasa Indonesian) (Unpublished Translation):

The QoLA has also been translated into Bahasa Indonesian following a structured
forward-backward translation process to ensure linguistic and conceptual
equivalence.

While no formal validation study has yet been conducted for the Bahasa Indonesian
version, it is recommended that researchers planning to implement this version
consider conducting pilot testing to assess its reliability, validity, and cultural

relevance before formal adoption.

4. Arabic-speaking Countries (Alkhatib et al., 2024):

The QoL A was translated into Arabic and validated in a large-scale study involving
407 parents from multiple Arabic-speaking countries. A rigorous forward-
backward translation process was followed to ensure linguistic and cultural
adaptation.

Sample and methodology: Parents from the United Arab Emirates (UAE), Saudi
Arabia, Jordan, Egypt, and other Arab nations participated. Item-total correlation
and confirmatory factor analysis (CFA) confirmed the questionnaire’s structure.
Psychometric properties: The Arabic QoLA demonstrated high internal validity
and reliability, with a two-domain structure similar to the original version. Items
with weak correlations were removed to improve the scale’s psychometric
properties.

Findings and applications: The Arabic QoLA is now widely used across the Middle
East for cross-cultural research and clinical assessments, making it a valuable tool

for evaluating family QoL.



5.

Iran (Persian) (Hosseini et al., 2021):

The Persian QoLA was translated using a forward-backward translation process
and validated with a sample of Iranian mothers of autistic children.

Sample and methodology: The study included 88 mothers in Arak, Iran. The
instrument’s validity was tested through correlations with established mental health
scales (WHOQOL-BREF, PHQ-9, GAD-7, PSS-4).

Psychometric properties: Cronbach’s alpha values were 0.899 for Part A and 0.950
for Part B, indicating excellent internal consistency. Confirmatory factor analysis
supported the unidimensionality of both subscales.

Findings and applications: The Persian version of the QoLA has been successfully
integrated into clinical assessments and research studies focused on parental QoL

in Iran.

India (Malayalam) (Ramdasan et al., 2024):

The Malayalam version of the QoLA was created to address the linguistic and
cultural diversity of Kerala. The translation process included forward-backward
translation, content validation, and reliability analysis.

Sample and metholodology: A cohort of 30 parents (20 mothers and 10 fathers)
participated in the study, with participants recruited from speech therapy centres
across Kerala.

Psychometric Properties: Both subscales of the Malayalam QoLA demonstrated
high reliability, with Cronbach’s alpha exceeding 0.70. The study highlighted
regional challenges such as dialect variations and addressed these through iterative
refinements.

Findings and applications: The Malayalam QoLA is now a key instrument in

evaluating caregiver burden and QoL in the Indian context.

Hungary (Volgyesi-Molnar et al., 2024):

The QoLA was translated and validated in Hungary through linguistic validation
and cross-cultural adaptation.

Sample and methodology: A large-sample study compared the quality of life of
parents of autistic children with those of neurotypical children, using the QoLA

alongside other standardized measures.



Psychometric properties: The Hungarian QoLA maintained conceptual
equivalence with the original version, demonstrating strong reliability and validity.
Findings and applications: The study highlighted the lower QoL among parents of
autistic children in all domains, emphasizing the need for family-centered support

strategies in Hungary.

8. Brazil (Portugese) (Faker et al., 2024):

The QoL A was translated into Brazilian Portuguese (B-QoLA) following a rigorous
cross-cultural adaptation process. The translation adhered to a forward-backward
methodology, ensuring linguistic and conceptual equivalence while accounting for
cultural differences in the Brazilian context.

Sample and methodology: The validation study involved 91 parents of autistic
children, with 22 completing the questionnaire twice for test-retest reliability
assessment. Participants were recruited nationwide through online platforms,
reflecting diverse socioeconomic backgrounds.

Psychometric properties: The B-QoLA demonstrated excellent internal consistency,
with Cronbach’s alpha coefficients of 0.94 for Part A, 0.92 for Part B, and 0.94 for
the total score. Test-retest reliability was strong, with intraclass correlation
coefficients of 0.96 for the total scale, 0.94 for Part A, and 0.95 for Part B.
Exploratory and confirmatory factor analyses supported the two-subscale structure
of the original QoL A, with good construct validity.

Findings and applications: The Portuguese QoLA demonstrated strong
psychometric properties and is now being used for both clinical assessments and

research on family well-being in Brazil.

9. Turkey (Turkish) (Ozgiir et al., 2017)

The QoLA was translated into Turkish as the Otizmde Yasam Kalitesi Anketi—
Ebeveyn Siiriimii (OYKA-E), following established guidelines for cross-cultural
adaptation. The forward-backward translation process ensured linguistic and
conceptual equivalence.

Sample and methodology: The study involved 162 parents of children aged 2—18
diagnosed with autism according to DSM-IV-TR criteria. Participants completed

the Turkish QoLA alongside validated measures such as the Autism Behaviour



Checklist, KINDL-parent version, WHOQOL-BREF, and the Clinical Global
Impression Scale.

- Psychometric properties: The Turkish QoLA demonstrated strong reliability, with
Cronbach’s alpha values of 0.928 for Part A and 0.944 for Part B. Test-retest
reliability, assessed using the intraclass correlation coefficient (ICC), was 0.68 for
Part A and 0.76 for Part B. Exploratory factor analysis identified six subdomains
within Part A and three within Part B, which corresponded to core autism-related
diagnostic criteria.

- Findings and applications: The Turkish QoLA is now widely used in clinical and

research settings to assess parental well-being and guide interventions.

