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English summary
Introduction: Measures of quality of life among individuals with disabilities can add value to biological
and clinical measures. Participation has been suggested as an objective measure to supplement the
subjective perception of quality of life. Most relevant measures are either developed with a focus on the
general population or with a focus on one or a few disabilities. Generic questionnaires do not necessarily
address the aspects which are the most important when living with a disability. Specific questionnaires
are suboptimal if we wish to compare a quality of life of populations with different or multiple
disabilities. The output of many measures is one single score that does not provide details on where to
target interventions that aim to improve quality of life and participation.
Objectives: The overall aim of this thesis was to develop an instrument measuring quality of life and
participation in a population with diverse disabilities. The overall aim was focused into the following
research objectives: To identify aspects of quality of life and participation common to individuals with
diverse disabilities (phase I). To explore the association between social relations, social participation
and quality of life across disabilities (Paper I). To develop domains, empirical indicators and items to
measure quality of life in a population with diverse disabilities (phase II). To present and discuss the
development of the Electronic Quality of Life (EQOL) instrument and to explore content validity (Paper
II). To make the questionnaire applicable in practice (phase III). To further test content validity through
field testing of the EQOL-questionnaire. To construct a non-categorical quality of life profile, measuring
quality of life and participation (Paper III)
Material and methods: Through focus group interviews and individual interviews, I investigated
shared themes critical to quality of life and participation. In total, I interviewed 55 individuals between
10-40 years old with a self-reported disability. The development of the EQOL-questionnaire focused on
describing the conceptualization of domains and operationalization into items. I performed nine
cognitive interviews to assess the content validity of the questionnaire and used data from a field test
with 318 respondents to investigate its face validity. Confirmatory Factor Analysis was conducted to
validate the construction of the EQOL profile.
Results: Themes which were perceived to be important to quality of life and participation across
multiple types and varying severity of disabilities were identified. Based on these themes, I constructed
six domains: function and health, environment (physical and social), social network, wellbeing,
occupation, and managing strategies. Inspired by the interview data, I chose to explore the theme of
social relations and found that caregiving, dependency, and understanding as well as acceptance,
discrimination, and prejudice were all aspects of importance to the quality of life of individuals. As part
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of the conceptual work I constructed a conceptual model which provided the basis for the further
development of the questionnaire. The initial acceptability of the questionnaire was found to be
satisfying. Confirmatory factor analysis estimated the RMCEA of 0,06 which is between a good and an
acceptable fit of the measurement model of the EQOL-profile.

Conclusions: Although capturing less detail than a condition specific measure, the EQOL-profile
includes aspects perceived important to persons with diverse disabilities. Identification of these aspects
and the development of the graphical charts may be relevant when developing and targeting
interventions and environmental adaptations, aiming to enhance quality of life and participation in
populations with diverse disabilities.
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Danish summary
Introduktion: Måling af livskvalitet blandt personer med funktionsnedsættelser kan bidrage med
værdifuld information til biologiske og kliniske mål. Social deltagelse er et oplagt supplement til den
subjektive vurdering af livskvalitet. De fleste måleredskaber (spørgeskemaer) er enten udviklet til den
generelle befolkning eller til en specifik, smal population med en eller få funktionsnedsættelser eller
sygdomme. De generelle, generiske måleredskaber inkluderer ikke nødvendigvis de spørgsmål, som har
størst betydning for personer med funktionsnedsættelse. Hvis vi ønsker at sammenligne livskvalitet på
tværs af populationer med forskellige funktionsnedsættelser, eller ønsker at måle livskvaliteten i
populationer med forskellige funktionsnedsættelser, er de specifikke redskaber ikke optimale. Mange
måleredskaber til livskvalitet -og social deltagelse resulterer i en enkelt score, som ikke indeholder
oplysninger om, hvor man kan intervenere, hvis man ønsker at forbedre livskvalitet og deltagelse i en
specifik population.
Formål: Det overordnede formål med denne afhandling er at udvikle et måleredskab til måling af
livskvalitet og deltagelse i populationer med forskellige funktionsnedsættelser. Det overordnede formål
besvares ved følgende delformål: At identificere aspekter af livskvalitet og deltagelse, der opleves som
vigtige på tværs af funktionsnedsættelser (fase I). At undersøge sammenhængen mellem sociale
relationer, social deltagelse og livskvalitet på tværs af funktionsnedsættelser (artikel 1). At udvikle
domæner, empiriske indikatorer og items til måling af livskvalitet i en population med forskellige
funktionsnedsættelser (fase II). At præsentere og diskutere udviklingen af det elektroniske livskvalitetsmåleredskab (EQOL) og at undersøge dets indholdsvaliditet (artikel II). At gøre måleredskabet
anvendeligt i praksis (fase III). At teste indholdsvaliditeten gennem en pilottest af måleredskabet samt at
konstruere en profil til måling, af livskvalitet og deltagelse på tværs af forskellige funktionsnedsættelser
(artikel III).
Materiale og Metoder: Gennem fokusgruppeinterviews og individuelle interviews undersøgte jeg
fælles aspekter, som oplevedes som vigtige for livskvalitet og deltagelse. I alt interviewede jeg 55
personer mellem 10-40 år med en selvrapporteret funktionsnedsættelse. Udviklingen af EQOL
måleredskabet blev præsenteret med et særligt fokus på konceptualisering af domæner og
operationalisering af items. For at undersøge indholdsvaliditeten i måleredskabet gennemførte jeg
yderligere ni interviews og anvendte data fra en pilottest med 318 deltagere. Til at validere
konstruktionen af EQOL-profilen anvendte jeg konfirmatorisk faktoranalyse.
Resultater: Jeg identificerede temaer, som oplevedes som vigtige på tværs af funktionsnedsættelser.
Baseret på disse temaer, konstruerede jeg seks domæner: Funktion og helbred, Omgivelser (fysiske og
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sociale), Socialt netværk, Velbefindende, Beskæftigelse og Håndteringsstrategier. Inspireret af data fra
interviewene valgte jeg at undersøge temaet sociale relationer yderligere og fandt at pleje/pasning,
afhængighed og forståelse samt diskrimination og fordomme var vigtige aspekter af betydning for
livskvaliteten på tværs af funktionsnedsættelser. Som en del af det konceptuelle arbejde udviklede jeg
en model som fundament for den videre udvikling af måleredskabet. De foreløbige undersøgelser viste,
at måleinstrumentet har en tilfredsstillende indholdsvaliditet. En konfirmatorisk faktoranalyse indikerer,
at målemodellen for EQOL-profilen statistisk set ligger mellem acceptabel og god (RMSEA= 0,06).
Konklusion: Om end EQOL-profilen indeholder færre detaljer end et specifikt måleredskab, inkluderer
den de aspekter, som opfattes som vigtigst for personer med funktionsnedsættelser. Identifikationen af
disse aspekter, samt udviklingen af grafiske diagrammer, er relevant i forhold til udvikling af målrettede
interventioner og omgivelsesmæssige tilpasninger, som har til formål at forbedre livskvaliteten og
deltagelsen i en population med forskellige funktionsnedsættelser.
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In 2012 the Ministry of Social Affairs announced a PhD grant with the aim of developing an instrument
on quality of life, applicable in a Danish setting, among persons with all types of disabilities. The
instrument was required to be applicable by local governments, by professionals in e.g. sheltered
residential settings, as well as for research. This thesis is a result of the Ministry of Social Affairs’ grant.
The main outcome of this PhD is the Electronic Quality Of Life-profile (EQOL). It was developed
through a combination of qualitative and quantitative methods, ranging from interviews with the target
population, conceptual decisions on domains, development of items, and field-testing. The development
included three phases, resulting in three scientific papers based on results from the phases. In paper I I
explored the association between social relations, social participation and quality of life across diverse
disabilities. In Paper II I presented and discussed the development of the EQOL-questionnaire. In paper
III I further explored the content validity of the EQOL questionnaire and constructed a practical profile.
A 14-person advisory board followed the first two phases of the project. They met three times and
provided feedback on the interview guide, the domains, and the items. The board included experts in
questionnaire development and disability, as well as professionals from for example sheltered
workshops, special schools, leisure time facilities as well as representatives from patient organizations
and local governments. The advisory board was selected to be geographically diverse within Denmark
and to represent experiences with physical and mental disabilities.
The thesis is structured as follows: First, the background, aim and objectives of the thesis are presented,
followed by an outline of the applied materials and methods. Next, a summary of the results from phase
I-III and papers I-III is provided, followed by a discussion of the main findings and the methodological
challenges. Finally, I present my conclusions, along with the implications for future research and for
practice.
In this thesis, disability is used as an umbrella term covering physical and mental, self-reported
disabilities, functional limitations and illness. Quality of life is used as an individual, subjective
perception of different aspects of life (including perception of participation). Participation is used as an
objective measure of involvement in life. Further definitions of the three concepts are found in chapter 4
‘Conceptual frame’.
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Measuring quality of life and participation across diverse disabilities
Assessment of quality of life provides an essential and meaningful way to evaluate the impact of health
care among persons with disabilities. It provides important additional information about the life of an
individual beyond biological and medical information 1–4.
Traditionally, clinical outcome measures have focused on physical symptoms, recurrence of events and
mortality 5. However, quality of life is the intuitive goal of all healthcare interventions 6, and the concept
is becoming widely recognized as an important outcome in a variety of medical conditions, such as
diabetes 5, cardiovascular disease 7, depression 8 and cancer 9. Also, within disability research, it has
been suggested that quality of life and participation should be considered the key outcomes 1,10.
An estimated 27-35 % of the Danish population (16-64 years) are living with a self-reported disability,
including impairments and long-term health conditions 11, or some other profound activity limitation
caused by a health problem or illness 12. A global disability prevalence of 14 % has been estimated,
based on difficulty in seeing, moving around, remembering/concentrating, and self-care 13. This
population, with diverse disabilities is known to account for a great number of wide ranging of health
service needs 14.
Often a population of people with disabilities is not limited to one or a few types of disabilities. For
example, in general population surveys, residential homes, municipalities, and hospitals, the population
of interest is likely to vary in terms of type and severity of disability. To measure quality of life and
participation in such populations, it is essential to assess these concepts in ways that are perceived
relevant across a wide range of disabilities. This is to ensure valid results, as well as acceptability of the
aspects addressed and further to allow for comparability across disabilities. Cross-disability assessments
of quality of life and participation are useful in order to inform treatments, interventions, and
environmental adaptations aiming to improve quality of life and reduce participation restrictions in
populations with diverse disabilities. However, persons with disabilities are often excluded from
representative population surveys because of a missing attendance to this matter 14.
Adults with activity limitations report poorer wellbeing compared to those without activity limitation 12.
Research on adolescents with cerebral palsy, found that they had a significantly lower quality of life in
the domain of ‘social support and peers’, but a similar or better quality of life in nine other domains
assessed 15. However, a surprisingly high level of quality of life has been found among some individuals
with severe disabilities 16. This is referred to as the disability paradox, highlighting the importance of the
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personal experience of disability as opposed to the objective assessment of the quality of life 16. This
paradox can be a result of a response shift, defined as a change in the personal standards, values or
conceptualization of quality of life 17. Response shift is often following a life threatening condition or
the onset of a chronic illness 17. Personal and contextual factors, such as social support have also been
suggested as explanations of the disability paradox 18.

We know from the literature, that mental and physical conditions are strongly associated with social
participation restrictions 19 and that adolescents with cerebral palsy participate less in physical and
social activities than others 20,21. Limited social participation was also found among middle aged and
older adults with multiple physical and mental disabilities 19.
Little is known about the quality of life and participation in populations with diverse disabilities. This
may be due to a lack of measures relevant to this wide-ranging and often undefined population.
Generic and condition specific questionnaires
Typically, questionnaires targeting disabilities are developed as either condition specific or generic 22.
Condition specific questionnaires can provide detailed information on issues important to individuals
with specific conditions, diseases or symptoms 23. In general, specific measures are more responsive in
terms of measuring change in the quality of life of their target population compared to generic measures
24

. However, their specificity makes comparisons across disabilities difficult because questions relating

to a particular condition may be difficult or irrelevant to answer for others without that disability.
Measures designed to a specific population e.g. children with intellectual disabilities are also considered
specific 22. When using specific questionnaires, developed to one or few diagnoses or conditions, people
with comorbidities have the risk of falling through the gaps. For example, the prevalence of psychiatric
problems is higher among people with intellectual disabilities compared to the general population25.
Should they answer a questionnaire developed for intellectual disabilities or a questionnaire developed
for psychiatric problems? Or perhaps both?
Generic questionnaires address common dimensions across a wide range of populations 22, and do not
refer to any specific illness or disability. While they allow for comparisons across populations with and
without disabilities, they may not address issues important to particular patient groups, e.g. symptoms of
disease and treatment of side effects. 26. Also, generic quality of life instruments often include a measure
of functioning or impairment 27. If this measure is included as part of quality of life this may result in a
systematically lower quality of life score among persons with physical disability or chronic illness 28,29.
Further, many of the generic instruments fail to include essential quality of life aspects important to
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individuals living with illness because they are based on what health professionals or the general
populations consider important to quality of life 30,31.
A cross-disability focus on measurements
In 1989 a cross-disability approach was suggested by Stein and Jessop 32, and a study from 2006
investigating access and barriers to health care suggested that a broad focus on the interaction between
functional abilities and environment was more useful than a focus on the underlying disease,
impairment or illness 33. The International Classification of Functioning, Disability and Health (ICF)
also provide a universal application based on functioning rather than on disability or specific diagnoses
34

.

However, instruments with a cross-disability approach often focus on a range of physical conditions 35
or intellectual disabilities 36. Only few instruments, e.g. the WHOQOL-DIS 37, have been developed to
include diverse intellectual and physical disabilities in the same measure. The WHOQOL-DIS was
originally developed as an international, generic, and subjective quality of life questionnaire
(WHOQOL) measuring a broad range of domains with a focus on the general population, including
people with acute and chronic disorders 38. However, as a recognition of poorly covered or missing
aspects of quality of life critical to persons with disabilities, disability addendum (WHOQOL-DIS) was
later developed 37. The additional items were based on focus group interviews with adults who had
intellectual or physical disabilities, such as, Parkinson’s disease, sensory impairment, and multiple
sclerosis37. Although the generic WHOQOL-measure is widely used, it has been criticized by The
Committee for Social QOL indexes, which does not recommend WHOQOL as a scale to measure overall
quality of life 39 The committee addresses five main points of concern:
1) No rationale was provided for not using their extensive qualitative data collection to construct
domains. Instead the WHOQOL-group chose six domains prior to the data collection. These six
domains have not been sufficiently explained. 2) The intentions of weighting individual data using
population-based weights and the actual measure-instruments without weighting questions are
inconsistent. 3) There are no indications that the previous literature on quality of life have been included
systematically. 4) The precise nature of the WHOQOL is unclear in terms of the relation between
quality of life and health related quality of life. 5) The distinction between subjective and objective
items is not clear and there is a lack of “true” objective items.

.
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To my knowledge, no chronic-generic instruments have been constructed, with a primary focus on the
aspects of quality of life and participation, relevant to a wide-ranging population with diverse
disabilities.

The impact of social relations on quality of life and participation
Within the quality of life literature there is a high level of agreement that the social relations are superior
in their contribution to quality of life 39,40. A study on the influence of social relations on mortality
concludes that the impact of social relations on mortality is comparable to that of well-established,
behavioral risk factors for mortality, such as smoking and alcohol-use 41
Previous research has shown that quality of life in young adults with disabilities is affected by their
participation, their social relations, and their environment including connectedness and life satisfaction
42

. This link between quality of life and social relations is further supported by quality of life models,

identifying social relations or social environment as core domains of quality of life 43–45. We further
know from previous research that close connections with family and friends, as well as interaction with
local communities, colleagues, and society, influence quality of life both positively and negatively,
depending on the nature of the relations 40,46,47. Particularly support and help from family and friends is
found to be essential to quality of life 40,46,48 and some of the key benefits of supportive relations
amongst people with disabilities are acceptance and understanding 47. However, social relations may
also create distress and damage health, as quality of life has shown to decline when families and
professionals are unsupportive 40. Negative reactions from family, friends, service providers, employers,
and society may also reduce quality of life 40, as do feelings of not being understood 47.
Living with a disability may affect relations to family and friends, if they serve as informal caregivers.
Quality of life and informal caregiving have often been investigated from the perspective of the informal
caregivers, 49 but knowledge is sparse about the impact informal care has on the care receiver and
whether any such impact varies across disabilities.
Establishing and maintaining social relations improves individuals’ social participation 21. For instance,
a study has shown that children’s ability to engage and interact socially is developed via close social
relations 1. Equally, social participation may strengthen an individual’s social relations by creating
opportunities of meaningful interaction 40.
The association between social participation and quality of life may vary across disabilities. However,
previous research on social relations and quality of life among individuals with disability often consider
only one or a few disabilities 19. Little is known about which aspects of this association are shared in a
population with diverse disabilities.

11

BACKGROUND

Moving from complex empirical data to items
Valid and reliable measurements of the multi-dimensional quality of life concept require thoroughly
developed and validated instruments 2. Many quality of life instruments have been found to measure
health, functional status, symptoms, disease, or side effects from treatment rather than quality of life
itself 2,27. It is argued that quality of life should be conceptually separated from these other indicators 27.
To obtain clarity about these concepts, attention must be paid to conceptualization of domains and
operationalization of domains into items. To construct a questionnaire with issues relevant to a
population with diverse disabilities, it is important to investigate which domains are common across a
wide range of different disabilities. Qualitative interviews exploring the perspectives of the target
population provide a good basis for what to include in a questionnaire 50. When extracting information
from comprehensive qualitative interviews into condensed themes, it is crucial to be precise and explicit
about which aspects of the obtained information are included in each theme 51. Furthermore, it is
important that the items chosen to measure a certain theme reflect these inclusions and exclusions 52.
A way to create this transparency during the transition from complex empirical data to items is through
conceptualization and operationalization. A detailed outline of the concepts in each domain and their
correlation to the constructed items allow others to know what thoughts and decisions lie behind the
selection of each item 51.
Details on conceptualization and operationalization are often lacking in descriptions of the development
of instruments 51. For instance, in the WHOQOL-DIS it is described that focus groups were conducted
in 15 centers around the world and that suggestions about which facets and items should be added to the
existing WHOQOL were translated into English 37. They further describe that the disability-related
items were pilot tested, but the methods used in the item generation process were not described in detail.
The description of the development of a participation questionnaire provides a section on item
generation, but does not define how the items were chosen 53. Generally, more details are needed about
how information obtained in qualitative interviews is transformed into items.

Scoring of measures
The ultimate goal, when constructing a new measure instrument, must be its usefulness to the
population. In practice, application of the quality of life concept requires a practice-oriented presentation
of quality of life data 9.
Some quality of life measures, such as the Cantril Ladder, consist of just one single question 54. Such
measures may lack detail and be more unstable that multi-item measures 55.
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Hagerty argues that multiple, detailed items are needed if quality of life instruments are used to decide
which interventions are appropriate to make 39. Measures summing up several items in one overall score
of quality of life do not provide this detail and do not allow for identification of the specific aspects with
the greatest need for improvement. Hence, one scale of quality of life does not provide the best basis for
targeting interventions 39.

A measure based on the perception of the most important aspects of quality of life and participation in a
wide-ranging population with diverse disabilities would provide the possibility of a cross-disability
assessment of these concepts. Comparison across disabilities and comparison between people with and
without disabilities could be conducted on the aspects most importance to persons with disabilities.
Development of a detailed profile with a graphical display may enhance the likelihood of use in
practice. This may, ultimately, lead to an improvement of quality of life and participation in populations
with disabilities.
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AIM AND OBJECTIVES
The overall aim of this PhD project was to develop an instrument measuring quality of life and
participation in a population with diverse disabilities.
The development of the EQOL-profile was based on three development-phases. Phase I included
qualitative interviews with the target population to identify relevant themes of quality of life and
participation. The initial analyses of the qualitative data identified social relations as one of the most
prominent themes. This theme was further explored through a thematic analysis in paper I. Phase II
consisted of thorough conceptualization and operationalization of the themes identified in phase I. A
presentation of this process, including the development of a conceptual model, constituted paper II.
Phase III included field-testing the EQOL-questionnaire and construction of the EQOL-profile. Results
from the field test, profile construction and the graphical presentation of the profile are presented in
paper III. The thesis is based on the following objectives:
Phase I: To identify aspects of quality of life and participation common to individuals with various
disabilities.
Paper I: To explore the association between social relations, social participation and quality of life
across disabilities More specifically, to investigate the following research questions:
1. Which shared aspects of social relations are perceived to be important for quality of life and
social participation in a population with various disabilities?
2. How do social relations affect quality of life across various types of disabilities?
3. How does social participation affect quality of life across various types of disabilities?
Phase II: To develop domains, empirical indicators and items to measure quality of life in a population
with diverse disabilities.
Paper II: To present and discuss the development of the Electronic Quality of Life (EQOL) instrument.
A particular focus was on the conceptualization of information from the qualitative interviews and on
the operationalization of domains into items. And to explore the content validity of the EQOL-measure.

Phase III: To make the questionnaire applicable in practice
Paper III: 1. To further test content validity through field testing of the EQOL-questionnaire and to
construct a non-categorical quality of life profile, measuring quality of life and participation.
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CONCEPTUAL FRAME
The conceptual frame is based on three fundamental concepts; disability, quality of life, and
participation.
Disability
Traditionally the medical model and the social model have been the main approaches to classifying and
measuring disability 34. Whereas the medical model perceives disability as attributes of an individual,
the social model views disability as a problem caused by society. The International Classification of
Functioning, Disability and Health (ICF) defines disability as an umbrella term for impairments, activity
limitations, and participation restrictions. This definition is based on a biopsychosocial model of
disability integrating the historically used models of disability: the medical model, and the social model.
ICF finds that none of the models are adequate in themselves, but recognizes the contribution of each
model and defines disability as a complex interaction between attributes of a person’s body and the
milieu in which the individual lives. Disability is understood as the interaction between individuals with
a health condition (e.g. cerebral palsy, Down syndrome, or depression) and personal and environmental
factors (e.g. negative attitudes, inaccessible transportation and public buildings, or limited social
support). These interactions are visualized in the ICF-model of functioning and disability reproduced in
figure 1.
Figure 1: The World Health Organization’s model of functioning and disability 34

Health condition
(disorder or disease)

Body function
and structure

Environmental factors

Activities

Participation

Personal factors
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My approach to disability

In this thesis, I use the term disability as an overarching term covering self-reported functional
limitations, as well as chronic physical and mental illness. This understanding of disability is inspired by
the concepts of impairment and disability employed in the ICF 34. Furthermore it is in accordance with
the cross-disability approach focusing on the functional limitations, regardless of the underlying cause
of the limitation 32. Inspired by Rosenbaum, I have chosen to refer to the background population as
‘other individuals’ or ‘others’. Not as ‘normal’, ‘abled-bodies’ or “typical”29
Quality of life
Quality of life has been described as a complex construct that cannot be directly observed 44.
Historically, the concept of quality of life has been approached from objective and subjective
perspectives 56. The objective approach focused on quantifiable factors such as income, access to
medical service and housing conditions, whereas the subjective approach focused on satisfaction with
life and social relations 56. There are ongoing discussions in the literature about the objective and
subjective nature of quality of life 57. However, there is growing consensus that both approaches add to
the understanding of quality of life 4,6.
An important aspect influencing the understanding of quality of life is whether the concept should be
considered unidimensional or multidimensional. Well-known examples of unidimensional measures are:
‘All things considered, how satisfied are you with your life as a whole these days?’ 58 and the Cantril
Ladder 54. Such measures provide no opportunity for assessing the underlying aspects of the quality of
life 39. It is now widely accepted in the literature, that the concept of quality of life should be considered
a multidimensional construct which comprises a number of core domains including physical,
psychological, and social aspects 39,59,60. Furthermore, that these core domains are found to be
influenced by personal characteristics and by environmental and contextual factors 4.
An example of a widely-used model of Quality of Life is the model proposed by Felce and Perry (1995)
is shown in figure 2. This model is based on the definition of quality of life as a combination of life
conditions (objective) and satisfaction (subjective) weighted by scale of importance (personal
preference) 59.¨
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Figure 2: Conceptual model of quality of life defined as a combination of life conditions and personal satisfaction
weighed by personal values 59

Personal values

Life
conditions

Quality of life

Personal
satisfaction

In the beginning of assessment of quality of life in clinical medicine, quality of life was paralleled with
functional status and referred to as Health Related Quality of Life (HRQoL) 29. Since then, the term
HRQoL have been used interchangeably with quality of life 27,61. As mentioned earlier, people with
disabilities appear to have a poorer ‘quality of life’ than others when functioning is included in quality
of life is assessment 29. The use of the concept HRQoL has been described as confusing and unhelpful
because of the overlap between health and quality of life 27,29. It has been suggested to abstain from
using the concept HRQoL and the term self-perceived health status has been suggested as a more
appropriate alternative 27.
My approach to quality of life

I use the WHO definition as the basis for my understanding of quality of life: “Individuals’ 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” 62 p 1570. In this thesis, I approach quality of life as
the subjective perception of different aspects in life. The objective perspective is recognized and
acknowledged in the conceptual model (figure 5, page 51), but objective measures of health,
functioning, environment, and occupation were not within the scope of this PhD project. Further, the
value of personal preferences is acknowledged, but is not included specifically. I use the quality of life
concept distinctly from health related issues and abstain from using the term HRQoL in accordance with
the suggestion from Karimi and Brazier 27.

17

CONCEPTUAL FRAME

Participation
The right to participation is included in The Convention on the Rights of Persons with Disabilities,
WHO (2008). In 2001 the focus of the ICF shifted from ‘impairment, disability and handicap’ to
functioning and disability 34. This change of focus has led to more research on the concept of
participation 63. In the ICF, participation is defined as “involvement in a life situation” 34. This definition
address the way a person performs in society, for example in relation to education, social relations, and
leisure activities, such as hobbies or sports 1.
Social participation is perceived an important objective outcome measure to compliment the measure of
subjective quality of life 1. While subjective quality of life measures focus on the perceived experience
with different aspects of life, participation addresses the extent of involvement in society. The ICF
defines participation restrictions as ‘problems an individual may experience in involvement in life
situations’ 34. Such restrictions can be reduced by compensating environments, thus environment has a
strong influence on the level of participation 1. The importance of environment, as a facilitator for
participation, is highlighted in the following quote from the WHO webpage on social participation:
“Ministries of Health cannot create participation, but they can create spaces that enable and encourage
participation” 64.
In addition to the objective participation, which may work as a predictor for quality of life 29, the
satisfaction with participation can be perceived as part of the quality of life assessment. This subjective
aspect of participation is important because individuals have different preferences in terms of
participation 10. Participation hindered because of impairment and/or a hindering environment, is
different from a personal choice of not engaging in that particular type of participation activity 10. The
personal choice issue has been addressed by a distinction between what is actually achieved
(performance) and what could potentially be achieved (capability) 34 This distinction is also discussed
using participation (what you do) and capacity (what you could do in an ideal environment) 65.
My approach to participation

In this thesis, I define participation as “involvement in a life situation” as defined by the ICF.34 p xvi.
Participation restrictions can be caused by interactions between impairment, activity limitations and
environmental factors. However, the cause of the restrictions is not within the scope of this thesis.
Participation is used to complement the subjective measure of quality of life.
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MATERIAL AND METHODS
Model of the three development phases
This thesis is based on the development of the EQOL-instrument. An overview of the three phases, the
two data collections, and the methods applied in this PhD project is presented in figure 3. Each of the
phases resulted in a scientific paper. Paper I is based on qualitative focus group interviews. Paper II is
based on the conceptual work on domains and items. Paper III is based on a field test of the measure,
development of a profile with graphical charts and on confirmatory factor analysis.
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Figure 3: Overview of the three phases in development process
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Definition of terms used in the development phases

In order to describe the development of an instrument measuring quality of life and participation within
a population with disabilities, I used several terms throughout the development process In phase I,
themes designated the results of the thematic analysis on the qualitative interviews. In phase II, domains
were compiled themes incorporated in the conceptual model. Empirical indicators were specific
experiences chosen to represent the content of a domain. Items were the questions developed to measure
the empirical indicators. In phase III, Questionnaire was used to refer to the collection of items used in
the field test. The items displayed in graphical charts constituted the EQOL-profile (see figure 3).