10. China (Chinese) (Cheng et al., 2024)

- The QoLA—Parent Version was translated and validated for use among Chinese
parents of autistic children by Cheng, Guo, and Chen (2024).

- Sample and methodology: The study included 371 parents, with a subsample of 31
participating in a four-week test-retest reliability assessment. A forward-backward
translation process ensured cultural and linguistic equivalence.

- Psychometric properties: Confirmatory factor analysis (CFA) supported an eight-
factor model for Part A (y*/df=2.61, CF1=0.93, RMSEA =0.07) and a three-factor
model for Part B (%*/df = 3.47, CFI = 0.93, RMSEA = 0.08). Internal consistency
was excellent, with Cronbach’s alpha values of 0.95 (Part A), 0.96 (Part B), and
0.95 (total scale). Test-retest reliability was strong (0.86 for Part A, 0.86 for Part B,
and 0.76 overall).

- Findings and application: The Chinese QoLA-Parent Version demonstrated strong
negative correlations with caregiver stress, generalized anxiety, and cognitive
fusion, confirming its validity as a measure of parental well-being. The validated
scale provides a reliable tool for research, clinical assessments, and policy

development, helping guide autism support services in China (Cheng et al., 2024).

4.7 Additional Considerations
- Stigma and Norms: Perceptions of autism and disability vary widely. Ensure items are

phrased to respect local understandings of autism (WHO, 2023).



Ongoing Support: Investigators are encouraged to share feedback with the QoLA
authors regarding translation issues, emergent data, and successful or problematic items
(WHO, 2023).

Updates and revisions: Over time, local teams may propose refinements or “national”
items. These should be tested rigorously for conceptual and psychometric fit before

formal inclusion (WHO, 2023).



Chapter 5 — Scoring and Interpretation of the QoLA

Note: The following content (5.1 Introduction, 5.2 Scoring QoL A, 5.3 Interpretation of Scores)
is directly excerpted or minimally adapted from Eapen, Crncec, Walter, & Tay (2014) for

fidelity to the instrument’s official instructions.

5.1 Introduction
The QoLA consists of two distinct subscales that provide complementary insights into parental
well-being (Eapen et al., 2014):

Part A (QoL Subscale): 28 items measuring parents’ overall QoL.

Part B (Impact of Autism Symptoms Subscale): 20 items assessing the extent to

which autism-specific behaviours affect the parent.

Each subscale produces an independent score, offering specific perspectives on general well-
being and autism-related challenges. While a combined total score (ranging from 48 to 240)
can be calculated for broader analyses, separate interpretation of each subscale is recommended

to maintain clarity between general QoL and autism-specific impacts.

5.2 Scoring Overview

- Part A (QoL Subscale): Score range: 28 to 140. Higher scores indicate better
perceived quality of life. Some items require reverse scoring, and responses are rated
on a five-point Likert scale from 1 (“Not very much”) to 5 (“Very much”) (Eapen et al.,
2014).

- Part B (Impact of Autism Symptoms Subscale): Score range: 20 to 100. Higher
scores suggest fewer autism-related challenges for the parent. Items are rated on a five-
point Likert scale from 5 (“Not much of a problem for me”) to 1 (“Very much of a
problem for me”) (Ramdasan et al., 2024).

- Total Score (Optional): The total score, obtained by summing Parts A and B, ranges
from 48 to 240. While useful for group-level comparisons, separate subscale analysis

is preferred for more nuanced insights (Eapen et al., 2014).

Note: Refer to Appendix 1 for a detailed list of items, including instructions on reverse scoring

for specific items and coding guidance for accurate computation of subscale totals.



5.3 Detailed Scoring Procedure
5.3.1 Part A (QoL Subscale)

1.

3.

Identify Reverse-Scored Items: Certain items in Part A are negatively worded (e.g., I
feel stressed,” “I feel depressed or anxious,” “I feel guilty,” etc.). For these items
(marked with an asterisk * in the item listing), the response categories must be reversed
before summing (Eapen et al., 2014). For example: A 5-point scale from 1 to 5 would
be transformed so that: Reversed Score = 6 — (original response) where an original
response of 5 becomes 1, 4 becomes 2, and so on (Schalock, 1996).

Sum All Items: After reverse-scoring the necessary items, sum all 28 Part A item
responses (Eapen et al., 2014).

Interpretation: The sum ranges from 28 to 140. Higher scores indicate more positive

perceptions of overall QoL (Eapen et al., 2014).

Example of Summative Scoring:

If Part A has items A1 through A28, and items A2, A4, A17, A22 (for illustration) are negative,

you would do:

Part A Score = A1 + (6 —A2R) + A3 + (6 —A4) + ... + (6—A17) + ... + (6 — A22) + ... + (428)

Ensure each negative item is handled consistently.

Note: Appendix 1 should be referenced to ensure proper alignment between scoring

interpretations and the questionnaire’s design.
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1.

2.
3.

Part B (Impact of Autism Symptoms Subscale)

Check Direction of Response Scale: Part B items are framed so that 5 = “not much of a
problem” and 1 = “very much of a problem.” Thus, no additional reverse-scoring is
needed if the original item is worded consistently with this scale (Ramdasan et al.,
2024).

Sum All Items: Simply sum all 20 Part B item responses as they are (Eapen et al., 2014).
Interpretation: The sum ranges from 20 to 100. Higher scores reflect fewer perceived
autism-related difficulties, indicating lower impact of these behaviours on the parent.
Lower scores may suggest specific areas in which the parent perceives significant

challenges (e.g., destructive behaviours, communication difficulties) (Schalock, 1996)).



5.3.3 Optional Total Score (48-240)

Although the authors recommend separate interpretation for Part A and B, you may create an

overall total for certain research or global comparisons (Eapen et al., 2014):

QoL A Total = (Part A sum) + (Part B sum)

Higher total scores indicate generally better perceived QoL and fewer perceived autism-
related problems.

Caution: Combining the subscales can mask important distinctions between a parent’s
broader life satisfaction and the specific challenges posed by autism symptoms

(Ramdasan et al., 2024).

5.3.4 Missing Data

The QoLA is relatively short, and missing data are typically minimal. Nonetheless, we

recommend the following guidelines:

If more than 20% of items in a subscale (Part A or B) are missing, do not compute a
subscale score (Eapen et al., 2014).

If <20% of items are missing, replace any missing item(s) with the mean of the
completed items in that subscale (Eapen et al., 2014).

For the Total Score, at least 80% of all items (Parts A + B) must be present. If you

cannot compute either subscale due to missing data, the Total Score is also invalid.

5.3.5 Data Cleaning and Quality Checks

1.

Reverse-Score Consistency: Confirm that all relevant Part A negative items have been
reversed.
Range Checks:

- Part A item values should be 1-5 after reversing any negatives.

- Part B item values should be 1-5 with no reversal.

. Extreme or Implausible Scores: Investigate if a completed scale has extremely high or

low totals (e.g., out of possible range) to see if it indicates a data entry error or

misunderstanding (WHO, 2023).



5.3.6 Transforming Scores (Optional)
Unlike the WHOQOL-100, the QoLA does not require a standard 0-100 transformation.
However, researchers who wish to rescale QoLA scores (for instance, to align with other

instruments) may apply a linear transformation:

Raw Score — Minimum
Transformed Score = - — x 100
Maximum — Minimum

where “Minimum” and “Maximum” refer to the theoretical range for that subscale.

Example for Part A:

T dPart A = Part A Score — 28>< 100
ransformed Part A = 140 — 28

5.7 Normative Comparisons, Clinical Cutoffs, and Handling Missing Data
1. Normative Data:

a. The preliminary study reported notable differences in QoL A scores between an
autism clinical sample and a nonclinical control group, with effect sizes
exceeding 1.0 (Cohen’s d).

b. While no definitive cutoff has been established to define “low” or “high” QoLA
scores, a practical approach for identifying scores that may warrant clinical
attention or family support involves calculating the mean score for a cohort and
establishing a 1 standard deviation (SD) range around that mean (Eapen et al.,
2014).

For Part A, which ranges from 28 to 140, the midpoint is 84. For Part B, which ranges
from 20 to 100, the midpoint is 60. By calculating the mean score and applying the +1
SD range, scores that fall below the lower end of this range can be considered low,
while scores that fall above the higher end can be considered high. This approach allows
for more data-driven identification of clinically significant scores based on population

norms.



2. Comparisons with Other Measures:

a. Part A strongly correlates with the WHOQOL-BREF, while Part B shows
moderate overlap with the SCQ and VABS-IIL.

b. Minimal or nonsignificant relationships between the QoLA and measures of
parental depression, anxiety, or stress may reflect the complex interplay of
coping styles, social support, family characteristics.

3. Potential Floor or Ceiling Effects:

a. Part B exhibited some positive skew in the pilot sample, suggesting that certain
autistic behaviours (e.g., aggression) may be extremely distressing to some
parents.

b. Researchers should remain alert to potential ceiling effects (Part B scores near
100) or floor effects (Part B scores near 20), as these may indicate more extreme
parental experiences that require special consideration in analysis.

4. Handling Missing Data:
Depending on the purpose of the study, missing data can be managed in different ways
to maintain score comparability:

a. For subscales, a mean score adjustment method is recommended. This involves
calculating the mean score based on completed items only.

b. Specifically, if there are 20 items in a subscale but only 16 are completed, sum
the scores of the 16 completed items and divide 16 to obtain the mean score.

c. To ensure comparability with fully completed cases, this mean score should
then be multiplied by 20 (the total number of items in the subscale) to yield a
comparable total score.

d. This method ensures that cases with incomplete responses are not excluded
entirely, while still maintaining alignment with the scale’s intended scoring

range.

5.8 Using QoL A Scores in Clinical or Research Contexts
1. Clinical Practice:
a. Part A helps identify parents’ general life satisfaction and broader well-being,
making it useful for recognising families who may need emotional, social, or

practical support.



b. Part B pinpoints the specific autism-related behaviours causing parental strain,

which can inform targeted intervention strategies, such as behavioural therapy,
parent training, or additional social supports (Eapen et al., 2014).

In clinical practice, QoLA scores are best interpreted using raw summation
rather than transforming scores to a 0-100 scale. This method ensures

consistency with the original scoring structure and simplifies interpretation.

2. Research:

a.

QoLA scores can be used as outcome variables in intervention studies focusing
on parent wellbeing and assessing changes in family functioning (Ramdasan et
al., 2024).

When assessing intervention effects, the minimal clinically important difference
(MCID) is typically defined as the change in mean scores between pre-
intervention and post-intervention assessments. This method provides a
meaningful indicator of whether observed changes are substantial enough to
reflect real improvements in parental well-being.

Group comparisons in studies evaluating interventions such as parent training
programs, respite care services, or family support initiatives should track
changes in Part A and Part B scores separately to gain a clearer understanding
of improvements in general well-being versus reductions in autism-specific

stressors.

3. Interpretation Cautions:

a.

The QoLA is not a diagnostic tool for mental health conditions; instead, it is an
adjunct measure that captures perceived quality of life.