Phase I: Themes of quality of life and participation: Identification
In phase I, I conducted interviews to identify which aspects were perceived to be the most important to
quality of life and participation across different types and severities of disability. Because social
relations were found to be essential to quality of life and participation, I performed an in-depth analysis
on the associations of social relations, quality of life and participation.
Target group
The target population for this PhD project was initially defined by the Ministry of Social Affairs to
include children and adults with all types of disabilities. I decided to see how far I could get with this
wide target population, while knowing that fulfilling the needs of children, adolescents and adults with
all types of disabilities within the limits of this study would be challenging. I initially reduced the age
span of the target population to 10-40 years.
Inclusion criteria for interview participants:
• Between 10-40 years old at time of the interview
• Have a self-reported disability (physical or mental chronic illness or impairment leading to
functional limitations)
• Be able to participate in an interview (but not necessarily be able to answer a questionnaire)
• Proxy-respondents for individuals with severe intellectual disability
Recruitment of participants for interviews
The recruitment of potential participants included four steps. First, I invited people with disabilities to
participate in a focus group interview, via a short notice posted to the following Facebook groups:
Bipolar affective disorder, Danish Heart Foundation, The Danish Rheumatism Association, the
Specialist Journal for Social Workers, ‘SVÆRT- an association for children with severe disabilities, the
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Danish ADHD Association, and the National Association for Autism. The groups were identified via the
search terms: illness and disability.
Second, I approached 34 patient/disability organizations by a personalized email to their director and a
subsequent phone call. Following these initiatives, 32 organizations responded positively to my request.
To ease publication on their webpage, Facebook profile, or in their membership magazine, a letter
including a short version of our invitation to interview participants was sent to all interested
organizations.
Third, in order to recruit more young participants, I contacted a local school with special classes in the
Copenhagen area, two leisure clubs for adolescents with special needs and 14 mainstream schools from
the three main regions in Denmark; Jutland, Funen and Zealand. I offered to conduct the interviews at
school premises.
Finally, two participants were approached directly by email, after having appeared in the media
discussing the issue of living with a disability. All interested participants were registered in a database.
However, all communication with the participants recruited through their special school, special leisure
time facility or sheltered workshop happened through these facilities, and therefore these participants
were not registered in the database.
To allow potential participants, advisory board members and others interested in the project to read
about the study, sign up for participation and subsequently to be up-dated on the progress, I created a
web page for the EQOL-project. The web page also provided a possibility of contacting me to get more
information or to comment on the project.
Focus group interviews
The data collection design was focus group interviews 66. A cross-disability approach was successfully
tested in two pilot focus groups (interview number 1 and 2 in table 1). Participants in the pilot groups
were homogeneous in terms of age and gender, but differed in type and severity of their disabilities. My
intention with the pilot groups was to explore whether the variation in disabilities would stimulate
discussion by making explicit the similarities and differences that might be implicit to individuals with
the same or similar disability. The cross-disability approach was used in all succeeding focus groups. In
total, fifteen focus group interviews, involving individuals representing a broad range of disabilities,
were conducted (see table 2). Before each interview the participants were asked to answer a short
questionnaire about age, gender, education, occupation and type of disability Data from these
questionnaires are shown in table 1. Apart from one focus group- and one individual interview
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(conducted by student assistant, Marie Kofoed Svensson and supervisor Susan Ishøy Michelsen), I
conducted all of the interviews assisted by either Marie or Susan.
Exceptions from the research design
I made exceptions to the research design by interviewing seven participants individually. This was done
to allow the study design to be as inclusive as possible, and to avoid excluding informants due to the
focus group setup, as illustrated by the following examples. I interviewed a deaf-blind young woman
(deaf and with impaired vision) in her own home using a sign language interpreter. I interviewed a
woman with multiple severe mental illnesses alone in a place she referred to as her ‘safe spot’. Another
case of individual interviewing was when I interviewed a young man without verbal language, who
communicated through his helper by spelling each word by blinking his eyes. The individual interviews
were conducted using the interview guide from the focus group interviews. Another exception was that
participants with an intellectual disability were recruited and interviewed through their work place or
leisure time facility, a place where they felt comfortable and secure. This entailed that they were
included in a group with other individuals with an intellectual disability. Focus group interviews and
individual interviews are referred to as ‘interviews’ in the following.
Study population and settings
Among 102 potential participants in the recruitment database, 49 were invited to participate in an
interview. The remaining 53 were not invited because participants with that age and/or type of disability
had already been attained. Of the invited participants, 37 participated and 12 declined the invitation, for
varying reasons. Additionally, 18 participants were recruited through a sheltered work shop, school or
leisure time facility. Participants were strategically chosen to represent as many disabilities and age
groups as possible. It was essential for the study to also include individuals with intellectual disabilities
and individuals without verbal language. These groups tend to be excluded from other interview studies
67,68

. Three parents were included in a focus group interview as proxy-informants for individuals with

severe intellectual disabilities (interview number 7 in table 1). Parents were included when their children
were unable to participate in interviews and unable to answer a questionnaire.
A total of 22 interviews were conducted with 55 persons aged 10-40 years. Of the 55 participants, 55%
were female, 11% were between 10-12 years, 15% were between 13-15 years, 20% were between 16-19
years old, 36% were between 20-29 years, and 18% were between 30-40 years (see table 2).
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A flow chart illustrating the inclusion of participants for focus groups and interviews is shown in figure
4. Distributions of age, gender, education level, occupation, civil status and housing condition of the
interview participants are shown in table 1.
Figure 4: Inclusion of participants for focus groups interviews and individual interviews

Potential participants in database: 102

Participants recruited through their
sheltered workshop, special school or
special leisure time facility: 18

Potential participants from database
not invited: 53

Potential participants invited: 49

Declining the invitation: 12

Participating: 37

Total number of participants: 55

Table 1: Information on age, gender, education level, occupation, civil status, and housing condition on the interview
participants69 (NA is ‘not asked’. Shared accommodation includes living in sheltered residence and living with friends)
Interview
number

Gender
and age

Education level

Occupation

Civil status

Housing condition

1
1
1
1
1
1
1
2
2

F22
F21
F25
F29
F28
F23
F21
F36
W40

Secondary school
High School
Bachelor’s degree
Vocational education
Master degree
Bachelor’s degree
High school
Vocational education
Vocational education

Student
Other
Student
Student
Working
Student
Student
Disability retirement
Disability retirement

Single
Single
Single
Relationship
Single
Single
Relationship
Relationship
Single

Living alone
Living with parents
Shared
Living with partner
Living alone
Shared
Living with partner
Living with partner
Living alone
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3
3
3
3
4
4
4
5
5
5
6
7 (proxy)
7 (proxy)
7 (proxy)
8
9
9
9
10
10
10
10
11
11
11
12
13
14
15
16
16
16
16
17
17
17
17
18
18
19
19
20
20
21
22
22

M26
M29
M28
M22
M37
M33
M34
F14
F39
F9
F28
F17
F19
F14
M23
M14
M12
M13
F37
F28
F33
F25
M33
M27
M28
F20
F27
M19
F37
F15
F17
F18
F16
M21
M14
M18
M15
M12
M11
M14
M16
M17
M16
F16
F10
F12

Bachelor’s degree
High school
Bachelor’s degree
High school
Secondary school
Secondary school
Vocational education
NA
None
NA
Secondary school
NA
NA
Secondary school
NA
NA
NA
Unknown
Unknown
Unknown
Unknown
Unknown
Unknown
Unknown
Unknown
Vocational education
Secondary school
Secondary school
NA
NA
Secondary school
Secondary school
Special youth edu.
NA
Secondary school
NA
NA
NA
NA
NA
NA
NA
NA
NA
NA

Student
Student
Student
Student
None due to illness
Student
Disability retirement
Special school
Disability retirement
Primary school
Unknown
Secondary school
Special youth edu.
Secondary school
Unknown
Secondary school
Secondary school
Secondary school
Sheltered job
Sheltered job
Sheltered job
Sheltered job
Sheltered job
Sheltered job
Sheltered job
Special youth edu.
Working part time
Student
Disability retirement
Secondary school
Secondary school
Student
Student
None
Secondary school
Special youth edu.
Secondary school
Secondary school
Secondary school
Secondary school
Secondary school
Secondary school
Secondary school
Secondary school
Secondary school
Secondary school

Relationship
Relationship
Single
Single
Relationship
Single
Single
NA
Single
NA
Single
Single
Single
NA
Single
NA
NA
NA
Single
Single
Relationship
Relationship
Single
Relationship
Relationship
Single
Relationship
Single
Relationship
NA
Single
Single
Single
Single
NA
Relationship
NA
NA
NA
NA
Single
Single
Single
Single
Single
Single

Living with partner
Living with partner
Unknown
Shared
Living with partner
Shared
Living alone
Living with parents
Shared
Living with parents
Shared
Living with parents
Living with parents
Living with parents
Living alone
Living with parents
Living with parents
Living with parents
Living alone
Living with parents
Shared
Shared
Shared
Living with parents
Living with parents
Shared
Living alone
Living alone
Living with partner
Living with parents
Living with parents
Living with parents
Living with parents
Living alone
Living with parents
Living alone
Living with parents
Living with parents
Living with parents
Living with parents
Living with parents
Living with parents
Living with parents
Living with parents
Living with parents
Living with parents
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More than 40 different diagnoses were represented in the interviews. Some participants had identical
diagnoses, and many reported comorbidities. Some participants reported all of their diagnoses whereas
others only reported what they considered to be their most important reason for disability. Most
participants with intellectual disabilities did not report any disability, neither to the short questionnaire
nor when I asked them verbally. To maintain confidentiality of the participants, I report diagnoses on
group level as shown in table 2.
Table 2: Distribution of gender and reported diagnosis on age groups69
Age

Female

Male

Self-reported diagnoses

10-12 years

3

3

13-15 years

3

5

16-19 years

6

5

20-29 years

12

8

30-40 years

6

4

Attention deficit hyperactivity disorder (ADHD), autism, diabetes,
dyslexia, hemophilia, muscular dystrophy, obsessive compulsive
disorder (OCD), Smith Magenis syndrome
Attention deficit disorder (ADD), attention deficit hyperactivity
disorder (ADHD), cerebral palsy, dyslexia, hearing loss, juvenile
rheumatoid arthritis, muscular dystrophy
Amputated leg, Aspergers syndrome, attention deficit hyperactivity
disorder (ADHD), cerebral palsy, muscular dystrophy, sclerosis,
Tourette syndrome
Alagilles syndrome, amputated leg, attention deficit hyperactivity
disorder (ADHD), blindness, cerebral hemorrhage (memory loss),
cerebral palsy, deafness, epilepsy, fibromyalgia, hemophilia, hearing
loss, hyperacusis, impaired vision, Morbus Bechterew, Still’s disease,
multiple allergies, Sjögren’s syndrome, tinnitus
Autism, bipolar affective disorder, cerebral palsy depression, focal
segmental glomerulosclerosis, hypermobile syndrome, Melas
syndrome, Morbus Bechterew, obsessive compulsive disorder
(OCD), personality disorder, psoriatic arthritis, social phobia,
toxoplasmosis, vision impairment

Total (N=55)

30
(55%)

25
(45%)

Settings for the interviews were chosen to be as inclusive as possible. Therefore, three different types of
settings were used: Public facilities, which I ensured were private, accessible to participants, and as
close to the home of the participants as possible. This setting included eight interviews in a meeting
room at the National Institute of Public Health (Eastern Denmark), four interviews at meeting facilities
in public libraries in two different cities (Western Denmark), and one interview in a room at a cultural
center (South Eastern Denmark). Places where participants felt comfortable were a priority when
conducting focus groups and individual interviews with participants with intellectual disabilities.
Therefore, three interviews were conducted in a leisure time facility for young people with intellectual
disabilities, two interviews at a work place for adults with intellectual disabilities, and two at special
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school premises for adolescents with physical disabilities. In two cases, the participants (both having
impaired vision) requested the interview to take place in their own home.
Interview guide
The semi-structured interview guides used in the focus group interviews were based on the concepts of
the ICF 34 and a conceptual framework of quality of life 70. Broad open questions about the perception of
the quality of life and participation concepts were listed in the beginning of the interview guide to allow
for the appearance of themes, which were not included in the interview guide. The concepts of
environment, function and health, and individual factors were included to explore how these were
perceived to affect quality of life and participation. A shorter and slightly moderated version (with more
simple words) of the interview guide was used for young adolescents (10-12 years) and participants
with intellectual disabilities. Table 3 shows the full version of the interview guide.
Table 3: Full version of semi-structured interview guide used in interviews

1. Can you tell me how you perceive the term quality of life?
2. Please collaborate to sort these photos into two piles. One represents a good quality of
life, the other represents a poor quality of life. Provide each pile with three headlines.
If not already answered through the exercise:
3. What makes your quality of life good?
4. What makes your quality of life poor?
5. Can you tell me about how you perceive participation?
6. What types of participation are important to you?
7. How do your family and friends affect your quality of life and participation?
8. How does contact with the health system affect your quality of life and participation?
9. Please tell me about the differences in being with others who also have a disability and
being with others who do not have a disability.
10. If you experience discrimination related to your disability; how do you experience it?
11. What impact does the physical environment have on your quality of life and
participation?
12. Please tell me about whether it is possible for you to participate in what you would like
to participate in?
13. In what way does education/job impact your quality of life and participation?
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14. How is your perception of Denmark as a country of residence when living with a
disability?
15. What impact does your physical capacity have on your quality of life and participation?
16. What impact does your mental capacity have on your quality of life and participation?
17. What do medications and treatment mean to your quality of life and participation?
18. How does pain affect your quality of life and participation?
19. Please tell me about your dreams for the future (hope, fear, job situation, family)
20. How do you handle your disabilities? What do you do when you face resistance?
21. How would you prefer others to perceive you in relation to your disability?
22. How does it affect your self-worth to be dependent on/independent from others?
23. What does economic independence mean to you?
24. Please share your thoughts about alcohol and drugs in relation to disability
25. Can you tell me about sexuality and disability?
26. I have no further questions. Are there any questions that you would have liked to
answer, but I did not ask you?
Interview techniques

I included three different interview techniques to comply with the diversity of the population described
above. Photo-elicitation and metaphor sorting (table 3, question 2), preference ranking of activities
inspired by participative ranking method (table 3, question 5)71, and use of props (table 3, question 8) 72.
These techniques were especially useful when talking to children, people with reduced cognition, failing
concentration, or individuals who were reserved or shy when talking about their own experiences. The
participants were thoroughly informed that their thoughts, experiences, and considerations arising from
solving the exercises were essential, and that the end results of the exercises were not our focus.
Photo elicitation

Before the interview, I asked participants to send me two photos. One photo was supposed to illustrate
something that improved their quality of life, while the other photo was supposed to illustrate something
that reduced their quality of life. The pictures were used to discuss similarities and differences in their
perception of the concept of quality of life. I hesitated to guide discussions derived from the
photographs, because I was interested in getting information on the range of perceptions and feelings
which the pictures might evoke 73.
In addition to the private photographs, I brought ten model photos to the interviews, which the
participants were asked to group as good or poor quality of life, respectively. The photographs were not
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meant to possess any meaning as such, but were used as teasers to make participants generate
metaphorical connections and remove focus from their own situation.
Private photographs were used in 12 focus groups. For two of the focus groups interviews, none or only
a few participants had sent their private photographs. For eight of the interviews, I had no direct contact
with the participants prior to the interviews because they were recruited through school, workplace or
leisure time facility. For these ten occasions, only model photos were used.
Preference ranking of participation activities

To get information on preferences and -restrictions regarding participation activities among the
participants, I used a preference ranking technique inspired by participative ranking method 71. I brought
nine laminated notes with different participation activities to the interviews (shown in table 4).
Table 4: List of social activities used in the preference ranking exercise
Large family gatherings (e.g. weddings and birthdays)

Private visits to family and friends

Job/school

Eating at a restaurant/café

Voluntary work/ political work

Online activities (e.g. Facebook and social games).

Leisure time activities

Going to a bar or discotheque

Culture (e.g. cinema, museum, concert, sport event)

I read the notes aloud while placing them randomly on the table. Participants were then asked to, in
collaboration, rank the activities from their most preferable to their least preferable. ‘Online activities’
was added after the pilot focus groups and ‘going to bar or discotheque’ was excluded for the youngest
participants.
Props

For interviews with people with intellectual disabilities and with the youngest participants I made use of
props 72. I placed two different LEGO-characters on the table and told a short story about two boys with
disabilities; the one said to be a pupil in a special school and the other to be a pupil in a mainstream
school. Participants were then asked how they believed that the boys experienced their schools and how
they supposed that the boys felt about their dissimilar situations.
Qualitative analysis
All interviews were audiotaped with permission from the participants. I conducted the transcriptions
assisted by two student assistants. To secure a consistent and transparent processing of interview data,
we systematically followed the following three steps for all 22 interviews.
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1) Field notes were written immediately after each interview. These notes included a description of the
participants, the setting and the circumstances for the interview. We also described the dynamics in the
group.
2) The interview guide was semi-structured, allowing for deviation from the themes included in the
interview guide. Therefore, I found it necessary to transcribe the exact wording of each question to
make the basis of the answers and the discussions clear. Following the transcription of the question, a
summary of the perspectives, perceptions, agreements and disagreements in the answers, was made. A
few relevant quotes supporting the summary were fully transcribed. Two student assistants and I
independently coded each interview by classifying codes identified in the audio files. For each interview
the three lists of codes were discussed and merged into one comprehensive list. This resulted in 22
comprehensive lists of codes, one for each interview. Examples of codes were ‘job and school are
important for participation’, ‘understanding from others’, ‘wish to hide disability’ and ‘difficult to
establish a relationship’.
3) To create an overview and to facilitate comparability, I constructed a matrix with the codes identified
in each interview. The codes were organized in themes, covering one or more similar codes identified in
each interview. An example of a theme could be ‘Close social relations’. For each of the interviews, the
codes would indicate in which way the social relations were addressed or discussed. Finally, I re-read
the transcripts, comparing them to the matrix, to check if any themes had been overlooked.
Inspired by Braun and Clarke, I conducted an inductive thematic analysis on the association of social
relations, quality of life, and participation. The analysis involved searching across data to identify
repeated patterns without trying to fit into existing theories 74. Six steps of a thematic analysis have been
suggested by Braun and Clarke 74 Five of these were already conducted in the identification of common
themes; 1. Familiarizing yourself with the data (Field notes and transcription), 2. Initial coding (lists of
codes), 3. Searching for themes (codes incorporated in matrix), 4. Reviewing themes (re-reading of
transcripts), 5. Defining and renaming themes (through the construction of the matrix and the
construction of domains).
The remaining sixth step ‘producing the report’ was attended through an in-depth analysis of the themes
‘close social relations’ and ‘social environment. Quotes from these themes were used to illustrate the
points and embedded within an analytic narrative. By making arguments elaborating on the research
objectives, the narrative analysis went beyond description of the data. For this analysis, the social
relations framework by Due et al. 75 was used to structure the results.
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Phase II: The EQOL-questionnaire: Development
In phase II I crossed the bridge from complex qualitative data to quantitative measurable items. After
conceptual discussions with my supervisors and the advisory board, the themes derived from the
interviews in phase I were discussed and compiled in domains to be included in the EQOLquestionnaire. Based on the content of the domains I constructed a conceptual model of the
questionnaire. Furthermore, I developed items measuring the domains and tested the questionnaire
among the target group.
Conceptualization
To make the conceptualization process as transparent as possible I constructed descriptions of the
content in each questionnaire domain. To move closer to actual items, empirical indicators or “notquite-variables” were selected for each domain 51. These empirical indicators were selected as one or a
few words representing the essence of the domain.
Conceptual model
All domains and empirical indicators were included in a conceptual EQOL-model (Figure 5). Each
domain was included as part of either the quality of life construct, the participation construct or as a
combination of both. To investigate how the EQOL-model fit into the existing body of literature on
quality of life models, I compared the model to existing quality of life models to identify general
similarities and differences.
Operationalization
For each empirical indicator, I constructed one or more items aiming at measuring that specific aspect of
the domain. “Fear of being deselected” was operationalized via items about fear of being deselected

by parents, friends, partner, sibling and workplace. E.g., Does your disability cause fear of being
deselected by your parents? Wherever possible, I used words as close as possible to the words and
phrases used by participants in the interviews.
Response measures
When possible I used a frequency response measure: ‘Always/almost always’, ‘often’, ‘sometimes’,
‘seldom’, ‘never’ or a satisfaction measure: ‘Very satisfied’, ‘satisfied’, ‘neither satisfied nor
dissatisfied’, ‘dissatisfied’, ‘very dissatisfied’. When these response options were not meaningful, I
used: ‘Totally agree’, ‘agree’, ‘neither agree nor disagree’, ‘disagree’, ‘totally disagree’.
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Questionnaire
The electronic version of the questionnaire was created by using the survey tool SurveyXact. When
entering the items into the survey tool, I broke down the domain structure to allow for a division of
items in a generic section (applicable to all) and a chronic-generic section (referring to disability). The
chronic generic section was only presented to those who answered that they had a disability or chronic
illness or experienced difficulties seeing, hearing, remembering or concentrating, walking or climbing
steps, self-care, or communicating.
To reduce the item burden and to reduce the number of irrelevant questions, I constructed a tailored
questionnaire. This means that the respondents were presented to a different number of questions
depending on their age and on their answers to previous questions.
Questions on age, gender and ethnicity were included to be able to describe the field test population.
Furthermore, I included The Cantril Ladder 54 as a measure of satisfaction with life and The Short Set of
Disability Questions 76 as measure of perceived functional limitations.
Some questions were only presented to respondents 16 years or above. Examples are: Do you have a
boyfriend, partner or spouse? and Do you have children? Other questions were solely asked to
participants who answered that they were students or were working. Examples include questions about
respondents in school sports and feeling a burden to workplace respectively. For questions with specific
response options, the response options were adapted to the participants’ previous answers. Examples
include response options ‘my partner’ and ‘my children’ which were only presented to respondents who
had a partner and/or children, respectively.
To improve the accessibility of the questionnaire, I added audio recordings of each question, of the
response options, and of the questionnaire meta texts. The audio file could be activated on a play button
next to the text.
I strived to make the graphical presentation as clear and accessible as possible. This included thoughts
on colors, font size, numbers of mouse clicks and considerations on whether scrolling down or changing
to a new page was the best option when presenting a new question.
Items uncovering the experience of answering the questionnaire were included at the end of the
questionnaire, e.g. how much time was used to answer the questionnaire and how well the participant
liked the questionnaire. To encourage the respondents to comment on the EQOL-questionnaire, a
comment box was added at the end of the questionnaire.
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Assessment of content validity
To improve the acceptability of the questionnaire, I explored whether the target group found that the
questionnaire appeared to capture the quality of life and participation and whether they experienced
discrepancies or omissions 28 p64. Therefore, the EQOL-questionnaire was tested among nine individuals
from the target group (gender, age and self-reported disabilities shown in table 5). All were recruited
from the database initially created for the recruitment of focus group participants. Participants were
asked to fill in the questionnaire on their own, but I stayed in the room to assist them if needed. After
the participants had completed the questionnaire, I interviewed each participant about their assessment.
Using retrospective thinking (uncovering what they were thinking while answering the question),
paraphrasing (how they would have phrased the question), and probes (follow-up questions to uncover
the rationale behind the given answers) 50, I investigated whether the participants assessed the items as
covering quality of life and participation clearly and unambiguously 28. Furthermore, the advisory board
provided their feedback on the questionnaire.
Table 5: Gender, age and diagnoses/disabilities of participants in face-validity interviews
Gender/age

Self-reported diagnoses/disabilities

Male, 27

Tinnitus, depression, hearing loss

Female, 41
Female, 8

Arthritis, Obsessive Compulsive Disorder, allergy, Asperger’s Syndrome, eating disorder, anxiety,
depression, incontinence
Weak immune system, astma, severe allergy, migraine, anxiety, ADHD

Male, 42

Back injury, severe stress, dyslexia

Male, 25

Cerebral Palsy, no spoken language, no walking ability

Female, 25

Intellectual disability

Female, 26

Intellectual disability

Female, 30

Arthritis

Female, 28

Dyslexia

Phase III: Field test and profile: Conduction and construction
In phase III I conducted a field test to further investigate the content validity of the EQOLquestionnaire. Further I constructed a profile for application in practice and a graphical chart for each
domain to ease interpretation of the profile results.
Recruitment and study population of the field test
Over a period of four months (January-April 2017) 423 respondents answered the EQOL-questionnaire.
Respondents were recruited through a non-random opportunistic sampling 37. The recruitment was
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conducted as snow-balling which means that the sample was identified as the survey progressed, and
that respondents could invite others to participate 77. Through a generic link, participants could provide
their email and receive a personal link. Before entering their email address, respondents were informed
about the purpose of the survey, the target group (persons 10-40 years with disabilities) and that their
answers would be treated confidentially.
The distribution of the link was carried out along four different paths. 1) The link and the short
description of the purpose of the field test was sent to approximately 4000 recipients of a weekly
newsletter from the Danish National Institute of Public Health. 2) Members of the advisory board were
asked to share the link with their professional networks. 3) 34 patient organizations were invited to
share the link with their members and 4) A personal invitation was sent to more than 100 participants
originally recruited for the qualitative interviews. Participants were asked to share the invitation in their
network.
Content validity
General acceptability of the EQOL-questionnaire was assessed through the item: “What is your opinion
about the questionnaire?”. The response options available were ‘Very good’, ‘good’, ‘neither good or
bad’, ‘bad’, and ‘very bad’. After attending to the first 77 responses, a comment box was added to each
question. Comments on the individual items were read, sorted and reported at a general level.
Construction of the EQO-profile
To provide a combined measure of the empirical indicator within each domain, I constructed the EQOLprofile. The reason for doing this was to create an instrument more applicable for use and interpretation
in practice.
Despite outlining the target group (10-40 years) on the first page of the field-test-questionnaire, the
opportunistic sampling resulted in a population ranging from 6-87 years. In the construction of the
EQOL-profile, I limited the age-range to 16-64 years old. Only 22 respondents were below 16 years and
since their profiles, were not comparable to adult profiles, I decided to exclude them from the profile
construction. The age range of the field test data inspired me to expand the upper age limit to 64.
I constructed one combined variable for the empirical indicators, which were measured through more
than one item. Following conceptual discussions on their cut points, all variables were trichotomized.
Items that were missing due to tailoring based on previous answers were discussed and included in the
most suitable category. E.g. Respondent without a job, were not asked about feeling as a burden to their
work place. This group was coded as ‘never’ feeling as a burden.
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Graphical charts
To illustrate the distributions of the empirical indicators within each domain and to ease interpretation, I
constructed a graphical chart for the EQOL-profile. Colors were used to make the interpretation as
intuitive and meaningful as possible. For the measured population, red, yellow and green areas
represented problematic, vulnerable and satisfying ratings of each empirical indicator respectively.
Graphical charts were constructed to provide a clear presentation of the six profile domains and a simple
way of interpreting the distributions of the empirical indicators within each domain.
Test of model fit
To test construct validity of the EQOL-profile, confirmatory factor analysis (CFA) was conducted. The
adequacy of fit was evaluated using a chi-square test (𝜒𝜒 2 ), root mean square error of approximation
(RMSEA), the comparative fit index (CFI) and goodness of fit index (GFI) 78

ETHICS
Participants in the focus group- and individual interviews were informed verbally and in writing about
the aim and scope of the study. Furthermore, they were informed that their participation was voluntary,
that they could withdraw at any time without any consequences, that they were guaranteed
confidentiality of the discussions, that all data would be treated as confidential information, and that any
reporting of the data would use pseudonyms and make sure that the participants were unrecognizable.
Consent from parents or legal guardian was obtained for participants under 18 years. When interviewing
children younger than 18 and participants with intellectual impairment, we thoroughly explained why
we conducted the interviews and stated that they were able to withdraw from the interview at any time.
With the youngest participants, I made sure that the parents or legal guardians were close by during the
interviews and aimed at keeping the duration of these interviews to a maximum of one hour.
Because the participants were in a vulnerable situation, we made every effort to ensure that they felt
comfortable during the interview process. We strived to make them feel inspired and confident, while
giving voice to their situation and concerns, and ensured that the interview situation did not threaten
their personal boundaries at any time. In the field test, the purpose of the study was explained on the
first page of the questionnaire. It was furthermore explained that the email address they had given to
receive the link to the questionnaire would not be linked to their answers.
According to Danish National Ethical Committees, this study did not need Ethical approval. However,
the study complies with the ethical guidelines of the Declaration of Helsinki 79 and was approved by the
Danish Data Protection Agency. Registration number: 17/3455.
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SUMMARY OF RESULTS
This chapter presents a summary of the results from the three phases and the three papers.