Low Part A or Part B scores should be interpreted as potential indicators of
unmet needs (e.g., social, psychological, or practical) rather than reflecting
solely on the child’s symptoms severity. Clinicians and researchers should
adopt a holistic interpretation, considering broader family circumstances,

support systems, and individual coping strategies when reviewing QoLA scores.



Chapter 6 — Proposed Uses of the QoL A

6.1 Introduction

The QoLA was designed as an autism-specific instrument for measuring parental QoL and the
impact of their child’s autism-related behaviours (Eapen et al., 2014). Drawing on a robust
conceptual framework and preliminary psychometric support, the QoLA offers several
potential applications in both research and clinical practice (Ramdasan et al., 2024). This
chapter outlines some of the key areas in which the QoL A can be employed, including policy

and program evaluation as well as cross-cultural research studies.

6.2 Policy, and Program Evaluation

6.2.1 Assessing Service Impact

The QoLA can play an important role in identifying and assessing the effectiveness of
interventions and supports provided to parents of autistic children (e.g., Bromley et al., 2004;
Khanna et al., 2013). For instance:

1. Early Intervention Programs: Many children receive targeted interventions at a young
age (Dawson et al., 2010; Eapen et al., 2013). Using QoLA scores pre- and post-
intervention, service providers or researchers can evaluate how these supports improve
(or not) parental QoL (Eapen et al., 2014).

2. Community and Family Services: Services that address social support, respite, or
financial assistance can be evaluated by tracking changes in Part A (overall QoL) and
Part B (child-specific issues) over time (Schalock, 1996).

3. Clinical Utility: Because Parts A and B capture both general wellbeing and autism-
specific stressors, stakeholders can pinpoint the areas where families benefit most (e.g.,
decreased stress from specific behaviours) and where further resources might be needed

(e.g., emotional support, parenting strategies, financial guidance) (Bromley et al., 2004).

Example Use:

A local autism centre might implement an eight-week parent training program focusing on
stress management and behaviour strategies. By administering the QoL A before and after these
sessions, the centre can quantitatively measure improvements in parent-reported QoL (Part A)

and reduction in perceived problem behaviours (Part B) (Khanna et al., 2013).



6.2.2 Informing Funding Decisions
Policy decisions regarding resource allocation are often guided by quantifiable outcomes
(WHO, 2013). The QoLA’s ease of administration (relatively few items, strong psychometric
properties) and sensitive autism-specific scope make it a practical tool for:
1. Demonstrating the return on investment for publicly or privately funded autism
interventions (Eapen et al., 2014).
2. Comparing different services (e.g., respite care vs. parent training vs. behavioural
interventions) using standardised QoL A metrics to prioritise funding where the greatest

impact on family QoL is observed (WHO, 2013).

6.2.3 Implementation of QoLA in Special Education Settings
One of the most structured applications of the QoL A for program evaluation is found in special

education settings.

The Swalcliffe Park School Approach:
The Family QoLA Framework, developed at Swalcliffe Park School (UK) by Paul Catherall,
Kiran Hingorani, and colleagues (2018), represents a structured implementation of QoLA

within an educational setting.

This model is grounded in keyworking, where dedicated school staff support students and their
families to improve QoL both in school and at home (Catherall & Hingorani, 2018). By
integrating QoLA assessments into individualized student support plans, schools can

systematically evaluate and address student and family needs.

Key Features of the Swalcliffe Park Model (Catherall & Hingorani, 2019):
- Each student and their family are assigned a keyworker, acting as a liaison between
home and school.
- Regular QoL assessments are conducted through termly QoLA surveys, tracking
progress and identifying challenges.
- Weekly meetings between keyworkers, students, and families ensure consistent support

and adjustments to educational plans.

By embedding QoL A assessments into school practices, this framework facilitates a proactive,

individualised, and evidence-based approach to supporting autistic students and their families.



Themes Identified Through the QoLA Framework (Grimes et al., 2022):
Analysis of qualitative and quantitative data from Swalcliffe Park School’s implementation of
the QoL A has identified four key themes that contribute to improving student and family QoL:
1. Relationships — Strengthening family connections and fostering a sense of advocacy.
2. Communication — Enhancing multidisciplinary teamwork and overcoming
communication barriers.
3. Solution-Focused Support — Providing proactive problem-solving strategies for
families.

4. Wellbeing — Reducing student anxiety and parental stress through personalised support.

6.3 Cross-Cultural Research

International studies have consistently emphasised the cultural dimension of autism and
caregiving (Sartorius & Kuyken, 1994; WHO, 2023). Because QoL A translations exist in
multiple languages (see Chapter 4), cross-cultural research can:

1. Illuminate similarities and differences in parental QoL across diverse settings,
clarifying how social supports, stigma, or cultural norms mediate autism’s impact.

2. Facilitate multicentre collaborations, enabling large-scale comparative analyses on how
parents in, for instance, Australia, Bangladesh, or Iran experience autism-related
challenges.

3. Promote global awareness of the unique (and sometimes universal) stressors of autism
caregiving, guiding both policy and clinical best practices in different regions (WHO,
2013).

For example, Eapen et al. (2023) conducted a study involving seven countries (Australia,
Hungary, Malaysia, Romania, Singapore, Spain, and the United Kingdom) used the QoLA to
examine the interplay between culture and QoL. Findings of the study showed that while autism
symptoms (measured in Part B) impacted parents similarly across cultures, Part A scores
(general parental QoL) varied significantly, reflecting the influence of cultural norms and

values on the perception of QoL.

Overall, the QoLA is a versatile tool with applications in policy evaluation, special education

research, and cross-cultural studies. The Swalcliffe Park Family QoL A Framework illustrates



how QoLA assessments can be embedded into educational settings to monitor and improve
family and student well-being. Through its integration in program evaluation, funding
decisions, and international research collaborations, the QoLA continues to provide valuable

insights into autism caregiving worldwide.