Phase I: Themes of quality of life and participation: Results
The composition of focus groups, including participants with different diagnosis, confirmed my initial
idea about the relevance of a non-categorical approach. At the beginning of some of the focus groups it
was obvious that participants found themselves different from each other. Some participants even
mentioned this before sharing their experiences “Well.. We’re very different, but I…” During the
discussions, the participants came to realize that they actually shared challenges and experiences
regardless of the type of disability. This was true across physical- and mental disabilities. I even
watched four young women with conditions as different as sclerosis, ADHD, cancer and cerebral palsy
exchange their phone numbers because they wanted to stay in contact (interview number 16 in table 1).
Through thorough coding of the qualitative data, I identified eight themes in the interviews. The themes
and examples of theme content are shown in table 6. These themes were perceived as important to
quality of life and participation across disabilities. Some themes were perceived important to a wide
range of disabilities whereas others were perceived crucial to fewer participants. More appearances of a
theme did not necessarily make it more important. During the process of coding the data, data saturation
was reached, meaning that no new themes seemed to appear in the interviews.
Table 6: Themes identified as important across disabilities in the qualitative interviews
1. Intrapersonal issues
E.g. 'believing everything will be all right, 'accept of the situation, 'change of reference point'
2. Environment (physical and social)
E.g. ‘accessibility', ’contact to the public authorities, 'taboos', 'bullying'
3. Close social relations
E.g. 'loosing friends’, 'feeling as a burden, ’difficult to find a partner’
4. Occupation
E.g. 'contribute to the society, 'self-realization', 'inclusion', ’difficult to get an education’
5. Leisure time
E.g. 'forgetting about illness/disability', 'volunteer work', ‘brings substance to life’
6. Physical/mental limitations
E.g. 'declining invitations, 'defy illness/disability' 'easier with a visible disability’
7. Autonomy
E.g. 'economic independence, 'strangers addressing helper', 'aids (guide dog/prosthesis)’
8. Future, hopes and dreams
E.g. ‘finding a partner’, ‘the progress of the disability’

The identification of domains meaningful to persons with various physical and mental disabilities
enabled the EQOL-questionnaire to assess quality of life across disabilities. All themes in table 6 are
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further addressed in phase II and III. Theme 2 ‘Social environment’ and theme 3 ‘Close social relations’
were explored in-depth in paper I.
Paper I: Living with a Disability: A Qualitative Study of Associations between Social
Relations, Social Participation and Quality of Life
The perceived importance of social relations appeared in all interviews. Therefore, I decided to conduct
an in-depth thematic analysis of the impact of social relations aiming to explore the association between
social relations, social participation and quality of life as experienced across disabilities. The results
from paper I provide a unique understanding of how a group with various disabilities share experiences
of the way their social relations influence on their quality of life and participation. The division between
formal and informal relations as presented in the conceptual framework by Due et al. 75 provided a
meaningful framework for structuring the data, as I found different patterns for different types of
relations. The following section present the themes identified as important across disabilities.
1) Informal relations: Caregiving, and Understanding

Participants explained that their romantic relationship became uneven and burdened when their partner
had to assist and support them all the time. Feeling like a burden was an experience that many
participants living with non-disabled partners shared.
Again, there is this feeling of being an obligation. Always having to ask for help - always having
to say: “Will you do this for me please?” And it gets even more intimate, when it is with a
partner. (…) But the constant fear of being too demanding, becoming too difficult, is of course
at the back of your mind. (Sophia, 28 years old, arthritis)
Despite having supportive social relations, some participants felt a lack of understanding. This resulted
in a feeling of lonesomeness for the individuals with disability despite the presence of others.
I come to think of days, when you are just having a really bad day, when maybe you’re sad
because you cannot join what the others are doing – perhaps you are feeling a bit left out,
maybe sensing that no one really understands you and how you feel. Well, you may easily feel
lonesome, right? …There is never anyone who understands 100% how you feel, no matter how
much they want to. (Adam, 16 years old, juvenile rheumatoid arthritis)
2) Formal relations: Acceptance, discrimination and prejudice

The word accept was often used to describe societal support. The need of being accepted and the fear of
not being accepted because of a disability were common feelings expressed amongst the participants.
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I think that maybe the only thing that young people with illness have in common, is the issue of
being accepted. I actually think, that it is the most awful feeling– the fear you may have of not
being accepted … the experience of being excluded because you are different, in this unfortunate
way that you have an illness. (Adam, 16 years old, juvenile rheumatoid arthritis)
Sarah, who was 36 years old, and had hypermobile syndrome experienced how the invisible nature of
her disability made it hard to obtain societal acceptance of her limitations. The experienced prejudice
were illustrated with the following quote:
It doesn’t seem to be okay to be on disability pension if you are not in a wheelchair or use
crutches … it has to be visible … and you are met with the notion: “Well, it is probably because
you won’t bother, right?” (Sarah, 36 years old, hypermobile syndrome)
A less obvious type of discrimination was the experienced lack of acceptance when people, due to
ignorance or inconsideration, made choices that were meant to be friendly and including, but were in
fact excluding:
When I was a child, I was to do physical exercise with the girls [at school], because the boys were
playing soccer and that was that. It was a conservative mindset that boys played soccer, and it is
not good for your joints, when you have hemophilia, and so I was sent to join the girls. (Peter, 29
years old, hemophilia)
3) Social participation: Accessibility and preference

Establishing and maintaining social relations, and being part of something with someone were closely
associated to social participation across disabilities. A defining precondition for social participation was
physical access to the locations at which the activities take place. Especially participants using a wheel
chair addressed the physical access as a potential barrier of social participation.
To me accessibility means everything for my ability to participate. I always have to be farsighted. Is there an elevator?, can I get in?, is it at the ground level or where? Because
buildings mean that I simply have to say no to things I really want to do, because accessibility is
crucial. So, it is a pretty big factor in my life. (Thomas, 32 years old, cerebral palsy)
Participants described how their ability to participate in society impacted on their quality of life.
However, they emphasized that participation in any given activity does not automatically improve life
quality, but instead is a matter of individual preference and skills.
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3a) Social tactics: White lies, withdrawal and timing

As a response to the challenges experienced in relation to their social relations, and in order to reach the
desired level of social participation, the participants used various social managing strategies. I named
these strategies: social tactics. Social tactics were used to avoid confrontation with impairments,
functional limitations, or to protect the participants from feeling hurt or rejected. White lies were an
example of a social tactic as exemplified by 40-year-old Lea who has bipolar disorder:
Now, I have started to lie a bit, so that when people ask ’what is your profession?’, “well I’m an
artist”. “Oh, is it possible to make a living out of that?”, “yes if you are good enough”. Right,
and then that’s it. (Lea, 40 years old, bipolar disorder)
Withdrawal was another way to avoid ignorance and prejudice. Karen, who is 27 years old and blind,
explained how she avoids confrontations in the public by wearing earphones:
When first having dared to ask something, then there are just no inhibitions. So often I listen to
music if I am on the train or in the bus, or else I just sit with my earphones on, not necessarily
listening to music, because then people do not make contact. So some days, if you are not up for
stupid questions, I find ways to do things like that. (Karen, 27 years old, blind)
A constant awareness of what to say, when to say it and when to appear open to dialogue about illness
or disability hinders the level of effortless and spontaneous contact to other people. The timing of when
to disclose your impairment was also perceived relevant, when it came to meeting a new partner. Jacob
is 17 years old and has muscular dystrophy:
I think it is difficult to go to someone and ask, if she wants to have a relationship. And then be
disabled and look the way we do … Inside we are normal you know, quite the same. (Jacob, 17
years old, muscular dystrophy)
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Phase II: The EQOL-questionnaire: Results
In phase II, I moved from complex empirical data to domains and measurable items. This process and
investigation of the initial content validity were described in paper II. To make this process as
transparent as possible, I conceptualized the domains through a condensed description of each domain.
These condensed descriptions were not included in any of the papers, but are included in the thesis as
supplementary results of phase II, to provide for a better understanding of the domains.
From themes to domains
Following discussions with the advisory board and conceptual discussions with supervisors, I
transformed the eight themes developed from the interviews into questionnaire domains as shown in
table 7 below.
Theme 1, Intrapersonal issues became a domain of managing strategies. Theme 2, Environment
(physical and social) was unchanged. Theme 3, Close social relations was renamed Social network.
Theme 4, Occupation was extended to include theme 5, Leisure time. Theme 6, Physical and mental
limitations were split between domains of Managing strategies, Environment and a new domain called
Function and health. Theme 7, Autonomy was split in Managing strategies, Environment, Occupation
and Wellbeing. Theme 8, Future, hopes and dreams were included in a new domain of Wellbeing
(emotional, psychological and material).
Table 7: Overview over the conceptual domains derived from qualitative themes
Qualitative themes

Conceptual domains

1. Intrapersonal issues

1) Managing strategies

2. Environment (physical and social)

2) Environment (physical and social)

3. Close social relations

3) Social network

4. Occupation

4) Occupation

5. Leisure time
6. Physical/mental limitations

1) Managing strategies, 2) Environment,
5) Function and health

7. Autonomy

1) Managing strategies, 2) Environment, 4) Occupation and 6)
Wellbeing (emotional, psychological and material)

8. Future, hopes and dreams

6) Wellbeing (emotional, psychological and material)
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The complete list of conceptual domains to be included in the questionnaire:
1. Managing strategies
2. Environment (physical and social)
3. Social network
4. Occupation
5. Function and health
6. Wellbeing (emotional, psychological and material)
Condensed descriptions of domains
The condensed description of the content of each domain and the selected empirical indicators for each
domain (marked with bold) are presented in the following section. The empirical indicators were
selected as one or a few words representing the essence of the domain, hence providing the basis for
item development. Some of the empirical indicators represent objective indicators of quality of life and
participation, rather than actual quality of life and participation. These indicators were included in the
questionnaire for analytical reasons but were not included in the generation of the EQOL-profile in
phase III.
1. Managing strategies

Managing strategies were conceptualized as aspects related to the way participants manage their
situations. All the empirical indicators regarding managing strategies represent quality of life or
participation. Managing strategies were closely linked to interaction with other people as well as to
feelings. Consequently, I did not attempt to separate empirical indicators of quality of life from
empirical indicators of participation in this section.
The way participants perceived themselves and their disability was important to their quality of life.
Differences in self-perception were especially vibrant between participants with acquired disabilities
and participants with congenital disabilities. Acceptance of own situation with its limitations and
differences was important in order to get accepted by others. Being a professional patient with
knowledge on their own condition required dedication and persistence. The need of convincing others
was different to people with visible versus invisible conditions. Participants with visible conditions
described the struggle of convincing people that they were able to do many things despite their physical
appearance. On the other hand, participants with invisible conditions experienced how they had to
convince friends, family, and authorities of the sincerity of their symptoms. Positive thinking and smiles
were used as coping mechanisms when experiencing resistance. Focus on what you can do instead of
what you cannot do enabled participants to have a positive attitude towards life. To have a positive view
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on life/humour was used to strengthen the identity of the participants. An example of what, who and
when to tell was in stake when participants with invisible disabilities postponed telling about their
disability until they had ‘proved that they could do lots of things despite their disability’. Their quality
of life was influenced depending on whether they choose the ‘right moment’ to reveal the information.
Also, the decision on what to share with whom complicated making new social relations. To a person
with a visible disability an example of avoidance was wearing earphones in public to avoid tactless
questions. Lies to avoid stigma was used e.g. when strangers asked about the disability or related issues
and participants did not want to talk about it.
One way of enhancing quality of life was to do things in spite of disability. In spite of what you think
you are able to do and in spite of the environmental expectations of what you can and cannot do. And in
spite of what you actually should do and with that, being ready to face the consequences (in terms of
e.g. pain and exhaustion) afterwards. An example is postponing your medication to avoid side effects.
Health (or disability-related variations in functioning) made it difficult to participate in things that
required an early answer, because they never knew if they would be able to participate. They didn’t
want to disappoint the person inviting and therefore ended up declining invitations in advance,

Managing strategies

although they would actually like to accept.
• Self perception
• Accept of ones situation
• Professional patient
• Need of convincing
• Positive view on life/humour
• What, who and when to tell
• Avoidance/lies to avoid stigma
• Doing things in spite
• Declining invitations in advance

2. Environment

Environment was conceptualized as the facilities and people surrounding you. All empirical indicators
regarding environment represented quality of life.
Physical

To persons with food allergies, large buffets without information on allergens restricted their ability to
eat. Restrictions could also be poor accessibility e.g. stairs without a ramp. Reduced vision or dyslexia
restricted access to restaurant menus, signs, ticket-vendor-machines or other machines with written
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instructions. Audio information (e.g. in trains) or lacking subtitles in movie theatres were restricting to
participants with impaired hearing. The physical environment often affected quality of life through
participation. Suitable access to transportation, and buildings and to sufficient aid strengthened the
possibility of participation and enhanced quality of life. Mobility was about being able to get around.
Mobility could be having control of your own wheelchair or having a person that you trust escorting you
around. Transportation opportunities and financial resources influenced if and how often participants got
together with their family and friends. Public transport was challenging to people with limited walking
abilities, developmental disabilities, and hearing- or vision impairment.
Formal social relations

Most challenges in collaborating with the health authorities affected people with rare- or invisible
disabilities. They described experiences of professional incompetence and how they had to convince
their doctor about the sincerity of their symptoms. A stable contact to the hospital and doctors was also
perceived to be important when maintaining a high quality of life whereas the participants perceived the
importance of the general practitioner differently. Some found that their general practitioner was their
stable contact to the health authorities, while others preferred specialist centers because they found that
their general practitioner was ignorant about their condition. Not knowing their rights resulted in
feelings of being on you own against the system. Coordinators/facilitators and increased communication
between hospital departments, social- and health authorities were suggestions from participants to avoid
a lack of information/coordination and to make the contact with the authorities more tolerable.
Children and adolescents explained how having helpers was annoying, because he/she had to follow
them everywhere. Helpers might be paid helpers, but they could also be family or friends. Participants
with severe, visible physical conditions (and especially participants with speech difficulties) explained
stigma via the common public perception that they were probably also intellectually disabled. Also
participants with other types of disabilities experience being categorized by the public on their disability
alone, ‘But people are not the same’. Mistrust from public authorities was highlighted when talking
about reduced quality of life. Participants talked about how contact to the authorities was exhausting and
required extra resources and energy, which they did not possess. Especially adult participants of both
genders with an invisible condition described their contact with the social system as stressful. Also
feelings like they were not being taken seriously and a feeling that social workers invaded their privatesphere resulted in a general feeling of having to fight the authorities. Acceptance helped the participants
feel worthy, allowed them to being themselves and forget their disability. Understanding was
mentioned in relation to understanding choices that does not immediate seem sensible to others.
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Participants with invisible disabilities felt that the public showed more consideration to people with
visible conditions.

Environment

Physical
• Restrictions
• Accessibility
• Aids
• Mobility

Formal social relations
• Professional incompetence
• Lack of information/coordination
• Helpers
• Stigma/ Mistrust
• Accept, understanding &
consideration

3. Social network

Social network was conceptualized as your closest social relations. Family, friends, colleagues and
classmates. The empirical indicators of this domain represent quality of life, participation as well as
more objective information on the social network. The empirical indicators are presented in this order
(quality of life, participation and objective information) in the following description.
Quality of life
Emotional support from family (parents, siblings, partners and children) and friends were in most
interviews mentioned as being one of the most important aspects of quality of life. Family, especially
parents had a major impact of the quality of life of the participants –across age, gender and type of
disability. One of the positive effects of the social network was practical help. This help was received
from different sources such as partner, parents, siblings, friends or paid helpers. The issues of
dependency and equality in relations divided the participants. Some preferred to find a partner
without disabilities to be able to get assistance and practical help. Others preferred the equality in
finding a partner with the same (or similar) condition as themselves. There was a risk that the practical
chores could turn the romantic relationship into a more friendship-like relationship. To some extend this
was also true for relations with friends where most participants strictly divided friends and helpers. They
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explained how the inequality becomes limiting to the friendship. Only few participants considered their
helpers as being their friends.
Some participants found it difficult to establish a relationship, as they felt that their disabilitity scared
potential partners away. Finding accepting and understanding partners and friends was valued and being
able to hold onto relations like that was even described as a gift. Long periods of illness caused guilty
consciousness towards family and friends and subsequently required extra effort in terms of rebuilding
social relations. Participants expressed that bullying might impact people with disabilities more than
others, because they already had extra problems to deal with. Children (and some adult participants with
an intellectual disability) explained how they experienced bullying that stopped once they moved to a
special class or a special school. Some children with mental disabilities perceived schools with “others
like them” as bad, because they ‘all got angry at the same time’
Participation
The participants frequently reported online communication with friends, but to most this form of
communication did not count as much as the friends they met face-to-face -someone to be with. Only a
few participants perceived online communication to be as valuable as spending time face-to-face. A few
participants described that they didn’t have someone to talk to.
Objective information
Whether participants had a partner, had children, someone they lived with, and close friends was

Social network

conceptualized as a structure of network.
• Emotional support
• Someone to be with/talk to
• Practical help
• Dependency/ equality in the relations
• Establishing/ holding onto relations
• Bullying
• Structure of network

4. Occupation

Occupation was conceptualized as the things participants did. Occupation included job, regular
activities, and hobbies. Some empirical indicators related to quality of life (how you feel about the
things you do) whereas others related to participation.
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Quality of life
Being part of a study- or work environment and making a contribution to society was perceived
important to quality of life. Some participants, especially those without a job (e.g. early retirement),
gave the same explanations for doing voluntary work as a substitute for a paid job. Spending time with
people with /without disabilities was contradictory in terms of pros and cons. It was described as a relief
to not have to explain their situation, as they were already aware. On the other hand, the fact that their
disability was common to everyone also made it implicitly present. Participants stressed that they
wanted life to be about more than just disabilities and although feeling different, they wanted to spend
time with people who did not have the same type of disability. Children in special classes and special
schools were generally satisfied with their school, because their special need could be met. A need of
flexibility was also requested elsewhere, since studying was troublesome and time consuming for
some of the participants. A participant diagnosed with a serious chronic illness described his inability to
continue working at his job as the most difficult news he had ever received. It required a rethinking of
his life circumstances. Both the disability and early retirement infringed on the identity of the
participants. Participants with an acquired condition explained how their life changed, in a devastation
fashion from one day to the next when they were diagnosed with their disability. The possibility of
participation was not enough. It had to be meaningful. A participant exemplified how participation was
not at any prize. He was told to participate in the girls’ sport classes in school, because they were not
as physically challenging as the boys’ classes. Participants across age, gender, and type of disability
explained how the municipalities had offered activities that, for some reason, didn’t make sense to them.
Some participants had been offered early retirement, although their wish was to have a job. For a variety
of reasons, participation in large social gatherings was challenging to the participants. They stressed that
just being present, without actually being involved, was not participation. Observation is not
participation. Loud noises were a challenge to people with conditions such as ADHD and autism, but
also to persons with impaired hearing and –vision. Participants with social anxiety, ADHD and autism,
and participants with none or limited walking ability were challenged by crowds and limited space.
Engaging in things you liked was perceived as important to increase one’s quality of life. Generally, this
was associated with leisure, holidays, and traveling which made the participants forget about having a
disability. Missing out on things because of your health (e.g. due to exhaustion, pain, lack of surplus
mental resources) or because of treatment (physiotherapy etc.) was a disturbing life condition to many
participants.
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Participation
What participants did (for a living) was often considered part of their contribution to society.
Furthermore, the frequency of Leisure, holidays, and travelling and whether you participated in the
leisure activities you enjoyed was addressed. Some participants perceived changes of job or school/
school class as necessary after a rethinking of life circumstances. This was especially true for

Occupation

participants with an acquired condition.

• Contribution
• Feeling different
• Need of flexibility
• Troublesome/timeconsuming
• Rethinking af life circumstances
• Meaningful/ not at any prize
• Observation is not participation
• Leisure/holidays/traveling
• Missing out on things

5. Function and health

The domain of functioning and health was conceptualized into issues relating to how a participant’s
body functioned and how they perceive their health. This included objective measures of health,
functioning, and issues related to medication and treatment. Other empirical indicators included
perceived quality of life in relation to functioning and health.
Objective information
Self-rated health was assessed by a question on perceived health. A list of 16 frequent diagnoses and an
‘other’ option was used to measure diagnosis. Functioning was assessed by the five questions in the
Washington Group Short Set of Questions on Disability 76.
Quality of life
Visibility of the disability was often addressed when discussing differences between participants. In the
contact with public authorities and strangers, but also in relationships between friends and family,
visibility affected their level of understanding and acceptance. To participants with physical disabilities,
pain was often mentioned as a negative influence on quality of life. Medication allowed the
participants to live normal (or tolerable) lives and participate as much as possible by reducing pain,
spasms, and symptoms stemming from psychological disabilities. Medication with major side effects
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had a negative effect of the quality of life for some participants, and for some participants medication
was a reminder of their disability and negatively influenced their quality of life. Feelings around
medication or treatment disturbing everyday life were also addressed. Lack of energy and exhaustion
was a common experienced symptom. Both exhaustion and pain were described as factors one had to
manage in order to lessen the impact on their lives. Difficulties falling asleep, poor quality of sleep, and

Function and health

the need for a nap during the day was experienced as closely related to quality of life.

• Health
• Functioning (physical and psychological)
• Diagnosis/symptoms
• Visibility
• Pain
• Medication/treatment
• Energy/exhaustion
• Sleep

6. Wellbeing

Wellbeing was conceptualized as something purely related to subjective feelings or perceptions about
ones quality of life. Hence, all empirical indicators regarding wellbeing represent quality of life.
Emotional wellbeing

Participants explained how mood was connected to their perception of their quality of life. Physical
activity and having a caring family were perceived to influence the mood positively. Adult participants
with children experienced how making their children happy made themselves happy -enhancing their
quality of life. Sadness was regarded as closely related to reduced quality of life. Examples of reasons
for experiencing sadness were losing friends due to a disability and not being able to do what you would
like to do.
Psychological

The feeling of being “just a number” or being defined only by your medical reports was perceived to
impact the quality of life in a negative way. This made participants feel that they were not valued.
Feeling valued was also an issue among family and friends in the social network. The feeling of being
a burden on society in general, workplace, family and friends were common among participants. In an
attempt to minimize this, some participants avoided involving their social relations too much in aspects
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concerning their disability. An important aspect of psychological wellbeing was the self worth
described as feeling good enough and being likeable. Participants expressed a fear of being deselected
by parents, siblings, partners, friends, and work places. Participants with invisible conditions
experienced how friends had left them or turned against them when learning about their disability. Also,
potential partners were ‘running away’ because they didn’t want to waste their time on someone with a
disability. Due to the extra burden that a disability added to their life, stress was addressed as a life
condition to many participants. Stressful activities include applying for aid, regular hospitalizations, and
planning of daily activities. Participants with intellectual disabilities expressed feelings of lonesomeness
or boredom in both residential care units and in their apartments. They thought of this as negative
outcome. ‘Alone.. That's bad! Lonely.. That’s also bad!’. Others described a fundamental feeling of
lonesomeness in relation to the disability and its consequences. To most participants the feeling of
independence was perceived to be a fundamental part of quality of life. Participants strived for
independence in different ways. Given the fact that their physical or mental limitations might require
escort by a caregiver, many pointed out that they perceived total independence to be an unattainable
goal. The possibility of being independent from their parents, for example, would depend on applying
for aid from the social system. If the application is turned down, it affects the participants’ feeling of
independence. Worries about the future were present for many participants: Worries about the
progression of their disability; worries about if they will be able to get a job; worries about if they will
be able to take care of their own children. These worries were a consequence of unpredictability as
participants were unaware how their disability would evolve and affect their future.
Material

The feeling of having enough money was understood as a basis for a good quality of life. Often this
was associated with the support from the social system. Some participants expressed that a lack of
sufficient support from the social system resulted in an economic shortage. Not being able to provide for
yourself and your family was perceived to be just as impactful on some participant’s quality of life as
the need of financial support made others feel helpless or incapable. Participants with a serious
congenital disability seemed to be more settled with that situation, given the amount of time they had to
adapt to the situation.
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Emotional
• Mood
• Sadness

Well-being

Psychological
• Feeling valued/feeling as a burden
• Selfworth
• Fear of being deselected
• Stress/ loneliness/ boredom
• Independence
• Worries about the future
• Unpredictability

Material
• Feeling of having enough
• Financial support

Paper II: Conceptualization, Operationalization, and Content Validity of the EQOLinstrument Measuring Quality of Life and Participation for Persons with Disabilities
Paper II describes the development of the EQOL-questionnaire; conceptual understanding, development
of interview guides, qualitative data collection, conceptualization, and operationalization.
Conceptual EQOL-model
A conceptual model that include the six domains: Managing strategies, Environment (physical and
social), Social network, Occupation, Function and health, and Wellbeing, was constructed (see figure
5). There are two dimensions in the model: the vertical blue dimension illustrates quality of life and the
horizontal green dimension illustrates participation. The intersection between these two dimensions
indicates a conceptual overlap between the domain content. Domains were placed in the model
according to which dimension they were considered to be part of. Domains at the top left placed
partially outside the dimensions, indicate that the domain included objective items in addition to items
on quality of life. This model provides an overview of the domains and the empirical indicators which
participants across disabilities perceived to be important to their quality of life and participation.
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Figure 5: Conceptual model with incorporated domains and empirical indicators80
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Operationalization
The aim of the operationalization was to transform the complex content of the domains into items which
could be answered by questionnaire respondents. The items developed for each domain was in
accordance with the conceptual model (figure 5). Each empirical indicator provided the basis for
development of items to measure specific parts of the domain. If necessary, more items were
constructed to cover each empirical indicator. A total of 191 items, covering the six domains, were
developed and included in the EQOL-questionnaire. The items were divided into a generic section with
116 items and a chronic-generic section with 75 items. The generic section could be answered by
everyone with the ability to self-report and did not include any items concerning disability. Items in the
chronic-generic section referred to aspects of disability identified in the qualitative interviews as
important to quality of life for individuals with various disabilities.
Based on the domain of managing strategies, 20 items were developed to measure quality of life and
participation related to your disability management. The environment domain (physical and social)
resulted in the development of 21, items including objective items and perceptions of quality of life in
relation to the environment. The social network domain was located in the overlap of the quality of life
and participation dimensions. Therefore, the 35 items developed for this domain were objective,
participation-related (what you do with your social network), and quality of life-related (how you feel
about your social network). In the occupation domain, 27 items were developed to measure things you
do (participation) and the feelings connected to the things you do (quality of life). In total, 40 items were
developed to determine participants’ objective health and functional status, as well as their quality of
life in relation to their health and functional status. The wellbeing domain was purely subjective and
measured by 41 questions related to how one feels.
Evaluation of content validity
Face validity
Generally, the participants had a positive attitude towards the questionnaire and found the constructs of
quality of life and participation to be clearly and unambiguously covered. The measure of functioning
included in the questionnaire revealed important information of what was actually measured. The
functioning measure differed remarkably form my initial assessment of each participant, showing that it
measured perceived functioning rather than ‘objective’ functioning. Participants expressed a need for
the questionnaire, as they had bad experiences with other generic questionnaires used in population
surveys or by public authorities. They felt that their preferred answers did not fit the provided categories
or that the questions asked were not relevant to them. A participant expressed that this was the first time

52

she felt included in a questionnaire. Another participant felt very satisfied with the fact that he could
provide answers to questions that were never asked, but were important to his quality of life.
On the negative side, most participants felt that there were too many questions and that some questions
were irrelevant to them, such as questions about accessibility for participants who did not feel that their
access was limited. Younger participants and participants with moderate intellectual disabilities found
some of the questions challenging and other questions too difficult to answer. The less abstract
questions worked well. Some participants pointed out that the response options were difficult to separate
on the screen, due to the small size of the check boxes and compressed spacing. Adult participants felt
confusion about what ‘family’ meant. They expressed that there were big deviations in their preferred
answers when relating to close and extended family.
In accordance with feedback from the respondents I added a new item about alienation due to an
inability (e.g. not being able to eat the same as others because of allergy or having to sit somewhere else
due to use of a wheelchair). Furthermore, I adjusted the layout (adding more space between the response
options and enlarging the font size). Items regarding ‘family’ were broken down into parents, siblings,
children and partner.
Expert evaluation
The draft questionnaire and the conceptual model were sent to the advisory board to get their assessment
of the coverage of constructs. Seven board members provided their feedback by e-mail. Potential
problems with the measure of functioning addressed what I already knew from the face validity
interviews: That it didn’t measure functioning, but perceived functioning. They believed that the
questionnaire was too long, and suggested more text to assist participants would be helpful.
Since the functioning measure was only included for analytical reasons and would not be included in the
profile, I chose to keep the functioning items in the questionnaire, but was cautious of their
interpretation. Following the feedback from the advisory board, Meta text on the issues addressed in
each section was added to the questionnaire to indicate the transition from one domain to another. I had
used the word diagnosis to refer to disabilities, functional limitations, and illnesses. This was changed to
functional limitations per request from the advisory board. Questions about mobility, aids and help were
found to be too complex. I adjusted the wording to make the items more specific and tangible.
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Phase III: Field test and profile: Results
In phase II I examined the content validity of the EQOL-questionnaire by cognitive interviews with
participants in the target group and by continuous feedback from experts in the field. In phase III the
content validity was further investigated through a field test in a larger population of 318 respondents
with self-reported disabilities. The field test data was further used to test the model fit of the EQOLprofile, which was developed to enhance application in practice. Lastly, to ease interpretation, I
developed graphical charts for the EQOL-profile. Results from the field test and construction of the
graphical charts are included in Paper III.
Profile
The EQOL-profile was based on the conceptual model (page 51) and on items from the EQOLquestionnaire. The empirical indicators in the profile differ slightly from those in the model due to
empirical indicators being measured solely by objective items (e.g. visibility) and because some items
had been poorly constructed in terms of which values should be coded as ‘satisfying’ ‘of concern’ and
‘problematic’ (e.g. the item intended to measure “doing things in spite” proved to be difficult to
trichotomize to fit the profile structure). The empirical indicators and items included in the EQOLprofile were not included in paper III, but are shown in table 8-13 to provide detailed information about
the profile content. Please note, that the original items were in Danish and that the translations into
English have not been validated.
Table 8: Empirical indicators and items included in the profile of Managing strategies
MANAGING
STRATEGIES
Self perception

I feel that my disabilities make me different from other at my age

Accept of situation

I accept my disability as part of me
I wish I could hide my disability

Professional patient

It is a burden to me to gather information about my disability

Need of convincing

I often experience that I have to convince other about what I can do
I often experience that I have to convince other about what I cannot do

Positive view and humour

I actively use humour in my daily life
I am able to see something positive about my disability

What and who to tell

I consider who I will tell about my disability

Avoidance/lies

I consider how much I will tell about my disability
Do you avoid telling the truth (or the whole truth) if someone ask you about your
disability
I try to keep my disability hidden to other

Avoid medicine

How often did you not take your medication due to: you forgot it/did not have it with you?
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How often did you not take your medication due to: you did not feel you needed it?
How often did you not take your medication due to: you did not think the medicine
helped?
How often did you not take your medication due to: you wanted to avoid side effects?
(e.g. tiredness)
How often did you not take your medication due to: you did not feel like it?

Declining in advance

How often did you not take your medication due to: you wanted to drink alcohol?
Do you cancel appointments in advance because you are unsure whether you are fit to
participate?

Table 9: Empirical indicators and items included in the profile of Environment
ENVIRONMENT
Restrictions/accessibility

How satisfied are you with your access to public places? (e.g. shops, cinemas, and
restaurants)
Do you feel that information from authorities take your disability into account? (e.g. in
letters and phone calls)
Do you feel that information in public places take your disability into account? (e.g.
announcements in airport and stations)

Aids

Do you have access to all the aids you need?
Do you think that it is troublesome to apply for support or aids?

Mobility

How satisfied are you with your possibilities to get around in your home?
How satisfied are you with your possibilities to get around in your daily life? (e.g. to
school, work, shopping, leisure time activities

Professional incompetence

How satisfied are you with your social worker?
How satisfied are you with your primary doctor (the physician you are in contact with
most often)

Lack of information

How satisfied are you with: the quality of the information you get on your disability?
How satisfied are you with: the cooperation between you and the health care system about
your treatment/follow-up (for example GP, hospital, physiotherapist)?
Do you get the help you need from the public sector?

Consequences of help

The help you receive does it: make you feel free?
The help you receive does it: make you feel dependent?
The help you receive does it: make you feel that your personal boundaries are violated?
The help you receive does it: make you feel disturbed in your daily life?
The help you receive does it: make you feel causing inconvenience?

Stigma

Other peoples’ prejudices or ignorance about my disability makes me sad or angry

Accept/understanding

I feel accepted as the person I am
People that I don’t know very well show understanding for my disability
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Table 10: Empirical indicators and items included in the profile of Social network
SOCIAL NETWORK
Emotional support

I know somebody who exactly understands how I feel
Do you get the emotional support you need: from your parents?
Do you get the emotional support you need: from your siblings?
Do you get the emotional support you need: from your friends?
Do you get the emotional support you need: from your partner?

Someone to talk to

I have friends I can share sorrow and joy with
How often do you have someone to talk with when you need it?

Someone to be with

How often do you spend time with friends?
How often do you spend time with acquaintances? (e.g. neighbors)
How often do you spend time with family you don’t live with?
How often do you spend time with other persons with the same disability?
How often do you do things with others in your leisure time?

Online contact

How often are you on the phone, text, or write online (e.g. via Facebook) with: friends?
How often are you on the phone, text, or write online (e.g. via Facebook) with:
acquaintances? (e.g. neigbors)
How often are you on the phone, text, or write online (e.g. via Facebook) with: family you
don’t live with?

Practical help

Do you get the practical help you need: from your partner/spouse?
Do you get the practical help you need: from your parents?
Do you get the practical help you need: from your siblings?
Do you get the practical help you need: from your children?
Do you get the practical help you need: from your friends?

Dependency

Does your need for help influence your relation to: your partner/spouse?
Does your need for help influence your relation to: your parents?
Does your need for help influence your relation to: your siblings?
Does your need for help influence your relation to: your children?
Does your need for help influence your relation to: your friends?
My parents are over protecting

Establishing relations

Usually, it is easy for me to get new friends
Did you lose friends because of your disability?

Bullying

In the last couple of months: how often have you been bullied?

Table 11: Empirical indicators and items included in the profile of Occupation
OCCUPATION
Contribution

I feel that the job I have is important to my workplace

Need of flexibility

I feel that my need for flexibility at my job is fulfilled
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I feel that my need for flexibility at my school/study is fulfilled
Troublesome

I feel that my way of learning/working is taken into account

Meaningful

I feel that my job is meaningful to me
Do you participate in the leisure time activities you prefer?

Participation

Do you participate when your school class is going on excursions?
Do you participate when your class goes on school trips?
Do you participate when your class goes on camp/study tour?
Do you participate when you class has got physical education?

Leisure and holiday

How often do you engage with others in the breaks? (e.g. talking, playing, playing games)
Do you have the opportunity to do what you want to in your spare time?
How often do you do the following in your spare time: Attending youth club?
How often do you do the following in your spare time: Engaging in leisure time activity
(e.g. football, music or fitness)?
How often do you do the following in your spare time: Have friends visiting?
How often do you do the following in your spare time: Visiting friends?
How often do you do the following in your spare time: Spend time with friends in other
places?
How often do you do the following in your spare time: Work in a spare time job?

Missing out

Do you feel that your disability prevents you from travelling as much as you like?
Do you feel that your disability prevents you from doing the things you want to do during
your holiday?
How often does your disability make you feel left out because you cannot do exactly the
same as the others can?
My disability makes me miss a lot of things
How often does your disability make you watch when others engage in something you
think is fun?

Table 12: Empirical indicators and items included in the profile of Function and health
FUNCTION AND
HEALTH
Health

How would you say your health is?

Functioning

How much does your disability affect your daily life?

Pain

Do you have pain because of your disability?
How often do you have pain because of your disability?

Treatment

Do you feel that your treatment/follow-up affect your daily life? (e.g. physiotherapy,
monitoring blood sugar, taking medicines, follow up at GP)

Energy

I feel full of energy

Sleep

In the last month: How often did you sleep bad/uneasily?
In the last month: How often have you had problems falling to sleep?
In the last month: How often did you sleep during the day?
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Table 13: Empirical indicators and items included in the profile of Wellbeing
WELLBEING
Mood

I feel I am in a good mood
Within the last month: How often have you been annoyed/in a bad mood?

Sadness

Within the last month: How often have you been sad?

Feeling valued

I feel valued by my parents
I feel valued by my children
I feel valued by my siblings
I feel valued by my partner
I feel valued by my friends

Feeling as a burden

I feel as a burden to my parents
I feel as a burden to my children
I feel as a burden to my siblings
I feel as a burden to my partner
I feel as a burden to my friends
I feel as a burden to my study mates
I feel as a burden to my work place

Selfworth

I feel I am good enough as I am
I feel that others my own age like me

Fear of being deselected

Does your functional limitation cause you to fear being deselected by your parents?
Does your functional limitation cause you to fear being deselected by your friends?
Does your functional limitation cause you to fear being deselected by your partner?
Does your functional limitation cause you to fear being deselected by your siblings?
Does your functional limitation cause you to fear being deselected by your workplace?

Stress

Do you feel stressed?

Loneliness

Do you feel lonely?
How often are you alone but feel like spending time with others?

Boredom

Are you bored in school/at work?
Are you bored at home?

Independency

I feel more dependent on my parents than others my age

Worries about the future

Are you worried about your future with regards to education?
Are you worried about your future with regards to work?
Are you worried about your future with regards to children?
Are you worried about your future with regards to partner?
Are you worried about your future with regards to health/illness?

Feeling of having enough

I feel that I have enough money for what I need

Financial support

I feel that I get the financial support which I need from the public authorities

58

Paper III: From EQOL-questionnaire to practical application: A quality of life profile
Characteristics of field test population
To provide an insight in the field test population, demographic characteristics of the 318 respondents are
shown in table 14.
Table 14: Description of field test respondents81

Gender
Female
Male
Don’t fit ‘female or male’
Missing
Age
16-19 years old
20-40 years old
41-64 years old
Type of disability (more than one answer possible)
Vision
Hearing
Remembering/concentrating
Mobility
Self care
Communication
Multiple disabilities
0
1
2
3
4
5
6
Missing
Living condition
Living alone
Living with partner
Living with partner and children
Living with children but no partner
Living with parents
Living with friends/flat mates
Civil status
In a relationship
Not in a relationship

N

%

228
84
4
2

72,0
26,6
1,3

17
122
179

5,35
38,4
56,3

78
33
192
144
87
60

28,4
13,8
67,6
50,4
31,0
21,1

40
65
80
56
40
7
1
29

13,8
22,5
27,7
19,4
13,8
2,4
0,4

79
101
66
34
15
6

26,3
33,6
21,3
11,3
5,0
2

197
118

62,5
37,5
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Missing
Occupation (more than one answer possible)
In school/student
Work
Subsidized job
Sheltered job
Internship/work ability testing
Volunteer work
Unemployed
Absent due to illness/disability
Disability pension

3
54
110
45
8
16
42
21
13
60

17,0
34,6
14,1
2,5
5
13,2
6,6
4,1
18,9

After the first few hours of field testing, I added an introductory question to the questionnaire. This was
done to accommodate the wish of professionals wishing to explore the questionnaire without
contaminating the data.
All comments were read and sorted and the issues appearing more than once are shown in table 15.
Table 15: Frequent comments from field test respondents81

Comments category
Too long
Miss the possibility of elaboration on the answers.
Found it problematic to report one answer for multiple functional
Too little focus on economy
Irrelevant with question about parents when you are an adult
Miss questions about the development of limitations with time
It seems to be too focused on contact to parents.
Miss questions about what initiatives you have done to make the functional
Suggestions to enhance the positive. ’What have been positive’
Need to differentiate between ‘the family you live with’ and ’others’
Nice with a broad questionnaire
Relevant
Questions were easy to understand
Interesting questionnaire

Frequency
17
14
7
4
3
2
3
2
2
3
2
4
2
3
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Graphical charts
Graphical charts were developed to ease interpretation of the profile data. To illustrate the use of the
graphical charts, data form the field test is used as an example in figure 6-1181.
Figure 6: Graphical profile of Managing strategies
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Figure 7: Graphical profile of Environment
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Figure 8: Graphical profile of Social Network
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Figure 9: Graphical profile of Occupation
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Figure 10: Graphical profile of Function and Health
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Figure 11: Graphical profile of Wellbeing
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Some empirical indicators were based on results from subpopulations, due to the tailoring of the
questionnaire. For example, only persons having a job or being a student answered questions about
contribution and need of flexibility. The following empirical indicators are based on subpopulations:
Treatment only included items targeting persons with contact to health professionals (Function and
health).
Contribution and need of flexibility only included items targeting persons with either job or studying.
Meaningful included a specific item for persons with a job, but not a specific item for persons without a
job. Participation only included items targeting persons studying or in school (Occupation).
Stress and boredom included specific items for persons with a job or studying, but not specific items for
persons without a job or not studying (Wellbeing).
Model fit
Confirmatory factor analysis was used to test the model fit of the EQOL-profile. The RMSEA was
estimated at 0.06 which is between good (0.05) and adequate (0.08). The CFI was estimated at 0.71 and
did not reach the standard (0.95) 78nor did the GFI of 0,7 reach the standard of 0,9.82
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DISCUSSION

DISCUSSION
The overall aim of this PhD was to develop an instrument measuring quality of life and participation in
populations with various disabilities. The six domain EQOL profile: Managing strategies, Environment
(physical and social), Social network, Occupation, Function and health, Wellbeing (emotional,
psychological and material was developed based on qualitative interviews with participants with
disabilities, on thorough conceptualization, and on operationalization.
The main results of this PhD are discussed in the following section followed by a discussion of general
methodological considerations, strengths and limitations.

Main findings
Phase I: Eight themes were identified as important to quality of life and participation across disabilities:
Intra personal issues, environment (physical and social), close social relations, occupation, leisure time,
physical/mental limitations, autonomy, future, hopes and dreams.
Investigating associations of social relations, quality of life, and participation I found that Caregiving,
dependency, and understanding, Acceptance, discrimination and prejudice, Accessibility and preference,
and social tactics were themes found to be common and important among persons with diverse
disabilities (paper I).
Phase II: I conceptualized six domains function and health, environment (physical and social), social
network, wellbeing, occupation, and managing strategies. and included them in a conceptual model
(paper II).
Phase III: Content validity of the EQOL-questionnaire was perceived to be acceptable within the field
test population. The measurement model of the EQOL-profile had an acceptable RMSEA estimate, but
improvements of the domain structure are needed (paper III).

Comparison of main findings with previous research
Social relations, quality of life and participation
The finding that social relations are one of the most important aspects to quality of life is in accordance
with the literature, pointing to social relations as superior in terms of contribution to quality of life 39.
The conceptual framework by Due et al. 75 was used to structure the qualitative data by dividing
between formal and informal relations. This was found to be meaningful, as different themes for
different types of relations were identified in the interviews. For example, caregiving was identified as
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essential in relation to informal relations, whereas to the more formal relations, other themes were found
to be important. However, due to the need of help and caregiving participants experienced, they felt
dependent on formal as well as informal care. This had a tendency to blur the distinction between formal
and informal relations and I found the distinction between formal and informal relations to be less stark
in this study population.
Many participants experienced prejudice and misunderstood consideration and stressed the importance
of acceptance and understanding from social relations. These findings are in accordance with a synthesis
of qualitative research on quality of life amongst people with mental health problems which found that
feeling accepted and being understood were predominant benefits of good and reliable relationships 40.
Additionally, Steihaug and colleagues have shown that a group a women with chronic pain shared
experiences of not being understood by family, friends, colleagues and healthcare providers, and
expressed how that made them feel that there was something wrong with them 47.

Meaningful social participation was identified in paper I as important to participants. This is in
accordance with previous research showing that social participation is crucial for quality of life 40,63.
In paper I, I found that individuals living with disability used three different social tactics to avoid
stigma or unwanted feelings: Lies/disclosure, timing, and withdrawal. Previous research examined the
use of coping strategies and self-management in relation to disabilities 83. Examples of such coping
strategies are breathing training and maintaining mental positivity 83. The social tactics identified in
paper I are used specifically in relation to contact with others, i.e. formal and informal social relations.
This social characteristic makes them different from coping strategies. Withdrawal was found to be a
common social tactic, which is supported by other studies. For instance, individuals with mental health
problems and laryngectomised patients were found to choose withdrawal as a way of protecting
themselves from rejection or embarrassment 40,84. This PhD project adds an additional dimension to the
aspect of coping strategies, namely the strategies developed and used specifically in social interaction.
The EQOL-domains in relation to domains from the literature
The themes identified in the qualitative interviews informed the six domains included in the EQOLprofile. At a glance, the domains are in accordance with previous research, which have reached
consensus on the multidimensional nature of quality of life, including at least a physical, a
psychological, and a social dimension 39,59,60,70.
In this section the EQOL domains are related to the domains identified in The conceptual model of
quality of life by Felce and Perry (1995) 59 and the conceptual framework by Schalock (2004) 60,70. Each
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is based on a large number of conceptual models and operationalizations of quality of life and are
widely used 6,27,85. Felce and Perry reviewed 15 key literature sources on quality of life models and
operationalizations from the general population and from groups with disabilities and identified five
consistent domain headings; physical wellbeing, material wellbeing, social wellbeing, development and
activity, and emotional wellbeing.
Schalock analyzed 16 studies on quality of life, including the above-mentioned publication by Felce and
Perry, and found considerable agreement on the following eight core domains; interpersonal relations,
social inclusion, personal development, physical well-being, self-determination, material well-being,
emotional well-being, and rights. Although these domains were developed for individuals with
intellectual disability, they are perceived to be the same for persons with and without disability 86.
To create an overview, a general comparison of domains is shown in table 16. Domain content is
elaborated in the following section.
Table 16: Comparison of EQOL-domains with a conceptual model and a conceptual framework on quality of life
EQOL

Felce & Perry

Schalock

1. Managing strategies

4. Development and activity

2. Environment

2 Material well-being
3. Social well-being

1. Emotional wellbeing
6. Self determination
4. Personal development
8. Rights (human and legal)

3. Social Network

3. Social well-being

7. Social inclusion
2. Interpersonal relations

4. Occupation

4. Development and activity

5. Function and health

1. Physical well-being

3. Material well-being
6. Self determination
7. Social inclusion
5. Physical well-being

6. Well-being (emotional,
psychological and material)

5. Emotional well-being
2. Material well-being

4. Personal development
1. Emotional well-being
3. Material wellbeing

1. Managing strategies
The way participants manage their situations was included in the EQOL-domain of managing strategies.
Felce and Perry include this aspect in a domain of development and activity, covering skills related to
self-determination, competence and independence, and choice and control. Schalock peripherally
addressed these aspects in three different domains. In the emotional wellbeing domain; self-concept
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(identify, self-worth, self- esteem). In the domain of personal development; personal competence
(cognitive, social, practical). In the domain of self determination; goals and personal values (desires,
expectations) and choices (opportunities, options, preferences).
2. Environment
What is considered physical- and social environment in the EQOL-model, have been included in the
domains of material wellbeing (e.g. neighborhood) and social well-being (relationships and level of
community acceptance) by Felce and Perry. Schalock includes human rights (respect, dignity, and
equality) and legal rights (citizenship, access, and due process) in a domain of rights. These aspects have
largely been included in the environment domain of the EQOL-questionnaire.
3. Social network
In the EQOL-model, social network was conceptualized as aspects relating to close social relations.
Social well-being as conceptualized by Felce and Perry includes close social relations as well as more
vague relations. Schalock encompass social network into two domains. Social support in the social
inclusion domain and interactions (social networks, social contacts), relationships (family, friends,
peers) as well as emotional support in the interpersonal relations domain.
4. Occupation
A part of the occupation domain as conceptualized in the EQOL-model was by Felce and Perry included
in the domain of development and activity. Aspects included; work, leisure, productivity or
contribution. Three domains by Schalock contain aspects of the EQOL occupation domain. Employment
was included in the material wellbeing domain, choices were included in the self determination domain
and contribution was included in the domain of social inclusion.
5. Function and health
The Felce and Perry physical wellbeing domain included health, fitness, mobility and physical safety.
Health was also included in the Schalock physical wellbeing domain along with activities of daily living
and leisure. Excluding physical safety and activities of daily living, these aspects are found in other
domains of the EQOL-model.
6. Well-being (emotional, psychological and material)
A pure, subjective wellbeing domain was conceptualized in EQOL. This was split between three
different domains (physical, material- and emotional wellbeing) by Felce and Perry and by Schalock.
However, the domains of material and emotional wellbeing are in accordance with the EQOL subdomains: Emotional- and material wellbeing.
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The overlap between the different conceptualizations complicates comparison. Generally, the EQOLdomains seem to match the research on important quality of life domains but differences appear when
domains are elaborated. The differences are mainly due to aspects being placed in different domains or
when different names were chosen to describe the domains or aspects. However, a few differences
required attention. Managing strategies were covered in much more detail in the EQOL-model than in
the two reviews. For example, the additional burden of constantly having to convince others about the
sincerity of your limitations or capability was not found as a common theme in any of the two domain
collections. I found no obvious explanation for these differences. Legal rights e.g. due process was not
addressed in the EQOL-model. An explanation for this might be cultural differences. It has been argued
that populations in different cultural settings perceive the importance of domains differently, and that a
‘leisure’ domain may only be perceived important in developed countries 39. The missing attention given
to the legal rights in the EQOL-model may be explained by the fact that the identified empirical
indicators were perceived more important than the legal rights in Denmark. This may also explain the
missing aspect of physical safety and religious faith in the EQOL-model. This potential difference in
relation to culture is also clear in the WHO definition of quality of life “Individuals’ 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” (my underlining) 38 p 1570.
Felce and Perry and Schalock suggest a collection of domains important to individuals with disabilities.
It is recognized that quality of life domains and perceptions of quality of life vary across cultures 39,86
Since the EQOL-model was developed for use within Danish settings it was crucial to investigate the
perceptions of quality of life in a Danish population. Whereas the domains in the EQOL-model were
empirically based, the work by Felce and Perry and by Schalock were derived from the literature on
populations with disabilities. The core domains proposed by Schalock were used to guide the qualitative
interviews conducted in this PhD. This combination of a theoretical and empirical basis provided a solid
foundation for identification of the EQOL-domains and to my knowledge, no other studies have
empirically identified common themes of quality of life and participation in a population representing
such wide range of disabilities.
Furthermore, the domains proposed by Schalock were developed with a focus on intellectual disabilities
and generalized to be of importance to everyone with and without disabilities. Although Schalock
suggest that quality of life for individuals with disabilities is composed of the same factors and
relationships as quality of life for others with and without disabilities 86, I identified important aspects of
quality of life that are relevant to those living with a disability exclusively. Overall, quality of life
domains may be the same for individuals with and without disabilities, but as I found when comparing
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the domains in the collections of domains, differences emerged within the details. If the perceptions and
interpretation of the overall domains varied between individuals with and without disabilities as well as
between different types and severities of disabilities, generalizations of important quality of life domains
may be problematic. Thoughts on these issues led the WHOQOL-group to develop an additional
disability module to supplement their generic instruments37. They considered the generic
instrumentsWHOQOL-100 and the shorter version WHOQOL-BREF to be insufficient to individuals
with disabilities 37, which support that quality of life should be considered differently in a population
with disabilities.
The EQOL-profile
I used data from the field test of the EQOL-questionnaire to develop a profile for practical use. A profile
approach was also used for scoring the WHOQOL-BREF including a total score of the additional
WHOQOL-DIS module 37. The use of this total score of the WHOQOL-disability module was supported
by confirmatory factor analysis, proving to be a better fit than other scoring suggestions 37. Compared to
quality of life measures providing a total score, one strength of the EQOL-profile is its ability to provide
details throughout the empirical indicators of each domain. This allows clinicians, policy makers and
researchers to focus interventions on the exact indicators, rather than on general quality of life. Quality
of life measures based on single items do not provide any knowledge on how the quality of life was
assessed 87. As an example, the WHOQOL-BREF includes a question on satisfaction with personal
relationships. Our face validity interviews showed, that family needed to be split into more specific
relations. This indicates that a reference to personal relationships may be too unspecific and therefore
overlook important aspects of satisfaction e.g. relationship with a partner.
To ease interpretation, the profile was displayed graphically by charts showing the scores of each
empirical indicator on three levels: A green level, “satisfactory score”, a yellow level “score of
concerns” and a red level “problematic score”. A practical graphical profile applicable in a hospital
setting was also developed for measuring quality of life in individuals with cancer 9. Albert et al. found
that the likelihood of a measure being applied in practice increase when the use and interpretation of the
measure is eased 9. Although categorization of variables is often used in clinical research to ease
interpretation of results 88, the categorization of the variables of the EQOL-profile could also be seen as
a limitation of this study, as it may have led to some loss of detail in the information 88. The graphical
charts are included as an example of how the final EQOL-profile could look. However, adjustments of
included items and further test of validity are needed.
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General considerations
Throughout the PhD project I experienced issues that required prioritization and made me adapt the
initial ideas or intentions. Some of the considerations that had general implications for the development
of the EQOL-questionnaire and the EQOL-profile will be explained in the following section.
Reflections on the conceptual frame
Quality of life

Using the WHO-definition on quality of life, I addressed quality of life subjectively. This view on
quality of life is supported in the literature 1,38. However, some inconsistency exists as objective aspects
of quality of life are included in several definitions, frameworks 60,70 and quality of life models 59. It has
been argued that what is considered objective measures are not really objective, but rather normative
decisions of what contributes to a high quality of life 89. For example, does having a job, a high income,
or owning your own house always lead to improved quality of life? 90. Further, a taxonomy of quality of
life argues that the objective quality of life measures often make use of absolute standards, which may
make comparison across cultures (or even across different groups within the same culture) problematic
91

. Despite these discussions, there seems to be agreement on the importance of avoiding confusion of

the concepts by being clear and precise about the definitions used 91.
Although Verdugo et al. argue that participants with intellectual disabilities should be involved in the
assessment of their quality of life and that proxies should only be used if it is absolutely necessary 4,
proxy respondents (e.g. parents or caregivers) are often used to assess the quality of life of individuals
not able to self-report. A study on child-parent agreement in children with cerebral palsy found that
proxy-respondents report the quality of life lower than the children themselves 92 A proxy version of the
EQOL-profile may therefore benefit from supplementary objective measures 93.
To accommodate the discrepancies in the definition of quality of life, I strived for transparency in the
development of the EQOL-profile. I allowed others to comment on the conceptualization and
operationalizations which provided the basis for the profile.
Participation

Felce and Perry (1997) have argued, that a pure subjective assessment may not be adequate for
vulnerable and disadvantaged individuals 94. By including participation as a supplementary dimension to
quality of life in the EQOL-model, I recognized that subjective quality of life on its own is not adequate.
An example of this inadequacy is provided by Laranjeira (2008): “If a person with poor mental health
lives alone in squalid conditions and rarely leaves the house, self- assesses as having a good QOL, is

70

this a reason for leaving them to get on with it?“ 6 p 31. The importance of the participation is further
emphasized by the right to “full inclusion and participation in the community” as included in The
Convention on the Rights of Persons with Disabilities, WHO (2008).
In recognition of the fact that participation may hold different meaning to different people 63, I included
items on the satisfaction with participation. The need for subjective, preference based participation
measures have been emphasized 63, and a review of participation instruments finds that most existing
measures only measure actual participation to a limited extend and have little focus on the subjective
satisfaction items 95. Objective norms for full participation should be avoided, since different patterns of
participation can reflect full participation 63. By including insider-perspectives of individuals with
disabilities when conceptualizing participation, this risk of objective norms were reduced in this PhD
project 63.
Disability

The development of the EQOL-profile included participants with self-reported functional limitations.
This decision was made in recognition of the importance of the subjective experienced disability 96.The
development of the WHOQOL-DIS included participants with a diagnosis, but also asked the
participants whether or not they considered themselves as being disabled 37. When investigating
disparities between the diagnosis and the self reported disability the authors found that 30,8% of the
participants with a diagnosis of intellectual disability and 7,3% of the participants with a diagnosis of
physical disability did not consider themselves as being disabled. Further they found that participants
with a self reported disability scored lower on quality of life than other participants even when
controlled for a more objective measure of disability. This suggest that quality of life is more affected
by perceived disability than by diagnosis and calls for a subjective interpretation of disability as applied
in this PhD project to be able to understand its impact on individuals 37.
I recognize that disability may not be the ideal term to describe this wide population with various
functional limitations and chronic illnesses. The Danish terminology differs from the terminology used
in the literature and in English speaking countries. The term ‘handicap’ is still widely used by the
Danish officials. Although Disabled People’s Organisations Denmark use the Danish name Danske
Handicaporganisationer or literally translated: Danish handicap-organizations (my translation), few
participants found this Danish ‘handicap’-term applicable to their situation. Therefore, the term
functional limitations was used in the EQOL-questionnaire to refer to all types of disabilities. This may
be a limitation of acceptability of the questionnaire, since participants had different preferences due to
their type of disability, their personal preferences and convictions. To account for this, I made it clear to
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questionnaire respondents that I was aware of the different preferences but had to choose only one term
due to length.
Regarding participants with multiple disabilities, I chose to assess their overall perception of life and not
the quality of life related to each disability. Different disabilities may impact different aspects of quality
of life and participation and it can be difficult to point to the precise cause of e.g. a perceived low
quality of life 97. Therefore, participants living with more than one disability were asked to think of their
different disabilities as a whole when answering the EQOL-questionnaire. This may be perceived as a
problematic approach when participants would have preferred to provide different answers depending
on which of their multiple disabilities that was in focus 98. To circumvent the use of this general
assessment, I could have chosen to ask participants to report on their ‘most important’ disability.
However, I found it ethically problematic to ask participants to choose their ’most important disability’
as they may be perceived equally important. For example, is constant, moderate tinnitus more or less
important than rare, severe depressions? Further, if I had chosen to address only the ‘most important’
disability (as experienced by the participant) the effect of living with multiple disabilities may have been
neglected, as the combination of the disabilities may impact on quality of life and participation
differently than the specific disabilities measured individually. Also some participants might not be able
to identify the separate impact of each of their disabilities. In addition, many more items would have to
be answered if I had addressed each disability separately, and since participants already found that there
were too many items, this was not an option.
Target population
The target population in this thesis were participants with a wide range of disabilities who tend to be
excluded from other research 14,67, including individuals with intellectual disabilities and communication
difficulties. The limits of the target population were tested in the qualitative interviews by pushing the
interview boundaries with persons with intellectual disabilities, many of whom would not have been
able to answer the questionnaire. Not even with extensive assistance. This ensured that perceptions and
experiences from the entire range of individuals capable of answering the questionnaire contributed to
the development of the EQOL-questionnaire.
The EQOL-profile was constructed to provide information on the quality of life and participation of
populations living with disabilities. Another measure developed for all types of disabilities is the
WHOQOL-DIS 37. However, a relatively narrow sample of disabilities was used to guide the item
development and no mental disabilities were included in the development phase. 56 participants had
intellectual disabilities, 49 had Parkinson’s Disease, 29 had sensory impairments and 5 had Multiple
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Sclerosis. Additionally, ten focus groups including 45 participants with mixed physical conditions were
conducted, but these conditions were not further specified 37. To simplify the response options, the
WHOQOL-DIS-group developed a separate 3-point-scoring scale for individuals with intellectual
disabilities (versus 5 points for individuals with physical disabilities)37. This complicates comparison
between the groups because of different score-values. By including the entire range of disabilities in one
study, I attempted to give the wide ranging group of individuals with disability a voice on the issues of
quality of life, encompassing the variety of challenges caused by their various disabilities and situations.
I strived to develop an instrument that could be used across the ages ranging from 10-40 years old.
Children from the age of 11 are known to be able to report reliable answers 99 and by including 10-yearolds, I challenged this limit. The youngest interview participants may not be able to answer the
questionnaire, but have participated with their perceptions, which were included in the development of
the questionnaire. For some groups with developmental disabilities, aging begins earlier than usual 100.
To keep the focus on disabilities not related to aging, I chose the upper limit to be 40 years. The chosen
age range was a challenge to this PhD project. Age was not necessarily a good indicator of what
cognitive level to expect and it was therefore necessary to be flexible with regards to the age range.
Although I made efforts to include children in this study (by adapted interview guides, interview
techniques, audio-files and tailored questionnaire), it was probably too ambitious to attempt to include
children and adults in one questionnaire. In addition, the recruitment of the youngest participants was
difficult and required a disproportionate amount of time and effort. Retrospectively, it may have been
sensible to restrict this project to adults from 16 years and above, leaving the development of a children
version to future research.
Ethical considerations
I was aware that each question and response category may remind respondents of something that is
unachievable or create negative awareness of the future. When developing a questionnaire for a minority
population, there is a risk that participants may feel uneasy or even feel that there is something wrong
with them, as illustrated by the following example:
During the field test of the EQOL-questionnaire, I was approached, via e-mail by a man with multiple
sclerosis, who believed that he had answered my questionnaire. He had received a very low score of
mental health, although he perceived himself as having a good life with good mental health. He pointed
to the fact that the questions were not at all applicable to him as the requirement for what was
considered to be ’a good life’ was unreachable. His daily struggle concerned putting on his socks in the
morning and getting to work. It turned out that he had responded to a different questionnaire intended
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for the general population, but this little misunderstanding stressed the importance of clearly specifying
the aim and target population of a publicly available questionnaire. In in addition, it reinforces the fact
that persons with disabilities can feel that their life and life circumstances are not adequately covered in
a general population survey.
By using self-reported disability as inclusion criteria, I let the participants decide if they belonged to the
target population or not. I was not judging participants in terms of which box they felt they belonged to.
Ethically, this is a strength of this PhD project.