Chapter 7 — Training and Capacity Building

Note: For training resources, including slide decks and FAQs, refer to Appendix 3.

7.1 Training for Teams
8.1.1 Workshops
An organised workshop approach is pivotal in ensuring consistent and high-quality
implementation of the QoLA (Crisp & Beddoe, 2013). Such workshops typically include:
1. Background and Rationale:
- Historical development of the QoL A and its conceptual underpinnings (based on
Schalock et al.’s eight QoL domains; Schalock et al., 2002).
- Overview of psychometric properties, including reliability and validity indicators
(Khanna et al., 2013).
2. Administration Protocols:
- Mode of administration: self-report vs. Interviewer-assisted (WHO, 2023).
- Ethical considerations such as informed consent and confidentiality (American
Psychological Association [APA], 2020).
- Strategies for engaging parents with varied literacy levels or heightened
emotional distress.
3. Scoring and Interpretation
- Detailed instruction on reverse-scoring negative items in Part A (see Chapter 4).
- Summation to obtain subscale scores, handling missing data per standard
guidelines (Fayers & Machin, 2016).
- Interpreting Part A and Part B results in clinical and research contexts.
4. Data Utilisation
- Translating raw QoLA findings into actionable clinical or policy
recommendations.
- Using example case studies or vignettes to illustrate how to respond to different

score patterns (e.g., low QoL but high coping efficacy).

Workshop Format can be structured as:
1. Half-day or full-day sessions (in-person or online).
2. Interactive methods (e.g., small group discussions, case-based exercises) to consolidate

learning (Poe & Matteson, 2014).



8.1.2 Role-Playing
Practical role-playing exercises significantly enhance team confidence in administering the
questionnaire (Patel et al., 2018). Suggested scenarios include:
1. Families who exhibit signs of high distress or appear overwhelmed by the questionnaire.
2. Parents with limited reading skills or language barriers.
3. Situations where the child’s challenging behaviours disrupt the interview process,

requiring empathetic but structured facilitation.

By simulating real-life complexities, role-play fosters proficiency in administering the QoLA

with sensitivity and consistency.

8.2 Resources and Workshops
8.2.1 Local Experts
Collaborating with local professionals (e.g., autism clinicians, psychologists, parent advocates)
ensures that training reflects regional needs and fosters a sense of community ownership
(World Health Organization, 2013). These experts can:

1. Present clinical insights on autism’s impact in local contexts.

2. Provide case examples that highlight culturally specific stressors or coping mechanisms.

3. Aid in customising training materials to suit local linguistic and cultural nuances.

8.2.2 Supplementary Materials
In addition to hands-on workshops, teams benefit from:
1. Slide Decks & Training Videos: Concise visual aids explaining each QoLA item,
scoring approach, and tips on rapport-building with participants.
2. Frequently Asked Questions (FAQ) Documents: Rapid reference for common user
questions on scoring, missing data, or tricky items.
3. Case Vignettes: Short narratives illustrating how QoLA scores can shift after an

intervention, demonstrating practical clinical significance.

Such resource toolkits, especially if translated into local languages, support ongoing capacity

building and consistency in QoL A usage (WHO, 2023).



8.3 Implementation Evaluation
8.3.1 Monitoring
Effective capacity-building includes systematic monitoring to ensure training leads to high-
quality administration (Crisp & Beddoe, 2013):
1. Regular Checkpoints: Short surveys or follow-up communications (every 3—6 months)
to identify barriers, clarify guidelines, and reinforce best practices.
2. Data Quality Audits: Reviewing a subset of completed QoLA forms to confirm correct

scoring, minimal missing data, and alignment with ethical standards.

8.3.2 Feedback Loops
Continuous improvement hinges on open feedback channels (Patel et al., 2018):
1. Team Debrief Sessions: Scheduled forums where practitioners or researchers share
challenges and suggest improvements to the training or resources.
2. [Iterative Refinement: If multiple users consistently point out ambiguous translations or
item confusions, the coordinating group and local experts can revise or clarify the

relevant instructions (WHO, 2023).

This cyclical approach fosters a learning environment, ensuring the QoL A remains adaptable,

reliable, and culturally attuned over time.



Chapter 8 — Future Directions for QoL A Research and

Implementation

The QoLA has become an essential tool for assessing parental and family well-being in the
context of autism. However, as its application expands across clinical, educational, and cross-
cultural settings, further research and refinement are needed to enhance its validity, increase its
utility, and influence policy decisions. Future developments should focus on enhancing family
support, validating self-reported versions of the QoL A, encouraging sustained participation in

QoL monitoring, and integrating QoL A data into policy and educational frameworks.

8.1 Enhancing Family Support

Research consistently shows that parents of autistic children frequently experience
heightened stress, mental health challenges, and difficulties accessing appropriate support
services (Puente et al., 2022). While many interventions focus on improving outcomes for
autistic individuals, parental well-being plays a critical role in shaping the long-term success
of these interventions (Sutherland et al., 2023). When parents feel supported, they are more
likely to actively participate in their child’s developmental and educational progress,

advocate effectively, and sustain engagement with available resources.

Future research should explore how best to integrate parental support services into existing
autism programs (Musetti et al., 2021), ensuring that families receive not only behavioural
intervention strategies for their children but also psychological, financial, and social support
for themselves (Kuenzel & Duerdan, 2024). This could include the development of structured
parental well-being programs, such as stress management workshops, mental health services,
and peer support groups (Yesilkaya & Magallon-Nerii, 2024). Additionally, longitudinal
studies should examine the effectiveness of interventions aimed at reducing parental burden
and improving overall family resilience (Kuenzel & Duerdan, 2024). These efforts should be
informed by data collected through QoL A assessments to ensure that strategies are targeted

and effective.