Methodological strengths and limitations
In this thesis the qualitative data collection was conducted to get an in-depth understanding of how the
target group perceived their quality of life and participation in relation to their disabilities. The
quantitative work was done to test the questionnaire in a larger population. This combination of
qualitative and quantitative methods is a strength 101.
Focus groups as research method

The focus groups were used as a method of gaining knowledge on shared aspects of quality of life and
participation to be able to construct relevant domains for the EQOL-questionnaire. This is a commonly
used method to guide the content of a questionnaire 102 and have been found to be especially helpful in
settings where perspectives of the target group and the researcher differ or where little is known about
the target group 102 Due to the varied group of participants, I was constantly aware that the interviews
might turn out differently and we were prepared to adjust our plans accordingly during the interview.
Focus groups were also used in the development of the WHOQOL-DIS 37. As opposed to questionnaires
developed on the basis of perceptions of health professionals, the use of insider-perspectives is a
strength in questionnaire development 63. Instruments constructed without empirical basis may have
little validity, as the researchers risk omitting aspects of great relevance to the target population or
imposing other aspects that are not relevant 103 p 46. A potential limitation of the focus group approach is
that individual and personal aspects of quality of life and participation such as pain, sexual experience,
and violence may have been thrust into the background compared to the more social aspects. It has been
argued that some sensitive topics are not suitable for focus group interviews 102. And although I did not
find the personal aspects to be more dominant in the individual interviews, I cannot preclude that
interviews with a specific focus on such sensitive topics would provide different results.
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Recruitment

Focus group participants were not chosen to be representative of people living with disabilities in
Denmark. They were chosen to include a broad a range of different types and severities of disabilities as
possible, hoping that differing points of view and various types of experience would be represented.
Men, children and young adults proved difficult to recruit. This is in accordance with the literature
showing that identification and recruitment within a minority population is difficult 104. With regards to
the participants with moderate intellectual disability, I realized that the effort put into recruitment and
interviews did not measure up to their contribution to the questionnaire. On the other hand, the thorough
recruitment of participants tested the limits for the use of this questionnaire and I can safely say that this
thesis includes the entire range of disabilities which is a strength of the empirical work. Participants
involved in the development of the WHOQOL-DIS module were recruited from 15 different centres
worldwide and inclusion required a verified medical diagnosis and a minimum age of 18 years 37. I
aimed for the broadest possible range of participants, and therefore approached participants through
different paths in order to reach participants who were not in regular contact with health care facilities,
such as hospitals.
Thematic analysis

Although the qualitative data was collected to identify domains for the EQOL-questionnaire, I decided
to investigate the associations of social relations, quality of life and participation through a thematic
analysis. I chose the thematic analysis, because it is considered suitable for exploring similarities and
differences across data 74. The reason for conducting an in-depth analysis on the qualitative data was due
to the extensive amount of information from a population with various disabilities, which held potential
value to others. Traditionally, qualitative studies are based on fewer interviews than the 14 focus groups
and 7 individual interviews included in this qualitative analysis but exploring perceptions across a
variety of disabilities required a larger data collection than when participants were expected to address
similar aspects of quality of life 27 p 58 ,97On the other hand, the size of the data may be a limitation of my
thematic analysis, as in depth analysis of the extensive data was challenging.
Conceptualization and operationalization

The themes and questions included in the interview guide was inspired by the ICF and a conceptual
framework on quality of life.70. The inclusion of established theory was a strength, since the
questionnaire was positioned in relation to the existing ‘nomological net’ of quality of life concepts and
causal paths 39. Hagety et al. (2001), review 22 of the mostly used quality of life indexes and conclude
that most of the indexes fail to define any theoretical basis39. On the other hand, the use of predefined
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concepts in the interview guide may be a limitation of our study, as these may have blinded me to
aspects of data not included in the interview guide.
When trying to fit reality into ‘boxes’, there is always a risk that things would be better suited for
another domain, or maybe in more than one domain. It has been suggested that imperfections in
definitions of quality of life may be a consequence of trying to include almost all aspects of life in one
definition 105. This suggestion is also likely to apply to the challenges in conceptualizing and
operationalizing almost all aspects of human life. I strived to make the process as transparent as possible
by providing information on why the empirical indicators were included in the specific domains.
In accordance with Hox 51 I found that the conceptualization process yielded clarity to the content of
each domain. Furthermore, the condensed description facilitated the possibility of including words,
expressions and phrases used in the focus groups in the item development. This may improve the
validity of the results from the EQOL-profile 106. The development of empirical indicators helped
indicating the number of items needed to cover the domains.
Construction of the EQOL-questionnaire

Although a large part of the items is generic, the intention was not to construct a comprehensive
measure of quality of life for all. Rather, the intention was to allow for comparison between people with
and without disabilities on the aspects of quality of life that were found to be relevant to people with
disabilities.
An electronic questionnaire is flexible in terms of when and where it is answered. This flexibility is a
strength along with unlimited time to complete the questionnaire and the possibility of using relevant
aid. However, the electronic questionnaire is limited by the required mastering of a computer, tablet or
smart phone.
It is a known challenge to construct a questionnaire containing all aspects of perceived importance,
which at the same time is short and quick to use in practice 107. Although I strived to reduce the number
of questions by tailoring the questionnaire, the EQOL-questionnaire was still extensive and about 30%
of the respondents used more than 30 minutes to complete it. The length of the EQOL-questionnaire
was a limitation of the study, as it may has affected the willingness of some to participate in the field
test.
The tailoring complicated the statistical analysis in an unforeseen manner as the number of items
answered by participants varied. Quite a few decisions about the handling of this issue had to be made
prior to the statistical analyses. A consequence of the tailoring was that some empirical indicators only
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included items answered by persons working or studying. This proved to be problematic. As described
in the method section, I chose to recode the persons not having employment or studying as if they had
an optimal outcome (for example the empirical indicators: Contribution and Need of flexibility). This
was done to be able to present the graphical charts of all empirical indicators on the entire field-testpopulation. However, approximately one in three respondents had neither employment nor were
studying and consequently were not covered by the existing items. New items assessing contribution
and need for flexibility for persons without employment or not studying needs to be included before the
EQOL-profile is applicable across affected populations. This can easily be done in the next round of
adjustment based on the qualitative work already conducted, but was not possible within the time limit
of this PhD study.
Content validity

Often only clinical experts assess the content validity of questionnaires 108. Such assessment of content
validity may provide information on whether the questions measure the construct(s) you intend them to
measure 109. However, including perceptions of individuals from the target population in the assessment
of content validity is likely to add important insight into the operationalization of the construct 109.
Despite my efforts to accommodate individual preferences of interview participants, the field test may
have reached other types of respondents than the participants included in focus groups and cognitive
interviews. Generally, I found that the comments from the field test were more critical than the
comments from the cognitive interviews. This may be due to differences of the populations or because
interview participants were reluctant to share their negative comments with me face to face. A study on
comments to questionnaires claims that the anonymity provided in the questionnaire allows respondents
to write whatever they wish 110. Further they conclude that although respondents do not expect an
answer to their comments, they expect that their comments are read -and may influence the outcome of
the research I encouraged respondents to comment on the questions by providing a comment box for all
items. This was to ensure that respondent could always express their opinion on the items. All
comments were read and used to improve the questionnaire.
Because a large share of the field test population was older than our initial age limit of 40 years, many
found the questions about parents irrelevant because their parents had died. This highlighted the
necessity of including ‘not applicable’ as a response option which is in accordance with the findings of
another study that used focus groups to generate items 111.
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EQOL-profile

The domain of managing strategies is somewhat different from the other domains. From the interviews
in phase I, I learned that participants made use of managing strategies as a way of improving their
quality of life and participation. However, they also explained that the use of these strategies could be
exhaustive and energy consuming, hence reducing their quality of life. Therefore, the interpretation of
managing strategies as ‘satisfactory’, ‘concern’ and ‘problematic should be used with caution. This
remark is in accordance with research showing that quality of life profiles should never substitute
dialog, but are suitable for providing a starting-point of conversations about quality of life112.
The RMSEA in the confirmatory factor analysis of the EQOL-profile was estimated between ‘good’ and
‘adequate’. The comparative fit index (CFI) did not reach the standard 82. Since the empirical indicators
included in the factor analysis were derived empirically and found to be important to the target
population I did not omit any of the indicators from the model to obtain a better fit. However,
adjustments of the model structure or development of additional items for the empirical indicators with
the lowest factor loadings may improve the model. For instance, the ‘pain’-indicator included in the
domain of ‘Function and health’ may improve the CFI when included in a separate domain with more
questions on its impact on quality of life.
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The overall aim of this thesis was to develop an instrument measuring quality of life and participation in
a population with various disabilities. My studies suggest that it was possible to identify six common
domains of perceived importance to quality of life and participation across a population with a wide
range of diverse disabilities. Although further development and studies of validity are needed, the
development of the EQOL-profile has the potential to contribute to improved quality of life and
participation in populations with disabilities, who are known to be excluded from surveys 14,67,113.
Implications for research
The solid empirical basis and the inclusion of the entire range of disabilities in the identification of
quality of life domains important to persons with disabilities adds to the existing literature on quality of
life domains.
The validity of the EQOL-profile could be tested internationally, but before conducting field tests I
recommend that qualitative interviews with the target population in the specific country are conducted.
It is my hope and suggestion that the EQOL-profile will provide the basis for development of adapted
versions for individuals with intellectual disabilities and for children, as well as a proxy version for
individuals with intellectual disabilities who are not reached by the adapted version. I also hope that my
detailed description of conceptualization and operationalization will inspire other researchers to include
the details of their item development process in future papers.
The non-categorical approach used in the development of the EQOL-profile, improves the knowledge
about which perspectives on quality of life and participation are common across a population with
various disabilities. The results generated in this PhD project may inspire researchers to include some of
the findings in future population-based studies. This may increase the possibility of individuals with
diverse disabilities feeling included in studies concerning the important issue of quality of life and
participation.
Implications for practice
The use of social tactics identified in paper I and the managing strategies addressed in the EQOL-profile
are important. Some of the strategies hold the potential to be formalized and used in patient education in
order to enhance quality of life in individuals living with disabilities.
However, the implication of these strategies reach further than patient education at the individual level.
As we have become aware, individuals with disabilities commonly use tactics and strategies to avoid
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confrontation with prejudice, inconsideration, and ignorance. Our attention should be drawn to the
importance of advances in the social environment. How do we contribute to a social environment where
persons with disabilities are no longer forced to develop and use tactics and strategies to feel
comfortable? Maybe the scope of education programs intended to teach persons with disabilities how to
manage their disability could be enhanced to educating others on how to meet persons with disabilities’
needs.
The EQOL-profile can be used as a structured starting-point for communication as suggested by Koller
et al. 112. It is my hope that the EQOL-profile in the future will become available as an electronic
instrument with European accessibility standards. This instrument should include all profile items and
automatically generate the graphical charts. The graphical profile provides a possibility of targeting the
dialogue to aspects of quality of life and participation specifically relevant to the target population of
interest. Additionally, since the graphical profile is easy and intuitive to interpret, the empirical
indicators included in the profile could be used to demonstrate to school children, social workers, health
professionals and other relevant groups how attitudes and actions can affect the quality of life and
participation of individuals with disabilities.
The non-categorical EQOL-profile may also be applicable in terms of identifying empirical indicators
that seem to be problematic in this specific population. This knowledge can help customize
interventions to improve quality of life and participation for individuals living in for example sheltered
accommodations or working at sheltered workshops where types and severity of disabilities can vary.
As a closing remark, I will give the final words to a field-test respondent, who illustrate the importance
of paying attention to detailed empirical indicators rather than focusing on one overall quality of life
score. Although bullying is not identified as problematic, loneliness might be.

When you are always alone, you are not bullied. (Field-test-respondent)
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ABSTRACT

ARTICLE HISTORY

Purpose: We explored which shared aspects of social relations were considered important to the quality
of life of persons between the ages of 10 and 40 years living with a disability. We examined how social
relations were experienced as affecting quality of life and social participation.
Materials and methods: Fifteen focus groups involving 48 persons with disabilities were conducted using
photo elicitation, preference ranking and props. Focus group interviews were supplemented with seven
individual interviews with individuals unable to participate in focus groups. All focus group interviews and
individual interviews were audiotaped, transcribed, and thematic data analysis was conducted.
Results: We identified caregiving, dependency, and understanding as essential for quality of life.
Acceptance from society, discrimination and prejudice, and the ability to participate in society were also
highlighted as affecting quality of life. The use of social tactics to avoid confrontation with certain aspects
of their disability was common among participants.
Conclusions: Across disabilities, caregiving, dependency, understanding and acceptance, and discrimination and prejudice were all important aspects for the quality of life of the individuals. Social relations
were closely related to social participation, and the latter affected the quality of life of the participants.
Social tactics were used to navigate social relations.
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ä IMPLICATIONS FOR REHABILITATION

 We suggest to formalize the concept of social tactics and use it in patient education to enhance quality of life in individuals living with disabilities.
 People may accept and learn to cope with the impact of their disability, but how they maintain their
social participation and social relations also impact on their quality of life. In their assessment, professionals working with individuals with disabilities should, therefore, give more priority to analyze the
impact of social relations.
 When intervening, an effort to establish and maintain social relations should be considered along
with psychological help, allocation of aids and economical support aiming to enhance quality of life
and social participation among individuals with disabilities.
 When evaluating efforts to improve quality of life, it is important to investigate whether the intervention has improved the social relations.

Introduction
Quality of life has become a key concept in the field of disability
research, and previous research has found that quality of life
varies across different chronic conditions [1]. Clinical measures
such as disease complications or functional limitations are considered by many disability researchers to be insufficient when assessing how impairment or illness affects a person’s daily life [2–4]. As
a supplement to clinical and biological characteristics, measuring
quality of life provides essential information on whether an intervention or treatment improves the general health and wellbeing
of an individual [5].
Baumeister and Leary argue that “.human beings are fundamentally and pervasively motivated by a need to belong, that is, by a
strong desire to form and maintain enduring interpersonal
attachments” [6, p. 0.522]. They further argue that social
CONTACT Louise Norman Jespersen
Copenhagen K, Denmark

lnj@niph.dk

ß 2018 Informa UK Limited, trading as Taylor & Francis Group

attachment largely produces positive emotions, whereas threats to
social bonds generate a variety of unpleasant emotions. Previous
research has shown that quality of life in young adults with
disabilities is affected by their participation, their social relations
and their environment, including connectedness and life satisfaction [7].
This link between quality of life and social relations is further
supported by several quality of life models that identify social
relations or social environment as core domains of quality of life
[8–11]. Close connections with family and friends, as well as relations with local communities, colleagues, and society, have been
found to affect quality of life both positively and negatively,
depending on the characteristics of the relations [9,12,13].
Support and help from family and friends is believed to be especially important to quality of life [4,9,12]. Some of the main
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benefits of supportive relations amongst people with disabilities
are acceptance and understanding [13], while quality of life
decreases when families and professionals are unsupportive [9].
Negative reactions from family, friends, service providers, employers, and society reduce quality of life [9], as do feelings of not
being understood [13]. Thus, social relations may also create distress and damage health. A meta-analysis of the influence of
social relations on mortality concludes that the influence of social
relations on mortality is comparable with that of well-established
behavioral risk factors for mortality such as smoking and alcohol
use [14].
When living with a disability, relations to family and friends
may be affected by their roles as informal caregivers. Quality of
life and informal caregiving have often been investigated from
the perspective of the informal caregivers [15]. Reviews find that
informal caregivers have a reduced quality of life [16–18].
However, little is known about the impact of informal care on the
care receiver and whether any such impact varies across
disabilities.
Establishing and maintaining social relations both play an
important role in improving an individuals’ social participation
[19]. For instance, studies have shown that the ability to engage
and interact socially is developed through children’s close social
relations [20]. Equally, social participation has the potential to
strengthen an individual’s social relations, as interacting with
others creates opportunities for meaningful engagement [9]. We
know from earlier research that adolescents with cerebral palsy
participate less in physical and social activities than adolescents in
general populations [19,21]. Limited social participation was also
found amongst middle-aged and older adults with multiple physical and mental disabilities [22], and this may also be true for
other types and levels of disability.
Previous research on social relations and quality of life among
individuals with disabilities often only considered one or a few
disabilities [22]. The association between social participation and
quality of life may vary across disabilities, but little is known about
which aspects of this association are shared in a diverse
population.
To develop interventions aimed at improving quality of life
among people with various disabilities, knowledge about such
shared aspects is important. Therefore, the aim of this paper is to
explore the association between social relations, social participation, and quality of life across disabilities. More specifically, we
investigate the following research questions:
1.

2.
3.

Which shared aspects of social relations are perceived to be
important for quality of life and social participation in a
population with various disabilities?
How do social relations affect quality of life across various
types of disabilities?
How does social participation affect quality of life across various types of disabilities?

Conceptual framework
In the following, we define the key concepts applied in this paper
– disability, quality of life, social relations, and social participation.
As suggested by Yeung and Towers, we consider the last three
concepts to be closely related [7], and we expect social participation and social relations to have an important impact on quality
of life [4,9,23]. Following Wiegerinck and Cornell, we assume that
social relations enhance social participation, and that the latter
enhances the possibility of engaging in and maintaining social
relations [9,19].

Disability
Our understanding of disability is inspired by the complex understanding of the concepts of impairment and disability employed
in the International Classification of Functioning, Disability, and
Health (ICF) [24]. The ICF is based on functioning rather than on
diagnoses and provides a standard language for describing functioning and disability. Functioning encompasses body function,
activities and participation, whereas disability encompasses impairments, activity limitations, and participation restrictions [24]. We
use impairment when addressing the physical or mental limitations, and disability when addressing the impairment in relation
to participation restrictions.
Quality of life
It is largely agreed that the concept of quality of life should be
considered a multidimensional construct [25] that comprises a
number of core domains including physical, psychological, and
social aspects [26]. These core domains are influenced by personal
characteristics and by environmental and contextual factors [5].
In accordance with the World Health Organization (WHO), we
define quality of life as “individuals’ perceptions 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.” [27, p. 0.1570]. The focus of this study is the relational
aspects linked to quality of life.
Social relations
Our understanding of the association between social relations and
quality of life is based on their ability to affect quality of life positively as well as negatively, as presented in the conceptual framework by Due et al. [28]. In this framework, social relations are the
main concept, with structure and function as sub-concepts. The
structure of social relations refers to the individual’s formal relations such as society in general, as well as informal relations such
as family and friends. The function of social relations is described
as the interactions between the relations in the structure. Social
support, relational strain and social anchorage are aspects of function [28]. This framework has previously been used in studies of
marginalized groups or groups with specific diagnoses; for
instance, in studies of homeless people and other users of shelters
and drop-in centers [29], and studies of people with diabetes [30]
or cancer [31,32].
Social participation
It has been suggested that quality of life and participation should
be considered the key outcomes for people with disabilities [20].
In 2001, the ICF shifted the focus from “handicap” to
“participation” [24], leading to more research on participation [33].
Suggestions about incorporating quality of life in the ICF to
enhance focus on capability and possibility as opposed to disease
and impairment have been made [34]. In this study, we define
social participation as “involvement in a life situation” as presented
by the ICF 2001 [24]. We understand this definition as the way a
person performs in society, for example, in relation to education,
social relations, and leisure activities such as hobbies or sports
[20]. In addition to ICF, we are inspired by the capability approach
[35]. When studying participation, we recognize the importance of
addressing not only what is achieved (participation) but also what
could potentially be achieved (capability). Exploring capability provides the opportunity to identify environmental factors restricting
capability (e.g., unavailable or inaccessible leisure activities), consequently challenging the opportunity for social participation. It
makes it possible to identify personal choices that hinder social
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participation (e.g., preferences for certain leisure activities). It is
important to identify especially constrained choices, such as having the capability of engaging in a certain social activity, but not
doing so because of fear of being a burden to the rest of the
participants.

Methods
As a part of the conceptual work to develop an instrument measuring quality of life and participation, we conducted a qualitative
study addressing the quality of life for individuals between 10 and
40 years old with various disabilities. Children from the age of 11
are known to be able to report reliable answers [36]. We challenged this limit by choosing the lower limit of 10 years. For some
groups with developmental disabilities, ageing begins earlier than
usual [37]. To keep the focus on disabilities not related to ageing,
we chose the upper limit to be 40 years. We chose focus group
interviews as our main data collection method, as this method is
particularly applicable when you want to explore how participants
generate a joint construct of meaning [38].

Table 1. Age, gender and self-reported disability among participants (N ¼ 55).
Age
10–12 years

%
11

Female
3

Male
3

13–15 years

15

3

5

16–19 years

20

6

5

20–29 years

36

12

8

30–40 years

18

6

4

30 (55%)

25 (45%)

Ethics
Participants were informed verbally and in writing about the aim
and scope of the study. They were further informed that their participation was voluntary, and that they could withdraw at any
time without any consequences. Parental consent from parents or
legal guardians was obtained for participants under 18 years. They
were guaranteed confidentiality of the interview, informed that
data was treated as confidential information and that pseudonyms
would be used when reporting the findings. Participants are in a
vulnerable situation because of their particular condition. We
made great efforts to ensure that they felt comfortable during the
interview process. We strived to make them feel inspired and confident when voicing to their situation and concerns, and we made
sure that the interview situation did not threaten their personal
boundaries at any time. When interviewing children under
18 years and participants with mental impairment, we were thorough when explaining why we were conducting the interviews
and that they were able to withdraw from the interview at any
time. We made sure that the parents or legal guardians were close
by during interviews with the youngest participants. We aimed to
keep the duration of these interviews to a maximum of 1 h.
According to Danish National Ethical Committees, this study
did not need ethical approval. However, the study complies with
the ethical guidelines of the Declaration of Helsinki [39] and was
approved by the Danish Data Protection Agency. Registration
number: 17/3455.
Recruitment and participants
All recruited individuals interested in participating in this study
were included in a core database with information on, e.g., age,
gender, self-reported type of disability, and place of residence.
The selection of participants to be included in the study was
based on age, type of disability, and gender. The aim was to represent as many disabilities and age groups as possible and to
have an even gender distribution.
The recruitment of potential participants included four paths.
(1) Participants were approached via a short invitation posted to
Facebook groups inviting people with any disability to participate
in a focus group. More than 50 potential participants responded
to this request and were included in the database. Women
between 20 and 40 years were overrepresented, while very few

3

Total (N ¼ 55)

Self-reported disability
Attention deficit hyperactivity disorder (ADHD), autism, diabetes,
dyslexia, hemophilia, muscular
dystrophy, obsessive compulsive
disorder (OCD), Smith Magenis
syndrome
Attention deficit disorder (ADD),
attention deficit hyperactivity
disorder (ADHD), cerebral palsy,
dyslexia, hearing loss, juvenile
rheumatoid arthritis, muscular
dystrophy
Amputated leg, Asperger’s syndrome, attention deficit hyperactivity disorder (ADHD), cerebral
palsy, muscular dystrophy, sclerosis, Tourette’s syndrome
Alagille’s syndrome, amputated leg,
attention deficit hyperactivity
disorder (ADHD), blindness, cerebral hemorrhage (memory loss),
cerebral palsy, deafness, epilepsy, fibromyalgia, hemophilia,
hearing loss, hyperacusis,
impaired vision, Morbus
Bechterew, Morbus Stills, multiple allergies, Sj€ogren’s syndrome, tinnitus
Autism, bipolar affective disorder,
cerebral palsy depression, focal
segmental glomerulosclerosis,
hypermobile syndrome, Melas
syndrome, Morbus Bechterew,
obsessive compulsive disorder
(OCD), personality disorder,
psoriatic arthritis, social phobia,
toxoplasmosis, vision impairment

children and adolescents (10–18 years) responded. (2) A total of
34 patient organizations were approached by e-mail in a personalized letter to the director and asked to help us with the recruitment. The majority of the patient organizations were
organizations related to one disability, for example, “Autism
Denmark”. A few were broad organizations focusing on disability
in general or on young people with disabilities, such as “Rare
Diseases Denmark”.
Organizations not responding were contacted by phone, and
follow up-letters were sent to those organizations which were not
reached by phone. A short version of our invitation was included
in the follow-up letter to make it easy for the organizations to
publish the invitation on their webpage, Facebook profile or in
their membership magazine. Following these initiatives, almost all
organizations responded positively to our request. (3) To recruit
the youngest participants, we approached 14 mainstream schools
in different Danish locations, a local school with special classes,
and two special leisure clubs by phone and suggested conducting
a focus group or interview at the school premises. (4) Two participants were approached directly after having debated issues in the
media related to the subject of living with a disability.
This recruitment procedure resulted in more than 100 potential
participants with disabilities. Among these, 55 people aged
10–40 years were included in the study. Table 1 illustrates the age,
gender, and self-reported disability of the participants.
Before each focus group and interview was conducted, participants were asked to fill in a short questionnaire on, e.g., their age,
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Table 2. Interview guide used in focus group interviews and individual interviews.
Concept
Quality of life

Sub-concepts
Perception of the quality of life construct
High and poor quality of life

Question
Can you tell me how you perceive the term quality of life?
Please collaborate to sort these photos into two piles. One represents a good quality of life, the other represents a poor
quality of life. Provide each pile with three headlines.
If not already answered through the exercise:
What makes your quality of life good?
What makes your quality of life poor?

Participation

Perception of the participation construct
Prioritizing participation (What do you prefer)
People around you
Inclusion or differentiation
Physical surroundings

Can you tell me about how you perceive participation?
What types of participation are important to you?
How do your family and friends affect your quality of life and
participation?
How does contact with the health system affect your quality of
life and participation?
Please tell me about the differences in being with others who
also have a disability and being with others who do not
have a disability.
If you experience discrimination related to your disability; how
do you experience it?
What impact does the physical environment have on your quality of life and participation?
Please tell me about whether it is possible for you to participate in what you would like to participate in?
In what way does education/job impact your quality of life and
participation?
How is your perception of Denmark as a country of residence
when living with a disability?
What impact does your physical capacity have on your quality
of life and participation?
What impact does your mental capacity have on your quality of
life and participation?
What do medications and treatment mean to your quality of
life and participation?
How does pain affect your quality of life and participation?
Please tell me about your dreams for the future (hope, fear, job
situation, family)
How do you handle your disabilities? What do you do when
you face resistance?
How would you prefer others to perceive you in relation to
your disability?
How does it affect your self-worth to be dependent on/independent from others?
What does economic independence mean to you?
Please share your thoughts about alcohol and drugs in relation
to disability
Can you tell me about sexuality and disability?
I have no further questions. Are there any questions that you
would have liked to answer, but I did not ask you?

Perception of environment

Perception of body and health

Physical
Mental
Treatment
Pain

Perception of personal factors

Future
Coping
Desired perception
Dependence
Economy
Alcohol and drugs
Sexuality

gender, and type of disability. Some participants had identical disabilities, and many reported that they had more than one. Some
participants reported all of their disabilities, whereas others only
reported what they considered to be their most important disability. Participants with intellectual disabilities were recruited through
their workplace and their leisure time facility, and most of them
did not report any disability.
It was important for the study to also include individuals with
intellectual disabilities and individuals without verbal language,
groups who tend to be excluded from other interview studies
[40]. Three parents were included in a focus group interview as
proxy informants for individuals with severe intellectual disabilities
who were unable to speak for themselves (Table 3, interview
number 5).
Data collection
We conducted 15 focus group interviews involving individuals
representing a broad range of disabilities, as shown in Table 1. As
shown in Table 2, the semi-structured interview guide used in the

interviews was based on the concepts of the ICF [24] and on a
conceptual framework of quality of life [41]. For example, when
investigating inclusion we asked the following question: “Tell me
about the differences in being with others who also have a disability
and being with others who do not have a disability”, and when
investigating perceptions we asked: How would you prefer that
others perceive you in relation to your disability?’
A shorter version of the interview guide was used for young
adolescents and participants with moderate intellectual disabilities. A cross-disability perspective was tested in two pilot focus
groups. Participants had the same gender and were similar in
terms of age, but differed in the type and severity of their disabilities. Our intention was to use the variation in disabilities to stimulate discussion by making explicit the similarities and differences
that might be implicit to individuals with the same or similar
disability.
We made exceptions to our research design by interviewing
seven participants individually. This was done to allow our study
design to be as inclusive as possible, and to avoid excluding
informants due to the focus group setup, as illustrated by the
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Table 3: Participants’ self-reported age, education level, occupation, civil status, and housing condition (“shared accommodation” includes living with peers and living in residential accommodation).
No.