8.2 Expanding Self-Report QoL A Validation
While the parent-reported version of the QoLA provides valuable insights into family well-
being, there is growing recognition of the need to validate a self-report version for autistic

individuals, particularly adolescents and adults (Shipman et al., 2011). Many autistic



individuals can articulate their own experiences and perspectives on QoL, yet their voices are
often filtered through parental reports, which may not always accurately reflect their lived

experiences (Achenbach et al., 1987; Keith et al, 2019). A validated self-report version of the
QoLA would provide a more direct and person-centred assessment, offering a complementary

perspective to parent-reported outcomes (Keith et al., 2019).

Expanding the validation of the self-report QoL A requires careful cross-cultural adaptation to
ensure its applicability across different languages, ages, and cognitive abilities. Additionally,
studies comparing self-reported QoL A scores with parent-reported scores would help
researchers understand where discrepancies exist and why parental and self-perceived
experiences of QoL may differ (Keith et al., 2019; Change et al., 2005; Lee et al., 2016).
These findings could have significant implications for tailoring autism interventions, ensuring
that support programs align with both the needs of autistic individuals and the perspectives of

their caregivers.

8.3 Increasing Family Participation in QoL Monitoring

One of the major challenges identified in long-term QoLA research is the decline in family
participation in QoL monitoring over time. Initial data suggest that while participation rates
are high upon admission to services, they often drop from 50% to 30% within a year (Sterrett
et al., 2023). This decrease in engagement limits the ability to track changes in parental well-
being over time, making it difficult to assess the long-term impact of autism-related

interventions on families.

To sustain participation, future efforts should focus on developing more accessible and user-
friendly QoL assessment methods. Digital platforms, including mobile apps and web-based
surveys, could make completing QoL A assessments easier and more convenient for parents.
Additionally, implementing automated reminders via email or SMS may encourage continued
participation. Some families may require additional motivation or support to complete QoLA
assessments, which could be provided through parent training workshops or direct
engagement with professionals involved in their child’s care. Future studies should examine
the effectiveness of these approaches, determining which strategies best maintain high

participation rates and ensure that families continue to provide valuable data over time.



8.4 Policy and Educational Frameworks

The Swalcliffe Park School model has demonstrated how systematically integrating QoLA
assessments into educational settings can improve student and family outcomes (Catherall &
Hingorani, 2018). Given the success of this approach, it is crucial to explore how QoLA
findings can be more widely incorporated into policy and educational frameworks,
particularly within Special Educational Needs and Disability (SEND) services (Government
Digital Services, 2012).

One important direction for future research is determining how QoLA data can inform
government reviews of special education policies, particularly within frameworks such as the
SEND review in the UK (Department of Health and Social Care, 2018). By embedding
QoLA assessments into routine individualised education plans (IEPs) and school-based
support programs (Jung et al., 2008; Prunty, 2011), policymakers could use evidence-based
QoL metrics to shape intervention strategies and allocate resources more effectively.
Additionally, QoLA data could be used to compare the effectiveness of different types of
autism support services, such as parent training programs, behavioural interventions, and
respite care services, ensuring that funding decisions are informed by measurable

improvements in family well-being.

By expanding the use of QoLA within government-funded programs, future policies could be
designed to prioritise interventions that demonstrate clear improvements in both parental and
student quality of life, ultimately leading to a more comprehensive and holistic approach to

autism support.

8.5 Broadening QoLA’s International Applications

With the QoL A now translated into multiple languages, its potential as a tool for global
autism research is expanding. The ability to conduct cross-cultural comparisons using
standardised QoL assessments provides researchers with valuable insights into how parental
experiences differ across healthcare systems, cultural settings, and socio-economic

backgrounds.

Future studies should explore how different countries and regions utilise QoL A data to shape

autism support programs. A particularly important area of focus is how low- and middle-



income countries can adapt QoLA assessments to reflect local challenges, such as limited
access to autism-specific services (Borissov et al., 2022) and differing societal attitudes
toward disability (Caron et al., 2021). Developing simplified or culturally adapted QoLA
versions for low-resource settings could help ensure that QoL assessments are accessible to a

broader global population.

Additionally, fostering international research collaborations using QoLA data could provide
large-scale, comparative insights into the effectiveness of different autism interventions
across countries. Establishing global QoL benchmarks could further support policy
harmonisation and the development of best practice guidelines for autism service providers

worldwide.



Appendices

Appendix 1. QoL A Instrument

The full QoLA (Parts A and B) is reproduced below, along with instructions on item coding

and reverse scoring.

Note: Please see original open-access publication (Eapen et al., 2014) for the exact item

wordings and formatting. Researchers should verify that any excerpt or instrument version is

consistent with the official release.

Table 1: QoLA items.

QoLA—Part A (QoL subscale)

QoLA—Part B (impact of autism

symptoms subscale)

0y
2
(€)
“
C))
(6)
(7

@®)
€)

(10)

1
(12)

13)
(14)

15)

(16)

I am satisfied with my life

I feel stressed*

I feel happy and content

I feel depressed or anxious*

I feel good about myself as a person

I am satisfied with my close relationships

People are there for me when I need them

I am satisfied with my social life

I am satisfied with my family life

I am satisfied with my financial situation

I am satisfied with where I live

I have enough money to meet my needs
I am satisfied with my achievements
I am satisfied with my general health

I have a healthy lifestyle

I am satisfied with my leisure activities

Socialising with people

Having friends

Understanding others’ feelings
Holding a conversation
Communicating needs

Taking a literal meaning of comments
Saying things that are socially
embarrassing

Needing to stick to a routine

Being overly interested in a particular
topic

Getting anxious in a specific situation or
during changes

Sensitivity to certain sensations
Understanding the rules of social
interaction

Managing emotional responses

Need to do things a certain way
Destructive behaviours including anger
and aggression

emotional

Showing inappropriate

reactions




(17) Health problems stop me doing things
that I want to*

(18) I feel in control of my life

(19) [Isetand achieve goals in my life

(20) I can make a plan of action and follow it

(21) I make my own decisions

(22) 1 feel guilty*

(23) [ am part of a community

(24) I can get the support that I need from the
community

(25) Iam able to get to where I need to

(26) I feel safe in my everyday life

(27) I feel respected in my everyday life

(28) I am satisfied with the availability of

health services

Unusual behaviours or body movements

Engaging in reckless or tactless
behaviours
Doing daily living tasks independently

Responding when approached socially

*[tem 1s reverse scored.



Table 2: Demographic information for the autism and control groups.

Autism group

Control (non-Autistic)

group
n 23 16
Mean child age in months  49.39 (16.75) 43.19 (12.13)
(SD)
Number with Autism 23 0
Child gender Male:Female 17:6 10:6
Mean parent age in years 35.10 (4.50) 37.88 (3.40)
(SD)
Parent gender 0:23 3:13
Male:Female
Parent’s education 47% tertiary  100% tertiary
background 48% secondary
5% no formal education
Parent’s ethnic 47% Australian or New 63% Australian or New
background Zealander Zealander
32%  South-East  Asian 25%  South-East  Asian
16% European 6% European

5% Middle Eastern

6% Southern Asian




Table 3: Descriptive statistics and internal consistency coefficients for all measures used.

Variable Mean Range SD Cronbach’s a
QoLA Part A: autism Group 86.96 46-138 21.53  0.94
QoLA Part A: control group 110.00 65-138 17.58 0.96
QoLA Part B: autism group 68.52 3099 17.56  0.92
QoLA Part B: control group 9431  78-100 6.14 0.86
WHOQOL-BREF: Physical® 59.32  28.57-89.29 1745 0.85

WHOQOL-BREF: Psychological® 5598 33.33-91.67 1538 0.75
WHOQOL-BREF: Social relations® 55.07 16.67-100 22.15  0.72

WHOQOL-BREF: Environmental* 58.70  28-97 17.12  0.84
DASS-21: Depression® 491 0-13 3.57 0.86
DASS-21: Anxiety? 3.30 0-10 3.01 0.75
DASS-21: Stress® 6.74 0-14 3.70  0.81
PSOC: Satisfaction® 3.16 1-5.4 1.02 0.81
PSOC: Efficacy® 4.35 2.14-6 095  0.89
PSOC: Interest? 4.59 2-6 1.35 0.78

aMeasure administered to autism group only.



Appendix 2. Cultural Adaptation Checklist

Quality of life and perceptions of autism can vary greatly across different cultures (Eapen et

al., 2023). Research shows that parental quality of life is a culturally informed construct,

meaning what influences a caregiver’s well-being may differ by cultural context. Therefore,

adapting the Quality of Life in Autism (QoLA) scale for use in new languages and cultures

must follow a rigorous, evidence-based process to ensure the tool remains valid and reliable

across contexts. The following checklist outlines a step-by-step cultural adaptation procedure

for the QoL A (caregiver version), aligned with World Health Organization (WHO) guidelines

(WHO, 2016) and other best practices, e.g. International Test Commission [ITC] standards
(ITC, 2017).

1.

Secure Permission and Prepare: Begin by obtaining official permission from the
original QoL A developers to translate and use the instrument in the target culture
(Younan et al., 2019). Gather all original materials (questionnaire items, scoring
manuals) and ensure you fully understand the scale’s content and domains. Confirm
that the core concept of “quality of life” for caregivers of autistic children is relevant
and meaningful in the new cultural context (address any conceptual differences before
proceeding) (Eapen et al., 2023). This preparation phase establishes a foundation for a
valid adaptation (WHO, 2016; Younan et al., 2019).

Forward Translation by Bilingual Experts: Engage at least two independent
translators who are fluent in English (the source language of QoLA) and the target
language, and who ideally have experience with psychological or healthcare
terminology (e.g. autism, caregiving) (Alkhatib et al., 2024). Each translator should
work separately to produce a forward translation of the QoLA. Having two parallel
translations allows comparison and helps detect ambiguous wording or culturally
inappropriate terms (Alkhatib et al., 2024; Beaton et al., 2000; Wild et al., 2005).
Encourage translators to focus on conceptual equivalence rather than word-for-word
translation — the goal is to convey the same meaning in a natural way for the target
culture (Beaton et al., 2000).

Reconciliation of Translations: Convene the translators (and/or a moderator who is
also bilingual) to review and reconcile differences between the two forward
translations. Through discussion, merge the translations into one synthesized version,

resolving any discrepancies in wording or interpretation (Alkhatib et al., 2024).



Document the rationale behind choices for contentious items (e.g. why a particular
phrasing was chosen) as part of the translation report (Beaton et al., 2000). The outcome
of this step is a single draft translated QoL A (often called the preliminary forward
version), which should read smoothly in the target language and retain the intent of the
original items.