Gender and age

1
1
1
1
1
1
1
2
2
3
3
3
3
4
4
4
5
5
5
6
7
7
7
8
9
9
9
10
10
10
10
11
11
11
12
13
14
15
16
16
16
16
17
17
17
17
18
18
19
19
20
20
21
22
22

F22
F21
F25
F29
F28
F23
F21
F36
F40
M26
M29
M28
M22
M37
M33
M34
F14
F39
F9
F28
F17
F19
F14
M23
M14
M12
M13
F37
F28
F33
F25
M33
M27
M28
F20
F27
M19
F37
F15
F17
F18
F16
M21
M14
M18
M15
M12
M11
M14
M16
M17
M16
F16
F10
F12

Education level

Occupation

Civil status

Housing condition

Secondary school
High school
Bachelor’s degree
Vocational education
Master degree
Bachelor’s degree
High school
Vocational education
Vocational education
Bachelor’s degree
High school
Bachelor’s degree
High school
Secondary school
Secondary school
Vocational education
–
None
–
Secondary school
–
–
–
Secondary school
–
–
–
Unknown
Unknown
Unknown
Unknown
Unknown
Unknown
Unknown
Unknown
Vocational education
Secondary school
Secondary school
–
–
Secondary school
Secondary school
Special youth education
–
Secondary school
–
–
–
–
–
–
–
–
–
–

Student
Other
Student
Student
Working
Student
Student
Disability retirement
Disability retirement
Student
Student
Student
Student
None (due to illness)
Student
Disability retirement
Special school
Disability retirement
Primary school
Unknown
Secondary school
Special youth education
Secondary school
Unknown
Secondary school
Secondary school
Secondary school
Sheltered workshop
Sheltered workshop
Sheltered workshop
Sheltered workshop
Sheltered workshop
Sheltered workshop
Sheltered workshop
Special youth education
Working part time
Student
Disability retirement
Secondary school
Secondary school
Student
Student
None
Secondary school
Special youth education
Secondary school
Secondary school
Secondary school
Secondary school
Secondary school
Secondary school
Secondary school
Secondary school
Secondary school
Secondary school

Single
Single
Single
In a relationship
Single
Single
In a relationship
In a relationship
Single
In a relationship
In a relationship
Single
Single
In a relationship
Single
Single
Single
Single
Single
Single
Single
Single
Single
Single
Single
Single
Unknown
Single
Single
In a relationship
In a relationship
Single
In a relationship
In a relationship
Single
In a relationship
Single
In a relationship
In a relationship
Single
Single
Single
Single
In a relationship
In a relationship
In a relationship
Single
Unknown
Single
Single
Single
Single
Single
Single
Single

Living alone
Living with parents
Shared accommodation
Living with partner
Living alone
Shared accommodation
Living with partner
Living with partner
Living alone
Living with partner
Living with partner
Unknown
Shared accommodation
Living with partner
Shared accommodation
Living alone
Living with parents
Shared accommodation
Living with parents
Shared accommodation
Living with parents
Living with parents
Living with parents
Living alone
Living with parents
Living with parents
Unknown
Living alone
Living with parents
Shared accommodation
Shared accommodation
Shared accommodation
Living with parents
Living with parents
Shared accommodation
Living alone
Living alone
Living with partner
Living with parents
Living with parents
Living with parents
Living with parents
Living alone
Living with parents
Living alone
Living with parents
Living with parents
Living with parents
Living with parents
Living with parents
Living with parents
Living with parents
Living with parents
Living with parents
Living with parents

following examples. We interviewed a deaf-blind (deaf and with
impaired vision) young woman in her own home using a sign language interpreter. We accommodated a request to attend the
study of a woman with multiple severe mental illnesses. She was
interviewed alone in a place she referred to as her “safe spot”.
Another case of individual interviewing was when we interviewed
a young man without verbal language who communicated
through his helper by spelling each word through blinking his
eyes. A list of all interviews and information on age, education
level, occupation, civil status and housing condition of each participant is shown in Table 3. The individual interviews were conducted using the interview guide from the focus group interviews.
When analyzing the focus group interviews, quotes that were

representative of the shared notion of the group were used as
quotes. While participants in the individual interviews were only
able to express their individual opinion, quotes from individual
interviews were used in cases where their views contributed to or
expressed the shared opinion expressed in the focus groups.
Focus group interviews and individual interviews are referred to
as “interviews” in the following. All interviews were conducted by
three of the authors (L. N. J., M. K. S., and S. I. M.), of whom two
were present at each interview.
The settings used for the interviews were carefully chosen to
accommodate all special needs of the participants in order to be
as inclusive as possible. Therefore, three different types of settings
were used: (1) public facilities with an opportunity for privacy that
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were wheel chair accessible, and as close to the home of the participants as possible. Eight of the interviews took place in a meeting room at the National Institute of Public Health (Eastern
Denmark), four interviews took place in meeting facilities in public
libraries in two different cities (Western Denmark), and one interview took place in a room at a cultural center (South Eastern
Denmark). (2) Places at which participants felt comfortable and
safe were a priority when interviewing participants with intellectual disabilities. Therefore, three interviews were conducted at a
leisure time facility for young people with intellectual disabilities,
two at a workplace for adults with intellectual disabilities, and
two at special school premises for adolescents with mild intellectual disabilities. (3) In two cases, the participants (both with
impaired vision) requested that the interview took place in their
own home.

Preference ranking
To get information on preferences and restrictions among the participants, we used a preference ranking technique inspired by the
participative ranking method [44]. Nine laminated notes with different social activities were read aloud and placed randomly on the
table. The activities were the following: large family gatherings
(e.g., weddings and birthdays), culture (e.g., movies, museums,
concerts, sporting events), job/school, volunteer work/political
work, private visits to family and friends, leisure time activities,
eating at a restaurant/cafe, going to a bar or discotheque, and
online activities (e.g., Facebook and social games). Participants
were then asked to collaborate when ranking activities from the
most preferable to the least preferable. Online activities (e.g.,
Facebook and social games) were added during field work, and
going to a bar or discotheque was excluded for the youngest
participants.

Interview techniques

Props
For interviews with people with intellectual disabilities and in the
groups with the youngest participants, we made use of props
[45]. We placed two different LEGO characters on the table and
told a short story about two boys with disabilities: one was said
to be a pupil in a special school and the other to be a pupil in a
mainstream school. We asked the participants how they believed
the boys experienced their schools and how they supposed the
boys felt about their different situations. This exercise made the
participants talk about issues such as being different, striving to
be like others, and victimization and bullying. Some told about
their own experiences with victimization and school transfers
following such experiences.

To comply with the diversity of the population described above,
we included three different interview techniques in our interviews: a photo-elicitation and metaphor sorting technique
[42,43], a preference ranking of activities inspired by the participative ranking method [44], and the use of props [45]. These
techniques were especially useful when talking to people with
reduced cognition, concentration deficit, or individuals who were
reserved or shy when talking about their own experiences. The
use of props has been found to improve precision of memory
and help children express concerns, feelings, and emotions [45].
The participants were thoroughly informed that their thoughts,
experiences, and considerations arising from solving the exercises
were essential, and that the end results of the exercises were
not our focus.
Photo elicitation
The use of photographs in interviews is described as a powerful
tool for researchers. Photographs have been found to challenge
participants, provide nuances, trigger memories, and lead to new
perspectives. Photographs may also prevent researcher misinterpretation [46]. However, photographs do not necessarily generate
added information, although they may generate a different kind
of information [42]. Harper refers to photo elicitation research as a
continuum, ranging from model photographs to private photographs. In this study, we used both types. We asked participants
to send two photos to the interviewer before the interview. One
photo was supposed to illustrate something that improved their
quality of life and another was supposed to illustrate something
that reduced their quality of life. The pictures were used to discuss similarities and differences in the perception of the concept
of quality of life. We hesitated to guide discussions derived from
the photographs, because we were interested in getting information on the range of perceptions and feelings that the pictures
might evoke [47].
In addition to the private photographs, we brought 10 model
photos to the interviews, which the participants were asked to
group as good or poor quality of life. The photographs were not
meant to have any meaning as such, but were used as prompts
to get participants to generate metaphorical connections and
remove focus from their own situation. For two of the focus
groups interviews, none or only a few participants had sent their
private photographs. For eight of the interviews, we had no direct
contact with the participants prior to the interviews because they
were recruited through their school, workplace or leisure time
facility. For these 10 cases, only model photos were used.

Data analysis
We conducted an inductive thematic analysis of the data following the guidelines of Braun and Clarke [48]. A realist approach
was used to report the experiences, meanings, and reality of the
participants [48]. All interviews were audiotaped and transcribed.
Summaries of what was discussed concerning each question in
the interview guide were made and quotes supporting each summary were fully transcribed. Data saturation was reached. After
reading through the transcripts once, two of the authors (L. N. J.
and M. K. S.) and a student assistant coded initial semantic
themes, for example, inequality in relationships and stigma/mistrust.
Themes were discussed and merged into one comprehensive list.
Equivalent codes were combined into broader themes and subthemes were generated. Bearing the identified themes in mind,
the transcripts were re-read by L. N. J. to identify examples from
the data and check if any themes had been overlooked. The social
relations framework by Due et al. [28] was used to structure the
reporting of the results from our qualitative analysis.

Results
The following section presents three themes and a sub-theme
identified as important across disabilities. (1) “Informal relations:
caregiving, dependency and understanding”. Across age and gender, participants stressed the value of support from informal social
relations, such as family and friends, for their quality of life
(2) “Formal relations: acceptance, discrimination and prejudice”
addressing the importance of acceptance and understanding from
formal relations in society, (3) “Social participation: accessibility and
preference” highlighting the ability to participate in the society
(social participation), and (3a) “Social tactics”, as ways of handling
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the experienced challenges. In the following section, we will present how the participants described each of these aspects more
specifically.
Informal relations: caregiving, dependency, and understanding
For individuals living with a disability, family and friends often
need to fulfill caregiver roles. On the one hand, they serve as
standard supportive social relations. On the other hand, they work
as practical helpers to alleviate the daily life of their disabled or ill
family member. The participants in our study describe the person
or persons in this role as their primary (caregiving) persons, and
their importance was emphasized. These individuals were most
often parents or romantic partners. The primary individual was
described as a non-formal helper who assists in situations where
the disability or illness makes life complicated. For example,
Sophia, who was 28 years old and had arthritis, described her relationship with her parents as follows:
I actually find my self-confidence to be quite good, but if I didn’t have
my parents on the bad days, it would be difficult. They are like a
lifeline, when you cannot go shopping for groceries. (Sophia, 28 years
old, arthritis, focus group)

Many people living with a disability experience how parental
care and assistance provided to them as children extends into
adolescence and adult life. Although parental assistance may be a
precondition for being able to live a good life, it is also a constant
reminder of dependency, even in adulthood.
It really annoys me that I need those lifelines … If only I could manage
on my own. (Ellen, 23 years old, cerebral palsy, focus group)

Dependency on parents was also described in an individual
interview with 27-year-old Karen. She is blind and often experiences being placed next to her mother at big family gatherings –
because everyone considers this to be the best solution. This case
of misunderstood consideration illustrates how people inadvertently make this young woman feel dependent on her mother,
although she herself wants to and feels fully capable of handling
the situation on her own. In this instance, having an informal caregiver turns out to cause strain rather than support.
Issues related to the need for help and informal care are also
experienced by children. Although a few participants described a
friendship-like relationship to their formal caregivers, the general
perception was that family and friends ought not have the role of
caregivers.
I think it is weird to have your classmates elevate or lower your leg or
whatever it is you need. I just think that your friends are your friends,
and your caregivers are your caregivers and they do their separate
things. (Amin, 12 years old, muscular dystrophy, focus group)

In romantic relationships, the role of the primary caregiver
was often described as becoming difficult. When participants
are in need of assistance and prevent their romantic partner
from being their caregiver, it creates tension in the relationship.
Participants explained that their romantic relationship became
uneven and burdened when their partner had to assist and
support them all the time. Feeling like a burden was an experience that many participants living with non-disabled partners
shared.
Again, there is this feeling of being an obligation. Always having to ask
for help – always having to say: “Will you do this for me please?” And it
gets even more intimate when it is with a partner. Of course, this
person becomes your primary individual, and is the one you ask.
But the constant fear of being too demanding, becoming too difficult, is
of course at the back of your mind. (Sophia 28 years old, arthritis, focus
group)
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Some participants specifically chose a partner with the same
disability as themselves to escape this feeling of being a burden
and to avoid the imbalance that may follow:
I don’t want to have a boyfriend who has to be my personal caregiver
(about finding a boyfriend who is able to see). (Karen, 27 years old,
blind, individual interview)

Others explain how their partner improves the way they cope
with their disability. One participant describes that her partner
makes it possible for her to go places where her social phobia
would otherwise make it difficult for her to come.
I can go everywhere if he is holding my hand. Everywhere. I didn’t
know at all that I could, but I can. (Anne, 37 years old, depression,
personality disorder, OCD, social phobia, individual interview)

Several participants had been abandoned by a partner because
of their disability. The participants believed some of the explanations to be that the partner felt he or she wasted their time on
someone who had a disability or that the partner was unable to
cope with disability in the long run.
I have experienced girlfriends who have run away screaming because –
why should they waste their time on someone who is chronically ill?
(Peter, 29 years old, haemophilia, focus group)

Despite supportive social relations, participants often felt a lack
of understanding. They experienced that their relations and people in their social environment found it difficult to comprehend
what it was like to live with a disability or an illness. This caused a
feeling of loneliness for the individuals with disability despite the
presence of others.
I come to think of days when you are just having a really bad day,
when maybe you’re sad because you cannot join what the others are
doing – perhaps you are feeling a bit left out, maybe sensing that no
one really understands you and how you feel. Well, you may easily feel
lonesome, right? … There is never anyone who understands 100% how
you feel, no matter how much they want to. (Adam, 16 years old,
juvenile rheumatoid arthritis, focus group)

Participants with an acquired condition explained how they
had lost friends due to lack of understanding of their new
situation.
It is also important for me to socialise with my close friends, but I have
slowly realised that a lot of them have vanished after I got ill. They
don’t understand what it means to be ill. (Michael, 34 years old, Morbus
Bechterew, focus group)

Formal relations: acceptance, discrimination, and prejudice
As with family and friends, support from the wider social environment is important for the quality of life of individuals living with a
disability. Societal support is often described using the word
accept. The need of being accepted and the fear of not being
accepted because of a disability were common feelings expressed
across age, gender and type of disability.
I think that maybe the only thing that young people with illness have
in common is the issue of being accepted. I actually think that’s the
most awful feeling– the fear you may have of not being accepted …
the experience of being excluded because you are different, in this
unfortunate way that you have an illness. (Adam, 16 years old, juvenile
rheumatoid arthritis, focus group)

The lack of societal acceptance presents many faces. First and
foremost, society openly discriminates because of disability or
illness.
There are some normal people [people] who look down on you. I have
tried that in a municipal school. “Why can’t you read? Why can’t you do
this, why can’t you do that? Oh, you’re so stupid!” And I was really sad,
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which is why I attended a special school, because so many were
teasing me about it. (Maria, 37 years old, intellectual disability, focus
group)

Discrimination and prejudice are also present outside schools.
The following quotes illustrate some of these experiences and
reactions.
I come across people who don’t know what a handicapped [person] is.
I’ve experienced being at a town fair with a caregiver, and then this
man asked my caregiver: ‘Excuse me, but what does such a thing eat?’
That didn’t feel great, and you feel like you don’t exist. As if you are not
there being a living person full of life. (Thomas, 32 years old, cerebral
palsy, focus group)

Sarah, who was 36 years old, and had an invisible disability
(hypermobile syndrome), also experienced prejudice. She experienced that the invisible nature of her disability made it hard to
get societal acceptance for the limitations she had:
It doesn’t seem to be okay to be on disability pension if you are not in
a wheelchair or use crutches … it has to be visible … and you are
met with the notion: “Well, it is probably because you won’t bother,
right?” (Sarah, 36 years old, hypermobile syndrome, focus group)

Less obvious discrimination is the lack of acceptance when
people, due to ignorance or inconsideration, make choices that
are meant to be friendly and including but are in fact excluding:
When I was a child, I had to do physical exercise with the girls [at
school], because the boys were playing soccer and that was that. It was
a conservative mindset that “Boys play soccer, and it is not good for
your joints when you have haemophilia”, and so I was sent to join the
girls. (Peter, 29 years old, haemophilia, focus group)

Social participation: accessibility and preference
Establishing and maintaining social relations, and being part of
something – with someone – were closely related to social participation across disabilities. Thus, it was difficult for the participants
to separate the impact of social relations from the impact of social
participation. Christine, who uses a wheel chair, explains:
It would be great to go to the gym with someone and sit there with a
hand bike. But that’s just not how the gym is designed, so I can’t go
with them, and I think it is a shame, because the social environment at
a high school is just as important as doing your homework and keeping
up academically. So, this is probably where I feel hindered the
most … Exercise and things like that. There are ways to solve this, but
they just aren’t available right now. (Christine, 18 years old, cerebral
palsy, focus group)

A determining prerequisite for social participation is physical
access to the locations at which the events take place. Focus on
physical accessibility varied widely across participants. Participants
with walking limitations and especially participants sitting in a
wheel chair addressed access as a potential barrier to social participation, but were also challenged by the amount of planning
required on their part to be able to participate.
To me accessibility means everything for my ability to participate.
I always have to be far-sighted. Is there an elevator? Can I get in? Is it
at the ground level or where? Because buildings mean that I simply
have to say no to things I really want to do, because accessibility is
crucial. So, it is a pretty big factor in my life. (Thomas, 32 years old,
cerebral palsy, focus group)

Participants described how their ability to participate in society
impacted their quality of life and emphasized that participation in
any given activity does not automatically improve life quality, but
is a matter of individual preference and skills.
Repeatedly, participants defined their overall quality of life by
describing the possibility of participating. To be able to participate

in activities they like enriches quality of life, whereas being unable
to participate has the opposite effect. Peter, who is 29 years old
and has hemophilia, explained it like this:
I think it is a great barrier that you are unable to do what you want to
with your body, for example, because of a physical handicap. It changes
many hobbies, and it changes your sense of self and quality of life, too.
(Peter, 29 years old, haemophilia, focus group)
I understand quality of life as doing the things you are good at, doing
the things you like, and the things you get something valuable out of.
That is quality of life to me. (Thomas, 32 years old, cerebral palsy, focus
group)

Social tactics: white lies, withdrawal and timing
As a response to the challenges experienced in relation to their
social relations, and in order to achieve the desired social participation, the participants used various strategies. We call these
social tactics.
The participants used these social tactics to avoid confrontation with their impairment, or the limitations following the impairment, or to protect themselves from feeling hurt or rejected.
Some of the social tactics were most commonly used among participants with an invisible impairment. The possibility of choosing
to disclose the disability or illness is simply not an option to
people with a visible impairment.
But I cannot hide it at all. I have to be confronted with it always. All the
time I have to meet people’s scans and people’s frowns … so I have
my guard down all the time really. (Ellen, 23 years old, cerebral palsy,
focus group)

The stigma experienced by participants with visible impairments may be avoided by participants with invisible impairments
using, for example, white lies as a social tactic, as exemplified by
40-year-old Lea, who has bipolar disorder:
Now, I have started to lie a bit, so that when people ask ’what is your
profession?’, “well, I’m an artist”. “Oh, is it possible to make a living out
of that?”, “yes, if you are good enough”. Right, and then that’s it. (Lea,
40 years old, bipolar disorder, focus group)

Feeling inclined to lie about what you do for a living is an
example of how participants found ways to navigate their social
relations.
Being aware of when to protect yourself by raising your guard
and when to lower your guard to get to know new people or be
accepted in the group was described to be the core of social tactics. The participants often carefully considered what to tell, when
to tell and who to tell.
I think that sometimes it is a matter of letting your guard down and
at other times keeping your guard up. So, you don’t get hurt by
what people say to you. But sometimes you also have to let your
guard down, so you can get to know new people. I often keep my
guard up when I meet new people, because I have previously been
let down [starts to cry]. (Eva, 22 years old, Alagille’s syndrome, focus
group)

Withdrawal is another way to avoid ignorance and prejudice.
Karen, who is 27 years old and blind, explained how she uses
music to avoid confrontations in public:
After first having dared to ask something, then there are just no
inhibitions. So often I listen to music if I am on the train or the bus, or
else I just sit with my earphones on, not necessarily listening to music,
because then people do not make contact. So some days, if you are not
up for stupid questions, I find ways to do things like that. (Karen,
27 years old, blind, individual interview)

The unpredictability of some disabilities, e.g., attacks, is
another challenge that may lead to the use of social tactics.
Participants often face dilemmas. They want to join, but never
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know whether the impairment will hinder social participation on
the day of the event. In these instances, another type of withdrawal is used:
The hardest thing is, if you are invited for something … Having to say,
“I really want to go, but then again I may be ill”. And then it is hard to
decide whether you should just cancel or [.] And sometimes you tend
to do so, because you feel guilty when cancelling on the actual day.
(Catherine, 28 years old, Morbus Stills, focus group)

This illustrates how the unpredictability of an impairment, that
is, how well you feel at a given point in time, may lead to withdrawal by declining an invitation ahead of time. The bad conscience that follows if participants are hindered from attending an
event may be a result of lack of acceptance and understanding by
people in their environment. This constant awareness of what to
say, when to say it and when to appear open to dialog about illness or disability hinders the level of effortless and spontaneous
contact with other people.
The timing of when to disclose your impairment is also relevant when it comes to meeting a new partner:
I think it is difficult to go to someone and ask if she wants to have a
relationship. And then be disabled and look the way we do … Inside
we are normal you know, quite the same. (Jacob, 17 years old, muscular
dystrophy, focus group)

One participant even described himself as “selling broken
goods” when introducing himself to a new partner:
It is hard … Hard to sell the goods. Broken goods. (Casper 34 years,
focal segmental glomerulosclerosis and Melas syndrome, focus group)

Distinctions between types of disability, age groups, and gender
We identified aspects of social relations and social participation
that affect quality of life across age, gender, and type and severity
of disabilities. However, the perceived impact of these aspects
was related to the character of the specific disability, the age, and
the gender of the participants. For instance, dependency on caregivers was more apparent among participants with severe disabilities. Physical accessibility was very important to participants with
physical limitations, whereas accessibility in general was also
important to participants with e.g., severe allergies, social phobia,
vision impairment, autism, or ADHD. Participants also experienced
different types of prejudice dependent on the visibility of their
impairment. Because many participants had multiple impairments
and because impact was not only related to the type of impairment but also to e.g., severity and visibility, we consider it relevant to pay attention to the shared experiences of the
participants.
However, differences related to age were identified among the
themes. For example, younger participants focused mainly on relations with their friends and parents, whereas the older participants
focused mainly on romantic relationships and relations to their
children. We found that biological age was not the most appropriate way of grouping our data. For instance, a photo of a baby
made a 14-year-old boy reflect on his chances of being able to
have and raise children, whereas some of the older participants
with intellectual disabilities had great concerns about bullying,
issues which were not addressed by other participants in these
age groups.
Gender differences were evident among older participants, but
were not obvious amongst younger participants. An example of a
gender difference was that the perceived importance of being
able to provide for yourself and your family was more evident in
male participants.
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Discussion
The aim of this study was to identify shared perspectives on quality of life, social relations, and social participation in a population
with a wide variety of disabilities. Despite differences in the perceived importance of the different themes across age, gender,
and type and severity of disabilities, we identified the following
themes to be shared among participants in our study: “Caregiving,
dependency and understanding from informal relations”,
“Acceptance, discrimination and prejudice from formal relations”,
and “Accessibility and preference in relation to participation in
society”. As a sub-theme, the use of social tactics to avoid confrontation with certain aspects of their impairment or disability was
identified amongst the participants.
The shared understanding found among individuals with different disabilities may be explained by mutual experiences. A
study of 24–54-year-old women who participated in a treatment
group found that mutual experiences, e.g., pain, provides a special insight, making it easier to understand each other across different diagnoses [13]. Examples of such mutual experiences
across age, gender, and disabilities were the dependency on
informal caregiving, the perceived lack of acceptance and understanding, and the subsequent feeling of being alone with your
disability. A non-categorical approach presented in 1989 by Stein
and Jessop suggests that diagnoses may not be the best way to
group individuals when addressing broader, social issues [49].
However, most cross-disability or non-categorical research still
concerns only few diagnoses or avoids including both physical
and mental disabilities. This study is unique because it includes
a wide range of physical and mental disabilities and also
includes the voices of individuals with intellectual disability
or severe impairments who are often excluded from other
research [40].
We attempt to give the wide group of younger individuals
with disability a voice on the issues of quality of life, across the
variety of challenges represented by their various disabilities and
situations. Knowledge about their shared perspectives will make it
possible to include them in population-based research on the
important issue of quality of life.
Informal and formal social relations
The division between formal and informal relations as presented
in the conceptual framework by Due et al. provided a meaningful
framework for structuring our data, as we found different patterns
for different types of relations [28]. However, the experienced
importance of caregiving from close relations, “informal caregiving”, which was a key finding in this study, made the distinction between informal and formal relations less evident.
Participants perceived the informal caregiving to be necessary and
meaningful, but at the same time felt that it led to adverse
dependency on their parents or partners.
Another main finding was the significance of acceptance and
understanding from social relations. Many participants experienced prejudice and misunderstood consideration. These findings
are in accordance with a synthesis of qualitative research on quality of life among people with mental health problems which
found that some of the most predominant benefits of good and
reliable relationships are to feel accepted and understood [9].
Furthermore, Steihaug et al. [13] have found that a group a
women with chronic pain shared experiences of not being understood by family, friends, colleagues, and healthcare providers, and
experienced how lack of acceptance made them feel that there
was something wrong with them.
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Social participation and social tactics
In previous research, social participation has been shown to be
crucial for quality of life [9]. The importance of meaningful social
participation, which was found in our study, is supported by a
qualitative study on the meaning of participation to people with
disabilities [33]. Hammel et al. [33] argue that participation and
performance are two different concepts, and that personal values
and preferences should be taken into account when addressing
participation amongst people with disabilities. This is in accordance with the concept of capability, which adds nuance to the
concept of participation by stressing the importance of human
diversity and personal choice [35]. In this study, the capability
approach was addressed by participants as meaningful social participation as an important component of quality of life.
Our findings reveal how individuals living with disability obtain
the skill of using social tactics to avoid stigma or unwanted feelings. We identified three different social tactics used across disabilities: lies/disclosure, timing, and withdrawal. Previous studies
have examined the use of coping strategies and self-management
in dealing with disabilities [50]. The use of such psychological
strategies has shown to improve quality of life amongst patients
with different disabilities [51]. Examples are breathing training and
maintaining mental positivity [50]. The social tactics identified in
this study are different from these coping strategies, because they
are used specifically in relation to contact with other people, i.e.,
formal as well as informal social relations. Social tactics were often
described as carefully thought through by participants, and were
specially designed for the specific social situation in which they
were used, either beforehand or simultaneously. Withdrawal as a
social tactic was found to be common amongst participants in
our study. This result is supported by other studies where, for
example, individuals with mental health problems and laryngectomized patients were found to choose withdrawal as a way of
protecting themselves against rejection or embarrassment [9,52].
Methodological considerations
Due to the varied group of participants, we were aware that the
interviews might turn out differently and were prepared to adjust
our plans accordingly during the interview. Prior to each interview, we chose whether to use the full or the short version of the
interview guide, in consideration of the age, expected cognitive
functioning and expected ability to concentrate in the group of
participants involved in that specific session. Furthermore, we
determined whether to make use of the prop technique and
accordingly what types of social participation activities should be
listed for the ranking of preferred activities.
Interview techniques
The participants interpreted the private photos with reference to
their own life situation, and discussions revealed that what represented good quality of life to one participant was interpreted as
reducing quality of life by another participant. Examples are a
photo of the daily medication of a female participant and a photo
of a group of her close relations. The participant felt that the side
effects of her medication reduced her quality of life, whereas
other participants interpreted medication to be something positive, as they experienced medication to reduce their impairment.
The photo of relatives represented improved quality of life to one
participant, but was interpreted negatively by some of the other
participants. These individuals associated groups of people with
bullying or with the challenges they faced in a group setting. We
experienced that the photographs revealed new and different

stories from the ones uncovered by asking the participants about
moments of high and low quality of life.
The sorting technique in the focus groups was very informative, revealing how specific types of disabilities seemed to be
related to certain activities. For example, “large family gatherings”,
e.g., weddings, generally receiving top rankings, but participants
with conditions such as ADHD, autism, hearing, and vision loss
considered such activities to be stressful, thus ranking them lower
than other participants. The sorting technique did not add as
much information in the individual interviews. The use of props
thus added information that the interview questions were unable
to disclose, such as information about experiences with bullying.
With few exceptions, we succeeded in conducting focus group
interviews with participants representing a wide variety of disabilities. The one exception was that participants with moderate intellectual disability were involved in the same four groups, for which
participants were recruited and interviewed at their workplace or
leisure time facility, a place where they felt comfortable and
secure. At the beginning of most of the interviews, participants
were a bit reluctant, as they felt different from the other participants, but during the discussion they discovered that they had
common experiences and concerns despite their different
disabilities.
Strengths and limitations
A strength of this study was the size and diversity of the study
population, in terms of age range and type of disability. This diversity required a particular flexibility of the methods used in data collection, as individuals participating in the same focus group
interview had very different skills and needs. To accommodate their
needs, we made use of three interview techniques. However, the
diversity was also a limitation, as in-depth analyses are complicated
by the differences that naturally exist amongst participants with
such wide differences in disabilities and life situations.
Data were analyzed using investigator triangulation with
researchers with different educational backgrounds. This has been
found to compensate for lone-investigator deficits [53]. Because of
the relatedness of quality of life, social relations and social participation, we consider it a strength to have analyzed the concepts
simultaneously.
We have probably recruited only the most outgoing individuals
among the target population, as the participants were the ones
willing to join our focus group interviews. In order to include less
outgoing individuals, we recruited through several paths and
offered individual interviews as an alternative to focus group
interviews.
The use of predefined concepts in the interview guide may be
a limitation of our study, as these may blind us to aspects of our
data not included in the three themes and the sub-theme.
Implications for research
This study uncovers valuable aspects that should be included in a
questionnaire aiming to measure the impact of social relations on
the quality of life and social participation of groups with diverse
disabilities. There may be a need to further develop the model by
Due et al. [28], because the distinction between formal and informal social relations was less evident in this study population.
Implications for rehabilitation
We suggest formalizing the concept of social tactics and using it
in patient education to enhance quality of life in individuals living
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with disabilities. We also suggest that, in their assessment, profes1281
sionals working with individuals with disabilities should give more
1282
priority to analyzing how their patients’ social relations impact
1283
their quality of life and social participation. When intervening, an
1284
effort to establish and maintain social relations should be consid1285
ered along with psychological help, allocation of aid, and eco1286
nomic support aiming to enhance quality of life and social
1287
participation amongst individuals with disabilities. Finally, when
1288
evaluating efforts to improve quality of life, it is important to
1289
investigate whether the intervention has improved social relations.
1290
1291
1292
Conclusion
1293
This study reveals shared aspects of social relations perceived as
1294
1295
impacting quality of life and social participation in a population
1296
with diverse disabilities. For informal relations, such as family and
1297
friends, caregiving, dependency, and understanding were found
1298
to be important influences on quality of life across disabilities.
1299
Formal relations in society also impacted quality of life in terms of
1300
acceptance, discrimination, and prejudice. Social relations were
1301
closely related to social participation and the participants found
1302
the concepts difficult to separate. Social participation significantly
1303
affected the quality of life of the participants, and we identified
1304
different social tactics used by the participants to navigate their
1305
social relations. We found that the distinction between informal
1306
and formal relations seemed to be less clear in this study popula1307
tion. Our findings highlight the importance of strengthening social
1308
relations when aiming to improve the quality of life and social
1309
participation in a population with diverse disabilities.
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Abstract

8

Background: Measurement of quality of life demands thoroughly developed and validated instruments.