Back-Translation for Verification: To check the fidelity of the translation, have the
draft target-language QoLA back-translated into English by two new independent
translators who were not involved in the forward translation and have no prior
knowledge of the questionnaire’s content (Alkhatib et al., 2024). These translators
should be fluent in the target language and native-level English speakers. Compare the
back-translated English versions with the original QoLA to identify any inconsistencies
or shifts in meaning (Alkhatib et al., 2024). Significant discrepancies (e.g. an item’s
meaning in the back-translation diverges from the original) signal that the wording in
the target language may need revision. This step provides an additional quality check
to ensure the translation hasn’t unintentionally altered any item’s meaning (WHO,
2016; Younan et al., 2019; Alkhatib et al., 2024).

Expert Committee Review and Cultural Equivalence Check: Establish an expert
panel to review the translated QoLA and all translation notes. This committee should
include a mix of experts: bilingual clinicians or researchers familiar with autism,
professional translators or linguists, and preferably one or two caregivers from the
target culture for practical insight. The panel examines the forward translation, back-
translations, and original items together to reach consensus on the best wording for each
item (Younan et al., 2019). They will address any issues of equivalence: ensuring the
translated items are semantically equivalent (convey the same meaning), idiomatically
appropriate (phrases or colloquialisms make sense locally), experientially relevant
(content reflects familiar experiences in the culture), and conceptually equivalent (the
underlying concept holds the same significance) (Beaton et al., 2000). The expert panel
refines the wording as needed, producing a pre-final version of the QoLA that is
culturally adapted while remaining true to the original content. All decisions and their
rationale should be documented in this stage (Beaton et al., 2000).

Pre-Testing with Target Population (Cognitive Debriefing): Test the pre-final
translated QoLA with a small sample of target-language end users — for example, 5-10
caregivers of autistic children — using cognitive interviewing techniques (Younan et

al., 2019). In these pre-test interviews, ask each participant to complete the



questionnaire and then probe their understanding of each item (“What does this
question mean to you?”). Identify any words or phrases that participants find confusing
or irrelevant. For instance, note if respondents request clarification, struggle to choose
a response, or suggest alternate wording (Younan et al., 2019). This cognitive
debriefing helps verify that the questionnaire is clear, culturally appropriate, and
captures the intended meaning of each item in the new context. As Willis (2015)
emphasizes, such interviewing can reveal whether translated expressions truly carry
equivalent cultural meaning as the original (Younan et al., 2019). Collect feedback
on any problematic items and common interpretations.

Refinement and Finalization: Based on the pre-test findings, refine the translation.
Modify or rephrase any items that caused confusion or did not fully resonate with
participants, while maintaining the item’s original intent. It may be necessary to adjust
examples or references to better fit the local culture (for example, replacing an
idiomatic expression with a culturally analogous phrase). Once revisions are made, you
might conduct a second round of cognitive testing if major changes occurred, or else
proceed to finalize the official adapted version of the QoL A. Ensure all changes are
logged and justified (Beaton et al., 2000). At this stage, it is also advisable to have the
final version proofread for grammar and checked for reading level in the target
language. Optionally, consider having the original QoL A developers or an independent
advisory committee review the final translated version and the adaptation process
documentation for approval (Beaton et al., 2000). This external appraisal can confirm
that the adapted instrument is acceptable and faithful to the original (Beaton et al., 2000).
Psychometric Validation in the New Culture: Field-test the finalized translated
QoLA on a larger sample of caregivers in the target population to statistically evaluate
its properties. Translation alone does not guarantee that the instrument’s reliability and
validity carry over to the new culture (Beaton et al., 2000). Conduct analyses such as
internal consistency reliability (e.g. Cronbach’s alpha for Part A and Part B), test-retest
reliability (if feasible), and construct validity tests. Critically, perform a factor analysis
or other dimensionality checks to see if the QoLA’s two-factor structure (Part A:
parental QoL; Part B: child impact) is replicated in the target cultural sample (. For
example, in the Arabic QoL A adaptation, researchers used confirmatory factor analysis
to ensure the scale’s domain structure remained intact in the Arabic-speaking context
(Alkhatib et al., 2024). If any items show poor psychometric performance (e.g. low

item-total correlations or loading issues), consider whether cultural factors could



explain this and if further adaptation or removal is warranted (Alkhatib et al., 2024).
Establish normative data or cut-offs as needed for the new context. This validation step
provides evidence that the adapted QoLA is psychometrically sound and measures
caregiver quality of life as intended in the target culture (Beaton et al., 2000).

9. Documentation and Reporting: Throughout the adaptation process, maintain
thorough documentation. Keep records of each translation, notes from translator
discussions, expert committee meeting minutes, and summaries of cognitive interview
feedback. This documentation serves as an audit trail of the decisions made at each step
and the reasoning behind them (Beaton et al., 2000). It will be invaluable for
transparency and for any future updates or adaptations of the scale. When publishing or
sharing the adapted QoLA, report the adaptation procedure and any evidence of validity
(per the above steps) in detail. Following WHO recommendations, a well-documented
adaptation process helps ensure confidence that the QoL A results are comparable

across cultures and languages (Beaton et al., 2000).

By following this checklist, researchers and clinicians can create culturally adapted versions of
the QoLA scale that are both linguistically accurate and culturally appropriate for caregivers
of autistic children. Adhering to these evidence-based steps — from forward translation and
expert review to cognitive testing and validation — will help preserve the content validity of
the QoLA across different cultural settings while upholding its psychometric integrity in

measuring the quality of life in families living with autism.



Appendix 3. Resources for Teams
1. Training Modules: Slide decks introducing QoLA domains, item coding, and validity
evidence.
2. FAQs: Common parent questions (e.g., “What if my child’s behaviour changes daily?”)
with suggested answers.
3. Best Practices: Strategies for ensuring confidentiality, ethical data handling, and

respectful participant interactions.
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