9

The development steps from theory to concepts and from empirical data to items are sparsely described

National Institute of Public Health, University of Southern Denmark

10

in the literature of questionnaire development. Furthermore many previous instruments measuring

11

quality of life have been developed without asking the target population whether the instrument

12

represented their perception of quality of life. The aim of this paper was to present and discuss the

13

development of the of the Electronic Quality of Life instrument (EQOL). Further to explore its content

14

validity.

15
16

Methods: The development of EQOL included six steps: 1) Literature work to establish theoretical and

17

conceptual understanding. 2) Development of interview guides which build on the conceptual

18

understanding. 3) Qualitative interviews of participants with different types and severities of disabilities

19

4) Conceptualization of domains by way of codes, themes and empirical indicators identified in the

20

qualitative data. 5) Operationalization of the identified domains into items and 6) evaluation of content

21

validity of the first version of the EQOL-measure. Thematic analysis was conducted to identify themes

22

in the qualitative interviews. Content validity was examined by cognitive interviews with participants in

23

the target group as well as by continuous feedback from an advisory board.

24

Results: We constructed six domains (function and health, environment (physical and social), social

25

network, wellbeing, occupation, and managing strategies) from the themes derived from the qualitative

26

interviews. These domains were incorporated in a conceptual model and items were generated to

27

measure the content of each domain. Participants expressed satisfaction with the EQOL-instrument but

28

most participants felt that there were too many items.

1

1

Conclusions: In total 191 items were included in the questionnaire. Participants felt that the EQOL-

2

measure were relevant to their quality of life and participation. We have shown that it is possible to

3

assess quality of life and participation in people with various disabilities with one instrument. Although

4

capturing less detail than a condition specific instrument the EQOL-instrument includes aspects

5

perceived important for people with disabilities that are not included in general surveys. This is relevant

6

when for example evaluating environmental adaptations and when comparing populations with various

7

disabilities.

8

Keywords: Questionnaire, operationalization, conceptualization, disability, quality of life, participation,

9

content validity, measurement, instrument

10

Background

11

The concept of quality of life has over the past decades been a focus area within disability research as it

12

provides important additional information about the life of the individual over and above biological and

13

medical information [1][2][3]. Colver suggests that measurement of quality of life provides an essential

14

and meaningful way to evaluate the impact of health care [1] and it has been suggested that quality of

15

life and participation should be considered the key outcomes for people with disabilities [4]. It is widely

16

accepted to view quality of life as a multidimensional construct, which includes physical, mental and

17

social dimensions [5]. Because of this multidimensionality measurement of quality of life demands

18

thoroughly developed and validated instruments.

19

Many previous instruments measuring quality of life are based on what health professionals considered

20

important to quality of life [6], and were developed without asking the target population whether the

21

instrument represented their perception of quality of life [7].

22

Perspectives from the target population obtained through qualitative interviews provide a good basis for

23

a questionnaire [8]. When extracting information from qualitative interviews into themes it is crucial to

24

be precise and explicit about which aspects of the obtained information that are included and which are

25

excluded in each theme [9]. Furthermore it is important, that the items chosen to measure a certain

26

theme reflect these inclusions and exclusions [10]. Currently there is a wide range of measures aiming to

27

measure quality of life. Descriptions of the development of these measures often include evaluation of

28

the validity but lack details regarding the step from empirical data to items [9].

29

For instance in the WHOQOL disability module it is clear that focus groups were conducted in 15

30

centers around the world and that suggestions about which facets and items to add to the existing

31

WHOQOL were translated into English [11]. They further describe that 20 additional items were pilot

32

tested, but the methods used in this item generation process are not described in detail. A paper on the

2

1

development of a participation questionnaire provides a section on item generation, but does not

2

describe exactly how the items were chosen [12]. Another paper reporting the development of a

3

questionnaire for identification of children with chronic conditions describes the development as well as

4

validity and reliability of the measure [13]. The authors describe that items were generated based on

5

existing measures, literature and interviews, and they present an example of the operationalization of

6

domains. Also, this study lacks details about how the information obtained from the interviews were

7

transformed into items.

8
9

Often the content validity of quality of life measures is assessed only by clinical experts [14].

10

Assessment of content validity by experts in the field may provide information on whether the questions

11

measure the construct(s) you intend them to measure [15]. However, interviewing individuals from the

12

target population about their perceptions of an instrument may provide important insight about the

13

degree to which the instrument provides an adequate reflection of the construct [15] and this is an

14

important addition to the expert assessment.

15

Methods

16

The aim of this paper was to present and discuss the development of the Electronic Quality of Life

17

(EQOL) instrument (figure 1) which attempts to measure quality of life and participations across people

18

with diverse mental and physical disabilities. A particular focus was on the conceptualization of

19

information from the qualitative interviews and on the operationalization of domains into items. A

20

further objective was to explore the content validity of the EQOL-measure.

21

The development of EQOL included six steps (Figure 1): 1) Literature work to establish theoretical and

22

conceptual understanding of the development work 2) Development of interview guides which build on

23

the conceptual understanding. 3) Interview guide-based qualitative interviews of participants with

24

different types and severities of disabilities 4) Conceptualization of domains by way of codes, themes

25

and empirical indicators identified in the qualitative data. 5) Operationalization of the identified

26

domains into items and 6) evaluation of content validity of the first version of the EQOL-questionnaire.

27

3

1

Figure 1: Flow chart on the development of the EQOL-measure
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Definition of terms

5

The constructs of quality of life and participation provided the basis for this study. In order to describe

6

the development of an instrument measuring these constructs, we used several terms in the development

7

process. Concepts and sub-concepts referred to quality of life and participation inspired by the literature

8

(Table 1). Themes designated the results of the thematic analysis on the qualitative interviews. Domains

9

were compiled themes incorporated in the conceptual model. Empirical indicators were specific

10

experiences chosen to represent a domain and items were the questions developed to measure the

11

empirical indicators.

12

Step I: Establishment of theoretical and conceptual understanding

13

We took the approach that enhanced quality of life is a realistic and obtainable goal for all persons,

14

including those with disability and chronic illness. We used the WHO definition as the basis for our

15

understanding of quality of life: “Individuals perception of their position in life in the context of the

16

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

17

concerns”[16].

4

1

Our understanding of disability was inspired by the concepts of impairment and disability employed in

2

the International Classification of Functioning, Disability and Health (ICF) [17]. The ICF is based on

3

functioning rather than on diagnoses and provides a standard language for describing functioning and

4

disability. Functioning encompasses body function, activities and participation whereas disability

5

encompasses impairments, activity limitations and participation restrictions. The ICF shifted their focus

6

from handicap to participation in 2001 [17] leading to more research on participation [18]. In this study,

7

we define participation as involvement in a life situation as presented by the ICF [17]. This definition

8

address the way a person functions in society, for example in relation to education, social relations, and

9

leisure activities such as hobbies or sports [4].

10

Step II: Development of interview guides

11

The interview guide included concepts and sub-concepts based on the above described conceptual

12

understanding [16] [17], conceptual models [19][20] and a framework on quality of life [21]. Broad

13

open questions about the perception of the quality of life and participation concepts were listed in the

14

beginning of the interview guide to allow the appearance of themes, which were not included in the

15

interview guide. The concepts of environment, function and health and individual factors were included

16

to explore how these were perceived to affect quality of life and participation. The interview guide

17

included different exercises. For example photographs which prompted the discussions of similarities

18

and differences in the perception of quality of life.

19

We used these exercises in an attempt to accommodate the different needs of the participants and have

20

been described in detail elsewhere [22]. A shorter and slightly moderated version of the interview guide

21

was used for young adolescents (10-12 years) and participants with intellectual disabilities.

22

Step III: Qualitative data collection, recruitment and study population

23

The recruitment of potential participants included four steps. First, we approached participants by a

24

short notice posted to Facebook groups inviting people with disability to participate in a focus group

25

interview. Facebook groups were identified via the search terms: illness and disability and included:

26

Bipolar affective disorder, Danish Heart Foundation, The Danish Rheumatism Association, the

27

Specialist Journal for Social Workers, ‘SVÆRT- an association for children with severe disabilities, the

28

Danish ADHD Association, and the National Association for Autism.

29

Second, we contacted 34 patient/disability organizations by a personalized email to the director and a

30

subsequent telephone call. Following these initiatives, almost all organizations (32) responded

31

positively to our request. Letters including a short version of our invitation to interview participants was

5

1

sent to all organizations except the two, which did not have the opportunity to participate. The invitation

2

letter had a format, appropriate for the organizations to publish on their webpage, Facebook profile or in

3

their membership magazine.

4

Third, in order to recruit more young participants, we contacted a local school in Copenhagen with

5

special classes, two leisure clubs for adolescents with special needs and 14 mainstream schools from the

6

three main regions in Denmark; Jutland, Funen and Zealand. We offered to conduct the interviews at

7

school premises. Finally, two participants were approached directly by email, after having appeared in

8

the media discussing the issue of living with a disability.

9

The recruitment of participants resulted in 103 potential participants with disabilities, who were

10

included in a database with information on age, gender, type of disability and place of residence. Of the

11

potential participants, 51 were not invited because the desired number of participants with that age

12

and/or type of disability had already been attained and 12 declined the invitation for different reasons.

13

Participants with intellectual disabilities were recruited through a contact person at their work place or

14

their leisure time facility.

15

In total 55 people aged 10-40 years were included in the study. They were chosen in order to represent

16

as many disabilities and age groups as possible, aiming at an even distribution by gender. In total, we

17

conducted 15 focus group interviews and 7 individual interviews, involving individuals representing a

18

broad range of disabilities. More than 40 different diagnosis were represented. Some participants had

19

identical diagnoses, and many reported that they had more than one diagnosis. Some participants

20

reported all of their diagnoses, others only reported what they considered to be the most important

21

reason for their disability and most participants with intellectual disabilities did not report any disability.

22

Of the participants 55% were female, 11% were between 10-12 years, 15% were between 13-15 years,

23

20% were between 16-19 years old, 36% were between 20-29 years, and 18% were between 30-40

24

years. A table of the demographic characteristics and the disabilities reported by the participants is

25

presented elsewhere [22].

26
27

The data collection design was focus group interviews [23]. We assumed that a variation of disabilities

28

within each group would stimulate the discussion by making explicit the similarities and differences that

29

might be implicit to individuals with the same or similar diagnoses. Within each focus group,

30

participants had the same gender and were similar in terms of age, but differed in type and severity of

31

their disability. Three parents were included in a separate focus group interview as proxy-informants for

32

people with severe intellectual disabilities, who the parents considered unable to speak for themselves.

6

1

Before each interview the participants were asked to answer a short questionnaire about age, gender,

2

education, occupation and type of disability. All interviews were conducted by two of the authors

3

(XXX, YYY) and a student assistant of whom two were present at each interview. To allow our study

4

design to be as inclusive as possible we conducted seven individual interviews among people unable to

5

attend focus group interviews. For instance we interviewed a young woman with hearing loss assisted

6

by a sign language interpreter, we interviewed a woman with multiple severe mental illnesses in a place

7

she referred to as her ‘safe spot’, and we interviewed a young man without verbal language who

8

communicated by way of his helper by spelling each word through blinking his eyes.

9

Information about the physical surroundings, the social dynamics in the group and the most dominant

10

topics from each interview were documented in field notes during or immediately after each interview.

11

Examples of dominant topics across interviews were: The social system and its impact on quality of life

12

and how the function of social relations was different when living with a disability. All interviews were

13

audiotaped and partly transcribed. A summary of the perspectives, perceptions, agreements and

14

disagreements was made for each question asked and to support the summaries, relevant quotes were

15

fully transcribed.

16

Step IV: Conceptualization

17

The conceptualization of turning the information provided by data from the qualitative interviews into

18

domains to be included in the EQOL instrument was done stepwise. First, codes were identified in the

19

transcripts, and themes were generated from these codes. Later domains were constructed and empirical

20

indicators were selected for each domain. Domains as well as empirical indicators were included in a

21

conceptual model (Figure 3).

22

Codes and themes

23

The first author and two student assistants independently coded each interview. This initial organizing

24

of data was a purely data-driven part of the analysis [24]. A code had to be identified in more than one

25

interview, before it was included as a code. Examples of codes were ‘job and school are important for

26

participation’, ‘understanding from others’, ‘wish to hide disability’ and ‘difficult to initiate a

27

relationship’. The codes from each interview were incorporated in a data matrix (available upon

28

request) and themes each covering one or more codes were generated.

29

Empirical indicators and domains

30

Themes were compiled in domains and a condensed description of each domain was generated to sum

31

up the content. Figure 2 is an example of such a condensed content description of part of the wellbeing

32

domain. To move closer to actual items, empirical indicators or “not-quite-variables” [9] selected for
7

1

each domain. These empirical indicators were chosen as one or a few words representing the essence of

2

the domain (highlighted with bold text in Figure 2).

3

Figure 2: Example of a condensed content description of part of the wellbeing domain

4

Fear of being left by their partner, as a result of him/her being fed up with their chronic condition. To

5

minimize the risk of this scenario, some participants avoid involving their partner too much in aspects

6

concerning the chronic condition.

7

Participants with invisible conditions have experienced how friends have left them or turned against

8

them when telling about their chronic condition. Also potential partners are described “running away”

9

because they didn’t want to waste their time on someone with a chronic condition.

10
11

EQOL-Model

12

We constructed a conceptual model of EQOL by relating each domain and their associated empirical

13

indicators to the conceptual understanding. Each domain was included as part of either the quality of life

14

construct, the participation construct or as a combination of both.

15

Step V: Operationalization of empirical indicators into items

16

Items

17

For each empirical indicator we constructed items aiming at measuring that specific aspect of the

18

domain. For example, the empirical indicator “Fear of being left by partner” was operationalized

19

via the item: Does your disability cause fear of being left by your partner/ potential partner?

20

Wherever possible we used words as close as possible to the words and phrases used by participants

21

in the interviews. We used a few items from existing quality of life and participation questionnaires

22

and the Washington Group Short set of Questions on Disability was included as a measure of

23

functioning [25]. A total of 191 items covering six domains, were included in the EQOL measure.

24

Response measures

25

When possible we used a frequency response measure: ‘Always/almost always’, ‘often’, ‘sometimes’,

26

‘seldom’, ‘never’ or a satisfaction measure: ‘Very satisfied’, ‘satisfied’, ‘neither satisfied nor

27

dissatisfied’, ‘dissatisfied’, ‘very dissatisfied’. When a frequency response or a satisfaction response was

8

1

not meaningful we used the response categories from a Likert scale: ‘Totally agree’, ‘agree’, ‘neither

2

agree nor disagree’, ‘disagree’, ‘totally disagree’.

3

Step VI: Evaluation of content validity

4

The content validity of EQOL was secured by means of the steps described previously: a conceptual

5

understanding based on relevant theory, recruitment of participants representing a broad array of

6

disabilities, conduction of a comprehensive data collection, and a transparent development of items.

7

Further the content validity was explored by cognitive interviews with participants in the target group

8

and continuous evaluation and advocacy by experts in the field through the advisory board.

9
10

Cognitive interviews to explore face validity

11

To explore how the target group understood and answered each question, we piloted the EQOL-measure

12

among nine participants from the target group. To encourage the respondents to comment on the EQOL-

13

instrument, a comment box was added after each question. Seven items uncovering the experience of

14

answering the questionnaire were added at the end of the questionnaire, e.g. how much time they used to

15

answer the questionnaire and how well they liked the questionnaire.

16

After completing the questionnaire, we performed cognitive interviews with each participant about their

17

assessment. Using retrospective thinking (uncovering what they were thinking while answering the

18

question) [8], paraphrasing (how they would have phrased the question) [8], and probes (follow-up

19

questions to uncover the rationale behind the given answers) [8], we investigated whether the

20

participants assessed the items as covering quality of life and participation clearly and unambiguously

21

[26].

22

Advisory board

23

An advisory board followed the project from the beginning to the end, and met three times (Figure 1).

24

They provided feedback on the interview guide, the domains and the items and we did not provide any

25

requirements to the content or layout of their feedback. The board comprised 14 experts and

26

professionals within the areas of questionnaire development and disability: The head of a sheltered

27

workshop, a social worker who had particular experience with persons with disability, the headmaster of

28

a school for students with learning disabilities, an educational advisor for adolescents with special

29

needs, a speech and language therapist, an occupational therapist, the head of a residential

30

accommodation facility, a representative from the National Board of Social Services, the head of a

31

leisure time facility, two researchers from related research areas and representatives from two different

32

patient organizations and local government Denmark. The advisory board was selected to be

9

1

geographically diverse within Denmark and to represent experiences with physical and mental

2

disabilities.

3

Ethics

4

Interview participants were informed orally and in writing about the aim and scope of the study, that

5

their participation was voluntary, and that they could withdraw at any time without consequences. For

6

young participants (under 18 years), informed consent was also obtained from their parent or legal

7

guardian. Participants were further informed that data was treated as confidential information. Since the

8

participants are in a vulnerable situation, we made great efforts to ensure that they felt comfortable

9

during the interview process, that they felt inspired and confident to give voice to their situation and

10

concerns, and that the interview situation did not violate their personal boundaries. The study complies

11

with the ethical guidelines of the Declaration of Helsinki [27] and was approved by the Danish Data

12

Protection Agency. Registration number: 17/3455.

13

Results

14

Results from step I and II: Establishment of conceptual understanding and development of

15

interview guide

16

The conceptual understanding provided a basis for the development of the interview guide in which five

17

broad concepts and 18 sub-concepts were uncovered as illustrated in table 1. These steps provided a

18

foundation for developing the EQOL-measure based on existing literature.

19

10

1

Table 1: Concepts, sub concepts, and questions included in the interview guide
Step I

Step II

Concept

Sub concepts

Relevant references

Question

Quality of life

Perception of the quality of
life construct

Psychological/spiritual
domain [28]
WHO definition [16]

Can you tell me how you perceive the term
quality of life?

High and poor quality of
life

Please collaborate on sorting these photos
in two piles. One representing a good
quality of life, the other representing a poor
quality of life. Provide each pile with three
headlines.
If not already answered through the
exercise: What makes your quality of life
good? What makes your quality of life
poor?

Participation

Perception of
environment

Perception of the
participation construct
Prioritizing participation
(What do you prefer)
People around you

Inclusion or differentiation

ICF [17]
ICF, Activity and
participation [17]
Health and Functioning
[28]
ICF, Environmental factors
[17]
Family domain, health and
functioning domain, social
and Economic domain [28]
Environment [20]
Interpersonal relations,
social inclusion, rights [21]

Can you tell me about how you perceive
participation?
What types of participation are important to
you?
How do your family and friend affect your
quality of life and participation?
How does the contact to the health system
affect your quality of life and participation?

Tell me about the differences in being with
others who also has a disability and being
with others who have not got a disability.
If you experience discrimination related to
your disability; how do you experience it?
What impact has the physical environment
on your quality of life and participation?

Physical surroundings

Can you tell me about whether it is
possible to you to participate in what you
would like to participate in?
In what way does education/job impact on
your quality of life and participation?

11

How is your perception of Denmark as a
country of residence when living with a
disability?
Perception of
body & health

Physical

Mental

Health and Functioning
[28]
Biological functioning,
symptoms, functional
status, general health
perceptions [20]
Physical wellbeing [21]

Which impact has your physical capacity on
your quality of life and participation?
Which impact has your mental capacity on
your quality of life and participation?
What does medications and treatment mean
to your quality of life and participation?

Treatment
How does pain affect your quality of life
and participation?
Pain

Perception of
personal factors

Future

Coping

Desired perception

Psychological/spiritual
domain, health and
functioning domain [28]
Characteristics of the
individual [20]
Emotional wellbeing,
material wellbeing,
personal development, selfdetermination [21]

Please tell me about your dreams for the
future (hope, fear, job situation, family)
How do you handle your disabilities? What
do you do when you face resistance?
How would you prefer others to perceive
you in relation to your disability?
How does it affect your self-worth when
you are dependent/ independent of others?

Dependence
What does economic independence mean to
you?
Economy

Please share your thoughts about alcohol
and drugs in relation to disability

Alcohol and drugs

Can you tell me about sexuality and
disability?

Sexuality

1
2

Results from step III and IV: Qualitative data collection and the conceptualization process

3

A data matrix was constructed as the first step in the conceptualization of the qualitative data. Similar

4

codes from each interview were placed in the same cell creating a starting point for the generation of

5

themes. As an example of this matrix Table 2 shows how the environment theme was articulated and

6

discussed in the first four focus group interviews. Rows represent the related codes.

12

1

Tabel 2: The environment theme as articulated in the first four interviews. Each row represents a sub-theme.

Interview 1

Interview 2

Interview 3

Interview 4
Accessibility

How much I choose to

Judgemental

share about my illness

The possibility of hiding

Being pigeonholed

your illness
Lack of understanding
Misjudged considerations

The importance of age

by teachers -feel exposed
Prejudice

Avoid telling it-if
possible
Mistrust

Interchanging social

Irrelevant offers

Mistrust

A wall of bureaucracy

Lack of time/money-

workers
Disrespecting that they
interfere

cutbacks

They believe you to be ill
just for fun

Exhausting to apply for
aids

Unprepared social
workers

Inflexible

Being reminded about the You expose yourself, but

Being nothing but a

illness

number

there is a lack of
understanding

A wish for a solution-

Lacking information

orientated approach

about rights

Often only medical

Medications as the only

solutions are offered. The suggestion

Lack of confidence in

Lack of stable and

your general practitioner

continuous
contact to doctors.

rest you need to look for
yourself.

Lack of information
regarding prevention

Medication is good -if it

Announcing that you

helps and bad if it brings

have to learn how to live

Medication is good and

adverse reactions

with it.

bad
Side effects as limitations
e.g. in relation to alcohol.

13

Difficult to obtain

The professional patient

continuous controls after

(responsibility for your

turning 18 years.

own treatment)

Wish for alternatives to
medication
Avoiding the illness by

Relief to be with others

Relief not having to

being with others having

who are ill

explain

the illness
Misunderstood sympathy
Feeling understood and
accepted among others

Periodic needs

who are ill
Too much illness when
being with others who are
ill
1
2

The structure of codes in the data matrix guided the generation of themes by looking at similarities and

3

differences between the codes. The final matrix structure was subsequently examined to get an idea of

4

the perceived importance of each code and theme. We found that some codes were crucial to a small

5

group of participants. Thus, a frequent appearance of a code did not necessarily mean that we

6

considered it to be more important than less frequently appearing codes [24]. A draft list of themes from

7

the matrix was generated: ‘Intrapersonal characteristics’, ‘environment (physical and social)’, ‘social

8

relations’, ‘occupation’, ‘leisure time’, ‘physical and mental limitations’, ‘autonomy’, ‘future’, ‘hopes

9

and dreams’, and ‘background information’. Following discussions with the advisory board, domains

10

were constructed from the themes: The theme of intrapersonal characteristics became a domain of

11

managing strategies. The theme of social relations was split into two domains: social network and

12

formal relations, which were included in the environment domain representing the social environment.

13

An occupation domain was expanded to include leisure time. Codes within the theme of physical and

14

mental limitations were split between domains of managing strategies, environment and a new domain

15

called function and health and background information. Future, hopes and dreams were included in a

16

new domain of wellbeing.

14

1

Conceptual model

2

The six domains: function and health, environment (physical and social), social network, wellbeing,

3

occupation, and managing strategies were incorporated in a conceptual model (Figure 3) containing the

4

domains and empirical indicators which participants across age and diagnoses perceived as important to

5

their quality of life and participation. The vertical blue dimension illustrates quality of life and the

6

horizontal green dimension illustrates participation. The intersection between the two dimensions

7

indicates a conceptual overlap between the content of the domains.

8

15
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Figure 3: Conceptual model with incorporated domains and empirical indicators

2

16

1

Results from step V: Operationalization

2

We constructed items to measure the empirical indicators of each domain in the conceptual model.

3

When necessary more items were constructed for each empirical indicator. Age, gender, and ethnicity

4

was measured by 7 items.

5

In total 40 items from the function and health domain retrieved information on health and functional

6

status, but also on perception of health and functional status. The 21 items from the environment

7

(physical and social) domain were observational items as well as perceptions of the environment. The

8

social network domain consisted of 35 items. This domain was located in the overlap of the quality of

9

life- and participation dimensions and therefore, items were observable, participation-related (what you

10

do with your social network) and wellbeing-related (how you feel about your social network).

11

The 41 items in the wellbeing domain were purely subjective and related to how you feel and the 20

12

items on managing strategies were related to how you deal with your disability.

13

In the occupation domain 27 items measured things you do and the feelings connected to the things you

14

do.

15

We separated the items in a generic section with 116 items and a chronic-generic section with 75 items.

16

The items in the generic section could be answered by everyone able to self-report and did not include

17

items concerning disability. Items in the chronic-generic section referred to aspects of disability

18

identified in the qualitative interviews as important to quality of life for some or all individuals with

19

disabilities.

20

Results from step VI: Evaluation of content validity

21

Face validity

22

Nine participants from the target group were asked to answer the draft questionnaire and share their

23

assessments of the EQOL-measure with us. Overall the participants had a positive attitude towards the

24

questionnaire and found the constructs of quality of life and participation to be clearly and

25

unambiguously covered. One participant expressed that this was the first time she felt accommodated in

26

a questionnaire. Another respondent was satisfied with the fact that it was possible for him to provide

27

answers to questions that were usually never asked, and which he found to be important to his quality of

28

life. As examples were questions about feeling different from others and about worries about his

29

disability might affect his ability to get a job. On the negative side most participants felt that there were

17

1

too many questions and that some questions were irrelevant to them, for example questions about

2

accessibility for participants who did not feel that their access was limited.

3

Some respondents expressed confusion about the term ‘family’ because there were large deviations in

4

their preferred answers when relating to close and extended family respectively. As an example a

5

respondent explained how she felt valued and understood by her partner and her children, but felt

6

misunderstood by her parents. A child and two participants with moderate intellectual disabilities

7

answered a reduced number of questions excluding the most complex questions. They found some of

8

the questions challenging and others too difficult to answer while the less abstract questions worked

9

well. Participants did not agree on which type of response categories they preferred, but generally, the

10

response categories were perceived to be satisfactory.

11

In accordance with the feedback from the respondents we adjusted the layout (e.g. added more space

12

between the response options) and added a few items on new subjects. For example we added a question

13

about feeling left out because you were only partly able to participate (e.g. not being able to eat the same

14

as others because of allergy or having to sit somewhere else due to use of a wheelchair).

15

Expert evaluation

16

The draft questionnaire and the conceptual model were sent to the advisory board to get their assessment

17

of the coverage of constructs. Seven board members provided their feedback and pointed out some

18

potential problems with the measure of functional status.

19

The advisory board commented that people with the same functional status could provide different

20

answers according to their access to aids and help since the questions were formulated: “Do you have

21

any difficulty..”. Therefore this assessment of functioning could be a subjective measure rather than an

22

objective measure. Nevertheless we could not identify a better measure of functioning and therefore

23

decided to keep the measure of functional status in the EQOL.

24

Following the feedback from the advisory board, text was added to the questionnaire to indicate the

25

transition from one domain to another. How often you were together with others were changed to how

26

often are you in contact with others to allow for contact through the Internet or telephone. We had used

27

the word diagnosis to refer to disabilities, functional limitations and illnesses. This was changed to

28

functional limitations by request from the advisory board.

18

1

Discussion

2

This study summarizes the development of the EQOL-instrument measuring quality of life and

3

participation across adolescents and young adults with diverse mental and physical disabilities. The

4

development of EQOL included six steps: 1) Establishment of a theoretical and conceptual

5

understanding. 2) Development of interview guides. 3) Qualitative data collection through focus groups

6

interviews and individual interviews. 4) Conceptualization of domains. 5) Operationalization into items,

7

and 6) Assessment of content validity. It was a priority to document and report each step in detail to

8

make the development process as transparent as possible.

9

The social model of disability suggest how environments can eliminate disability by compensating for

10

impairments [29] and there is no reason to think that the core of subjective and self-reported quality of

11

life per se should be different for people living with impairments. The disability paradox further

12

explains how people with objectively undesirable lives can report good or excellent quality of life [30].

13

However, if you wish to intervene to improve the core quality of life and participation among

14

individuals with disabilities, you also need to measure aspects perceived to impact on quality of life or

15

participation. Therefore EQOL also addresses potential psychosocial predictors of quality of life and

16

participation which the participants in the qualitative interviews addressed as important to their quality

17

of life. These predictors included for example social support, disease complications, functional

18

limitations, and treatment procedures. We made several efforts to recruit more children and men to the

19

focus group interviews. But despite of this, we ended up with fewer children than we planned. This may

20

have consequences for the evaluation of the validity of the instrument in the younger age groups.

21

Already in 1989 Stein and colleagues introduced a non-categorical framework in a study of 209 children

22

from 0-11 years. They found that diagnosis were only related to the traditional medical variables and

23

suggest that when moving from the biomedical view toward a more psychosocial view, diagnoses do not

24

provide sufficient information on the status of the child [31]. A similar broad approach has been used in

25

the development of the DISABKIDS-questionnaire [32] that is developed specifically to meet the needs

26

of children living with different chronic diseases or disabilities. In this study we implemented such a

27

non-categorical approach in two ways: 1) By including participants with diverse types and severity of

28

disability: 2) By asking participants with multiple disabilities to reflect on their overall impact of their

29

diagnosis on their quality of life. Further, we included individuals with mild/moderate intellectual

30

disabilities and individuals without verbal language in our study, individuals who tend to be excluded

31

from interview studies [33].

19

1

The thorough identification of themes meaningful to persons with diverse physical and mental

2

disabilities enables the EQOL-instrument to measure quality of life across disabilities. Our non-

3

categorical approach makes it possible to measure the potential impact of having multiple disabilities on

4

quality of life and participation. When addressing each disability separately a combined effect of living

5

with multiple disabilities may be underestimated. However, our approach is also potential weakness

6

when participants would have preferred to provide different answers depending on which of their

7

multiple disabilities was addressed [34].

8

During focus group interviews and cognitive interviews we discussed which word(s) to use when

9

referring to disability. We became aware that participants preferred to use different words to describe

10

their disabilities and illnesses. As an example, participants with minor disabilities such as allergies

11

found that functional limitations didn’t apply well to their situation. Participants with physical

12

conditions found this term to be more applicable than participants with mental conditions. In the EQOL-

13

instrument we used the collective term functional limitations in all items referring to the participants’

14

disability.

15

In total, nine participants pilot tested the draft questionnaire. Among these was only one child. To

16

improve the content validity of the children version of the instrument, more tests on children are needed.

17

Two individuals with moderate intellectual disabilities participated in the pilot test, but needed so much

18

guidance and explanation on the items, that we assess that they would not have been able to answer the

19

items without extensive help. This calls for the development of a version of the questionnaire with fewer

20

response options and/or symbols supporting the response options.

21

Implications for practice and future research

22

The EQOL-instrument provides a new instrument for measuring quality of life and participation across

23

disabilities. It is our hope that the EQOL-instrument can prompt interventions targeted at specific

24

factors that can improve quality of life and participation in the target group. We suggest that the EQOL-

25

instrument can be used in settings where individuals with various types of disabilities are represented.

26

This could for example be sheltered accommodations or sheltered workshops.

27

We recommend others to standardize the feedback from the content validity interviews. For instance,

28

each item could have been evaluated on a scale from ‘Highly relevant’ to ‘Not relevant at all’ and ‘Easy

29

to understand’ to ‘Difficult to understand’. Further we recommend a stronger focus on children by

30

including more children in future studies.

20

1

It is an important assignment to develop algorithms for calculation of domin specific EQOL indices. It

2

is our hope to be able to develop a short version of the instrument, making it possible for individuals

3

with moderate intellectual disability to answer the questions independently, and a proxy-version for

4

carers of those with severe intellectual disability.

5

Conclusion

6

We developed the EQOL measure based on qualitative interviews with participants with diverse

7

disabilities. Six domains were constructed from the themes derived from the qualitative interviews

8

(function and health, environment (physical and social), social network, wellbeing, occupation, and

9

managing strategies). In total 191 items were included in the EQOL-measure and divided in a generic

10

section (116 items) and a chronic-generic section (75 items).

11

We have shown, that it is possible with one instrument to assess quality of life and participation in

12

people with various diagnoses and functional limitations with a chronic generic instrument. Although

13

capturing less detail than a condition specific instrument the EQOL-instrument includes aspects

14

perceived important for people with disabilities that are not included in general surveys. This is highly

15

relevant when for example evaluating environmental adaptations or services and when comparing

16

populations with various disabilities.

17

Declarations

18

Ethics approval and consent to participate

19•

The project was reported to the regional scientific ethical committee (Capital region) and the need for

20

approval was waived. However, the study complies with the ethical guidelines of the Declaration of

21

Helsinki and was approved by the Danish Data Protection Agency. Registration number: 17/3455.

22•

Interview participants were informed orally and in writing about the aim and scope of the study, that

23

their participation was voluntary, and that they could withdraw at any time without consequences. For

24

young participants (under 18 years), informed consent was also obtained from their parent or legal

25

guardian. Participants were further informed that data was treated as confidential information.

26
27

Consent for publication
Not applicable

21

1
2•
3
4
5

Availability of data and material
Data-matrix is available on request.
Competing interests
The authors declare that they have no conflict of interests.
Funding

6

This study was funded by the Danish Ministry of Social Affairs and University of Southern Denmark.

7

Funding body had no role in the design of the study, data collection, analysis, interpretation of data or in

8

writing the manuscript.

9

Authors' contributions

10

LNJ, SIM, BHO and PDU conceived of and designed the study. LNJ and SIM conducted the interviews.

11

LNJ, SIM, TTT and PDU conducted the qualitative analysis. LNJ wrote the first draft of the manuscript.

12

All authors contributed to writing the paper and approved the final version.

13

Acknowledgement

14

We sincerely thank all participants who took the time to participate in the focus group interviews and

15

individual interviews. Further, we acknowledge the work done by our student assistants, Marie Kofod

16

Svensson and Isabella Christensen at the Danish National Institute of Public Health.

17

22

1

References

2

1. Burckhardt CS, Anderson KL. The Quality of Life Scale (QOLS): reliability, validity, and utilization.

3

Health Qual. Life Outcomes. 2003;1:60.

4

2. Gurková E. Issues in the definitions of HRQoL. J. Nursing, Soc. Stud. Public Heal. Rehabil.

5

2011;34:190–7.

6

3. Verdugo MA, Schalock RL, Keith KD, Stancliffe RJ. Quality of life and its measurement: important

7

principles and guidelines. J. Intellect. Disabil. Res. 2005;49:707–17.

8

4. Colver A. Quality of life and participation. Dev. Med. Child Neurol. 2009;51:656–9.

9

5. Whoqol Group. The World Health Organization Quality of Life assessment (WHOQOL): position

10

paper from the World Health Organization. Soc. Sci. Med. 1995;41:1403–9.

11

6. Carr AJ, Higginson IJ. Are quality of life measures patient centred? BMJ. BMJ Publishing Group;

12

2001;322:1357–60.

13

7. Carr AJ, Higginson IJ. Are quality of life measures patient centred? BMJ. BMJ Publishing Group;

14

2001;322:1357–60.

15

8. Groves RM. Survey methodology. Wiley Ser. Surv. Methodol. 2009.

16

9. Hox JJ. Hox, J 1997.pdf. In: Lyberg LE, Biemer PP, Collins M, Leeuw E de, Dippo C, Schwarz N, et

17

al., editors. Surv. Meas. Process Qual. New York: John Wiley & Sons, Inc.; 1997. p. 47–69.

18

10. Hinkin TR. A Brief Tutorial on the Development of Measures for Use in Survey Questionnaires.

19

Organ. Res. Methods. 1998;1:104–21.

20

11. Power MJ, Green AM. Development of the WHOQOL disabilities module. Qual. Life Res.

21

2010;19:571–84.

22

12. Tuffrey C, Bateman BJ, Colver AC. The Questionnaire of Young People’s Participation (QYPP): a

23

new measure of participation frequency for disabled young people. Child. Care. Health Dev.

24

2013;39:500–11.

25

13. Stein REK, Westbrook LE, Bauman LJ. The Questionnaire for Identifying Children with Chronic

26

Conditions: A Measure Based on a Noncategorical Approach. Pediatrics. 1997;99.

27

14. Doward L, Research G, Doward LC, Meads DM, Thorsen H. Requirements for Quality of Life

23

1

Instruments in Clinical Research. Value Heal. 2004;7:S13–6.

2

15. Mokkink Caroline B Terwee Donald L Patrick Jordi Alonso Paul W Stratford Dirk L Knol Lex M

3

Bouter LB. COSMIN checklist manual. 2012;

4

16. Kuyken W, The WHOQOL Group. The World Health Organization quality of life assessment

5

(WHOQOL): Position paper from the World Health Organization. Soc. Sci. Med. 1995;41:1403–9.

6

17. World Health Organization. The International Classification of Functioning, Disability and Health.

7

ICF- Int. Classif. Funct. Disabil. Heal. Geneva. Switzerland; 2001.

8

18. Hammel J, Magasi S, Heinemann A, Whiteneck G, Bogner J, Rodriguez E. What does participation

9

mean? An insider perspective from people with disabilities. Disabil. Rehabil. 2008;30:1445–60.

10

19. Felce D, Perry J. Quality of Life: Its Definition and Measurement. Pergamon Res. Dev. Disabil.

11

Elsevier Science Ltd Campbell Heal; 1995;16:51–74.

12

20. Ferrans CE, Zerwic JJ, Wilbur JE, Larson JL. Conceptual model of health-related quality of life. J.

13

Nurs. Scholarsh. 2005;37:336–42.

14

21. Schalock RL. The concept of quality of life: what we know and do not kno...: EBSCOhost. J.

15

Intellect. Disabil. Res. 2004;203–16.

16

22. Jespersen LN, Michelsen S, Tjørnhøj-Thomsen T, Svensson MK, Holstein BE, Due P. Living with a

17

Disability: A Qualitative Study of Associations between Social Relations, Social Participation and

18

Quality of Life. 2017;

19

23. Halkier B. Fokusgrupper. 2nd ed. Frederiksberg C: Samfundslitteratur; 2008.

20

24. Braun V, Clarke V. Using thematic analysis in psychology. Qual. Res. Psychol. 2006;3:77–101.

21

25. Madans JH, Loeb ME, Altman BM, Mbogoni M, Banda J, Me A, et al. Measuring disability and

22

monitoring the UN Convention on the Rights of Persons with Disabilities: the work of the Washington

23

Group on Disability Statistics. BMC Public Health. BioMed Central; 2011;11:S4.

24

26. Fayers P, Machin D. Quality of life: Assessment, analysis, and interpretation. West Sussex,

25

England: John Wiley & Sons Ltd; 2000.

26

27. World Medical Association. World Medical Association Declaration of Helsinki. Ethical principles

27

for medical research involving human subjects. Bull. World Health Organ. 2001;79:373.

24

1

28. Ferrans C. Development of a conceptual model of quality of life. Res. Theory Nurs. Pract.

2

1996;10:293–304.

3

29. Oliver M. The social model of disability: thirty years on. Disabil. Soc. Routledge; 2013;28:1024–6.

4

30. Albrecht GL, Devlieger PJ. The Disability Paradox: Highly Qualified of Life against All Odds. Soc.

5

Sci. Med. 1999;48:977–88.

6

31. Stein REK, Jessop DJ. What diagnosis does not tell: The case for a noncategorical approach to

7

chronic illness in childhood. Soc. Sci. Med. 1989;29:769–78.

8

32. Bullinger M, Schmidt S, Petersen C. Assessing quality of life of children with chronic health

9

conditions and disabilities: a European approach. Int. J. 2002;

10

33. Cambridge P, Forrester-Jones R. Using individualised communication for interviewing people with

11

intellectual disability: a case study of user-centred research. J. Intellect. Dev. Disabil. 2003;28:5–23.

12

34. Ware JE, Gandek B, Guyer R, Deng N. Standardizing disease-specific quality of life measures

13

across multiple chronic conditions: development and initial evaluation of the QOL Disease Impact Scale

14

(QDIS®). Health Qual. Life Outcomes. 2016;14:84.

15

25

Paper III

From EQOL-questionnaire to practical application: A quality of life profile
Jespersen LN1, Andersen A1, Due, P1, Ersbøll AK1, Damsgaard MT1, Michelsen SI1
1

National Institute of Public Health, University of Southern Denmark

Manuscript for submission to Scandinavian Journal of Public Health

ABSTRACT
BACKGROUND: It has been suggested that classical outcomes such as survival, complications and
clinical health status and biochemical indices only represents half of the faith of a patient. To be able to
improve quality of life and participation in a cross-disability-population there is a need for a validated
measure providing details of which aspects interventions should target. Existing questionnaires are
either too specific or too generic in their assessment of aspects of perceived importance to populations
with diverse disabilities. The EQOL-questionnaire was developed to measure quality of life and
participation in a population with diverse disabilities. Content validity was initially secured by feedback
from experts and persons with disabilities and face validity found good by cognitive interviews of
persons with disabilities. This study aims to further test the content validity of the EQOL-questionnaire
and to construct a non-categorical quality of life profile.
METHODS: We conducted a field test on 318 individuals with self reported disabilities. Comments on
items and on the questionnaire in general were read and sorted. A profile with six domains were
generated and its model fit was tested by confirmatory factor analysis.
RESULTS: The EQOL-questionnaire was found to have a satisfying content validity. The confirmatory
factor analysis estimated a satisfying model fit by the RMSEA (0,06), whereas CFI and GFI indicated
poorer model fit. Graphical plots were constructed with three color categories for simple interpretation.
CONCLUSION: Respondents from the field test found the EQOL-questionnaire to address important
aspects of quality of life and participation Although the RMSEA showed a satisfying fit of the model,
further research is needed to improve the model fit. By identifying the empirical indicators appearing to
be problematic, the EQOL-profile can be used to target interventions to improve quality of life in
populations with diverse disabilities
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BACKGROUND
Potential consequences of living with a disability e.g. distressing treatment, impact on daily life, and
social stigmatization cannot be assessed through traditional clinical measures such as medical and
biological measures, but must be measured from the perspective of the individual [1,2]. It has been
suggested that classical outcomes such as survival, complications and clinical health status and
biochemical indices only represents half of the faith of a patient [3]. The other half comprise quality of
life, expectations, coping, negative affect and social stigma [3]. Right to participation and involvement
in society as written in The Convention on the Rights of Persons with Disabilities, WHO (2008)
underline that participation is an important supplement to measuring quality of life.
There is consensus in the literature, that quality of life is a multidimensional concept and that at least a
physical, a psychological, and a social domain should be included in the assessment. [4,5]. However,
there is no consensus on the definition of the concept as the definition often depend on the context and
research objectives [6].The WHO suggest the definition: “Individuals’ 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” [7]. Participation is defined in the International Classification of
Functioning, Disability and Health as “Involvement in a life situation”[8]. The definition can be
understood as the way a person functions in society, for example in relation to education, social
relations, and leisure activities such as hobbies or sports [9].
Existing questionnaires are either too specific in their assessment and do not allow for comparison of
different target groups [10] or too generic with the risk of omitting aspects of perceived importance to
individual with disabilities [11]. To be able to improve quality of life and participation in a crossdisability-population there is a need for a non-categorical, validated measure providing details of which
aspects interventions should target. Field-testing can be used as a step in the validation [12].
To make quality of life measures produce useful, practical knowledge, users should be competent and
willing to apply the concept in practice [1]. Furthermore, the instruments must be easy to understand
and interpret by e.g. clinicians and policy planners [1,13]. An individual measure of quality of life
presented by a graphically profile, has been found to be a comprehensible diagnostic tool [1]. This
approach may also be useful for implementation of quality of life measures on population levels in e.g.
municipalities, sheltered work places, sheltered residences and special schools. Typically, quality of life
profiles focus on either physical conditions [14] or mental conditions [15] and to our knowledge, no
empirically based profiles covering aspects of perceived importance to individuals across the entire
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range of disabilities have been developed. The EQOL (Electronic Quality Of Life) questionnaire was
developed to measure quality of life and participation in populations with diverse disabilities.
This paper aims:
1. To further test content validity through field testing of the EQOL-questionnaire
2. To construct a non-categorical quality of life profile, measuring quality of life and participation
MATERIALS AND METHODS
The EQOL questionnaire was used as basis for the EQOL-profile. The questionnaire development was
based on interviews with 55 individuals between 10 and 40 years with a wide range of disabilities, and
on thorough conceptualization and operationalization. The questionnaire consists of items within the
following six domains managing strategies, environment (physical and social), social network,
occupation, wellbeing (emotional, psychological, and material) and function and health. To reduce the
burden of irrelevant questions, the questionnaire was tailored based on previous answers about e.g. age
and occupation. Face validity was assessed through cognitive interviews with the target population. An
expert group with professionals and researchers guided the development of included domains and items.
Consequently, persons with disabilities as well as experts in the field ensured high content validity
during the development of the EQOL questionnaire.
Field-test, target population and recruitment
To further test the content validity of the EQOL-questionnaire, we conducted a field test. An item
related to the perception of the questionnaire and an item on time consumption were included in the
field test.
Over a period of four months (January-April 2017) we conducted a non-random opportunistic data
collection [16] in a population with self-reported disabilities. The target population was individuals
between 10-40 years with self-reported disabilities (functional limitations or chronic illness).
The recruitment was conducted as snow-balling which mean that the sample was identified as the survey
progressed and that respondents could invite others to participate [17]. The measure was made available
online through SurveyXact and a generic link was used to gain access to a form where respondents were
asked to provide their email to receive a personal link.
The distribution of the generic link was carried out along four different paths. 1) The link and a short
description of the purpose of the field test was sent to approximately 4000 recipients of the weekly
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newsletter of the Danish National Institute of Public Health. 2) Members of the advisory board involved
with the EQOL project were asked to share the link within their professional networks. 3) 34 patient
organizations were invited to share the link with their members, and 4) a personal invitation was sent to
more than 100 participants recruited for the qualitative interviews. Participants were asked to share the
invitation and the link in their network.
Content validity
Content validity of the EQOL-questionnaire was, based on the field test, assessed in two ways. First, it
was addressed quantitatively through the item: “What is your opinion about the questionnaire?”.
Response options were ‘Very good’, ‘good’, ‘neither good or bad’, ‘bad’, ‘very bad’. Second, comments
from the questionnaire were qualitatively sorted and comments on issues appearing more than once
were reported.
Generating quality of life profiles
Each domain in EQOL-questionnaire consisted of variables constructed to measure a range of empirical
indicators, indicating the domain content. We constructed one combined variable for the empirical
indicators which were measured through more than one item. All empirical indicators were then
trichotomized following conceptual discussions on their cut points. Items that were missing due to
tailoring based on previous answers were discussed and included in the most suitable category. E.g.
Respondent without a job, were not asked about feeling as a burden to their work place. This group was
coded as ‘never feeling as a burden to work place’.
To provide a comprehensive illustration of the distributions of the empirical indicators within the
domains, we constructed a graphical chart. Colors were used to make the interpretation as intuitive and
meaningful as possible. For the measured population, red, yellow and green areas represented
problematic, vulnerable and satisfying ratings of each empirical indicator respectively.
Scale validation of latent variables
Construct validity was evaluated by confirmatory factor analysis (CFA). The adequacy of fit was
evaluated using a chi-square test (𝜒𝜒 2 ), root mean square error of approximation (RMSEA), the

comparative fit index (CFI) and goodness of fit index (GFI) [18]
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Ethics
Before providing their personal email address, respondents were informed about the purpose of the
survey, the target group (persons with functional limitations 10-40-years-old) and that their answers
would be treated confidentially. This study complies with the ethical guidelines of the Declaration of
Helsinki and was approved by the Danish Data Protection Agency. Registration number: 17/3455.
According to Danish National Ethical Committees this study did not need ethical approval.
RESULTS
Sample characteristics
In total, 423 participants between 6 and 87 years participated in the field-test of the EQOLquestionnaire. More than 50% of the respondents were older than our age limit of 40 years. The authors
discussed this issue and decided to expand the age group to 64 years since it would be problematic to
the sample size to omit half of the respondents. The reason for choosing 64 years was that 65 years is
the retirement age in Denmark. There were very few respondents between 10-16 years. Because of
potential differences in perceptions of items we found it conceptually problematic to compare their
responses to responses from adults. We therefore decided to exclude children from this analysis.
Hence, the following respondents were excluded from the field-test population:
1) Respondents answering the EQOL-questionnaire only out of professional interest in the
questions (the first question was a screening question).
2) Parents answering on behalf of their children with disabilities.
3) Participants below the age of 16 years.
4) Participants above the age of 64 years.
Thus, 318 respondents between 16-64 constituted the population of analysis. Their characteristics are
shown in table 1. The mean age was 40 years and 72 % of the population were female. All but nine
participants were born in Denmark.
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Table 1: Characteristics of the Field-test population

Gender
Female
Male
Don’t fit ‘female or male’
Missing
Age
16-19 years old
20-40 years old
41-64 years old
Type of disability (more than one answer possible)
Vision
Hearing
Remembering/concentrating
Mobility
Self care
Communication
Multiple disabilities
0
1
2
3
4
5
6
Missing
Living condition
Living alone
Living with partner
Living with partner and children
Living with children but no partner
Living with parents
Living with friends/flat mates
Civil status
In a relationship
Not in a relationship
Missing
Occupation (more than one answer possible)
In school/student
Work
Subsidized job
Sheltered job
Internship/work ability testing
Volunteer work
Unemployed
Absent due to illness/disability
Disability pension

N

%

228
84
4
2

72,0
26,6
1,3

17
122
179

5,35
38,4
56,3

78
33
192
144
87
60

28,4
13,8
67,6
50,4
31,0
21,1

40
65
80
56
40
7
1
29

13,8
22,5
27,7
19,4
13,8
2,4
0,4

79
101
66
34
15
6

26,3
33,6
21,3
11,3
5,0
2

197
118
3

62,5
37,5

54
110
45
8
16
42
21
13
60

17,0
34,6
14,1
2,5
5
13,2
6,6
4,1
18,9
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After the first day of data collection, the 77 submitted responses were examined to check for errors and
insufficiencies that were simple to correct. For example, we found that some response options were
insufficient. ‘Subsidized job’ were several times placed in the ‘other’ category. After discussing this
with a social worker within the field of disability and occupation we added ‘subsidized job’ as a separate
response option.
Many respondents expressed a need of elaborating on their answers and to accommodate this, we added
commentary fields below each item. Several respondents commented on the length of the questionnaire
and as a confirmation of this perception, 17% answered that they used more than the 30 minutes that
was estimated for completion.
Content validity
Almost 80% of the respondents found the EQOL-questionnaire to be either good or very good. 10 %
found it to be bad or very bad (see table 2).
Table 2: Field-test-respondents’ acceptability of the EQOL questionnaire

Very good
Good
Neither good or bad’
Bad
Very bad
Missing

Frequency
Percent
57
20,0
163
57,4
54
19,0
9
3,2
1
0,4
34

Comments on items and general comments on the EQOL-questionnaire were read, sorted into
categories and categories appearing more than once were counted and shown in table 3.
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Table 3: Field-test comments on the EQOL-questionnaire

Comments category
Too long
Miss the possibility of elaboration on the answers.
Found it problematic to report one answer for multiple functional
Too little focus on economy
Irrelevant with question about parents when you are an adult
Miss questions about the development of limitations with time
It seems to be too focused on contact to parents.
Miss questions about what initiatives you have done to make the
Suggestions to enhance the positive. ’What have been positive’
Need to differentiate between ‘the family you live with’ and ’others’
Nice with a broad questionnaire
Relevant
Questions were easy to understand
Interesting questionnaire

Frequency
17
14
7
4
3
2
3
2
2
3
2
4
2
3

Participants found that two items were difficult to understand: 1) How satisfied are you with the quality
of the information you get about your functional limitation. 2) Do you feel that your treatment/control
(e.g. physiotherapy or blood sugar control) disturb your daily life?
Graphical charts
The graphical charts illustrate the distribution of empirical indicators on satisfying (green), area of
concern (yellow) and problematic (red) scores.
Figure 1: Graphical profile of Managing strategies
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Figure 2: Graphical profile of Environment
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Figure 3: Graphical profile of Social Network
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Figure 4: Graphical profile of Occupation
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Figure 5: Graphical profile of Function and Health
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Figure 6: Graphical profile of Wellbeing
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Confirmatory factor analysis
The measurement model for the confirmatory factor analysis is presented in figure 7. The coefficient
associated with the two-headed arrow is the correlation between the latent factors. The coefficient
associated with arrows leading from the latent factors to the item products show the factor loadings for
each item product. The coeffients to the right of the empirical indicator products are the percent of the
variance for the empirical indicator that could be explained by the latent factor.

10

0.57

Wellbeing0.27

0.33

0.59

Sad

0.35

0.60

Value

0.36

0.73

Burden

0.54

0.60

Selfwor

0.36

0.66

Fear

0.44

0.22

Stress

0.05

0.63

Lonely

0.40

0.41

Bored

0.17

0.35

Indeped

0.12

0.53

Future

0.28

0.44

Enough

0.19

0.38

Finance

0.15

0.14

Contribu

0.02

0.29

Flex

0.08

0.49

Trouble

0.24

0.55

Meaning

0.30

0.21

Participa

0.05

0.69

Leisure

0.48

0.75

Miss out

0.56

0.52

Self

0.27

0.35

Situatio

0.12

0.47

Prof

0.22

0.65

Convinc

0.43

0.08

Humour

0.01

0.27

Tell

0.07

0.33

Lies

0.11

0.11

Avoid

0.01

0.54

decline

0.29

0.52

Support

0.27

0.87

0.83

Occupation

Mood

0.93

Figure 7: Fitting of the CMA on the EQOLprofiles
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Measures of construct validity were moderate to high, indicating a good validity (Figure 7). The
RMSEA was estimated at 0.06 and is between good (0.05) and adequate (0.08). The CFI was estimated
at 0.71 and did not reach the standard (0.95)[18] nor did the GFI of 0,7 reach the standard of 0,9.[19]
DISCUSSION
The purpose of this study was to examine the content validity of the EQOL-questionnaire and to
construct a graphical profile applicable for use in practice. We found that most respondents found the
questions relevant. A profile with a graphical presentation was developed. And confirmatory factor
analysis estimated a satisfying fit of the model.
A study aiming to examine the understanding of patients’ responses to questionnaires found that the
application of quality of life as an outcome measure depends on whether the measure is found to
contribute to a better understanding of the patients and of the treatment effects [3]. To facilitate this, the
authors suggest using a profile with easy identification of potential problematic aspects within domains.
Although the described study is on quality of life in individuals, it is likely that the findings also apply
to measuring quality of life on population level. The EQOL-profile is a potential contribution to
application of a population based measure of quality of life. The graphical presentation provides an
overview of the six included domains and the colors makes identification of potentially problematic
aspects intuitive and simple.
Previous research has shown that individual quality of life profiles leads to better communication and
more information [1,3]. Additionally, it was been pointed out that profiles should be a supplement rather
than a substitute for interaction, since the reasons for the problematic aspect scores may have to be
explained by the patient [3].
Before deciding to ask respondents to provide their e-mail address we carefully considered pros and
cons. The decision may have hindered the willingness to participate in the field-test and hence have
resulted in fewer answers. However, many respondents may need a break en route and we wished to to
provide them with the possibility of answering the questionnaire in several sittings. Further, we did not
want to risk that the respondents would have to start all over if their process was abrupted due to e.g.
interruptions in the internet connection. Without a personal identifier, this would not have been possible.
When testing the content validity of a questionnaire, it is important to do so in subgroups of the target
group which the instrument is intended for.[20]. Items that are acceptable and easily understood by
some, may be offending or difficult for others to answer. To comply with this issue, we continually
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assessed the incoming responses and conducted spot checks to ensure that different types of disabilities
were represented.
The non-random sampling method used for the field testing entailed a sample that is not representative
of the entire population. However, we aimed at a large variety in the sample population and ensured that
individuals in the sample differed in terms of age, gender and type of disability. Because the data was
purely used for exploratory work this sampling method is not considered a weakness.
Although the perceived importance of items may differ between individuals [21] .we did not ascribe
weights to the items. Assessment of individual weights (e.g. How important is it to feel valued by your
parents?) was too extensive due to a large item pool in the field-test.
Respondents with missing values due to tailoring of the questionnaire were placed in the satisfying
(green) category. This was done to reduce the number of missing values in the factor analysis. The
consequence of this is that the distributions in the graphical profiles may look less problematic than they
actually are and that experiences by subpopulations are not included. An alternative approach would
have been to construct a fourth category (grey) indicating the proportion of participants to whom the
question was irrelevant. A more comprehensive way of reducing the impact of this issue would be to
develop additional items. An example could be participants who neither has a job nor is studying. Items
focusing on job or school are irrelevant to them but new items addressing other aspects of their daily life
could be developed. These improvements are also likely to improve the results from the factor analysis.
The RMSEA estimate in the confirmatory factor analysis indicated a satisfying model fit, but the CFI
indicated issues with the model fit and some empirical indicators seemed to load very little to the
domains. We did not wish to exclude any of the indicators, since our previous qualitative work found
them to be important to quality of life or participation. However, the fit of the model may be improved
by changing the domain structure or replace items with new items covering the same empirical
indicators.
CONCLUSION AND IMPLICATIONS
The initial investigation of the EQOL-profile indicates satisfying content validity and factor estimates.
The profile can be used to measure quality of life and participation in populations with diverse
disabilities and may be useful when comparing quality of life across different disabilities or illnesses.
The profile structure makes it suitable for application in practice by providing graphical charts for eased
interpretation. However, further tests of validity and improvements of the model fit are needed.
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The EQOL-profile should be tested in new populations to improve its validity. Further research to
improve the structure of the profile is suggested. We also suggest more research on the potential weights
of items and empirical indicators.
Additional focus group interviews with respondents between 40-64 years should be conducted to ensure
that the perceptions of quality of life in this age group are included in the preceding conceptual work
used as basis for construction of the EQOL-profile. In depth-analysis of the characteristics of the 10 %
who found the questionnaire to be bad or very bad might provide valuable knowledge on potential
shortcomings in the questionnaire.
The EQOL-profile with the graphical charts provides a simple way of gaining an overview of quality of
life and participation in populations with diverse disabilities. This may be a useful tool when designing
interventions aiming to improve quality of life as the profile can help targeting the interventions to
empirical indicators that appear problematic in that particular population. The profile may also be used
to structure dialogue on the aspects of quality of life and participation that have been found to me most
important to persons with disabilities.
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