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Abstract

Health-related quality of life (HRQoL) has become an essential aspect of
measuring health. Most of the commonly used generic HRQoL measures were
developed in Europe or North America and have been translated into other
languages for use worldwide. Arguably, this adaption process assumes that
health, as a concept, has universal cultural equivalence. The aim of this thesis is
to explore cultural differences in defining and measuring health, by focusing on
the adaption of EQ-5D, which is a widely used Western HRQoL measure, for use
in China, given vast cultural differences between China and Western countries.
A series of studies were conducted to attain this aim. A scoping review identified
generic HRQoL measures that were developed for Chinese populations and
established a preliminary conceptual framework of health to summarise health
dimensions that are important in assessing health in a Chinese cultural setting.
This work was followed by a qualitative study that investigated how Chinese lay
people describe and appraise health to justify the preliminary framework and to
identify additional health dimensions. A Q-methodological investigation and a
multidimensional unfolding analysis were subsequently undertaken to establish
the relative importance of these health dimensions in a diverse range of Chinese
participants. The studies identified several health dimensions, such as fAspi r i
( Shenb odnystitutionba nd i swhiehewerg highlighted in the Chinese
literature and by Chinese lay participants, but have not been commonly covered
in Western HRQoL measures such as EQ-5D. The results demonstrate that
health is a culturally grounded concept and, due to cultural differences, it cannot
be taken for granted that a well recognised Western HRQoL measure is always
appropriate for use in other cultural contexts. Careful consideration and testing of
conceptual equivalence is essential when deciding whether to use an existing

HRQoL measure outside of the culture in which it was developed.
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Chapter 1 Introduction and background

1.1 Health and measuring health

1.1.1 What is health?
The whole story of this thesis begins with a short question: what is health?

Health is a simple term but is difficult to define. In fact, there is no universally
agreed definition. Based on different theories or disciplines, health can be defined

from different perspectives.

From a medical point of view, health can be perceived as the opposite of disease
(Apple, 1960; Wylie, 1970; Larson, 1999). Understanding health by pointing out
its antonym i disease 1 is common among medical professionals (Wood and
Foster, 1986; Bowling, 2001; Barry and Yuill, 2012). It is believed that measuring
departures from normality is easier than assessing health itself (Bowling, 2001).
This medical model of health is also referredtoas a {fiv &lewe not
health canbeobserved objectively, based o
and statistical normality (Boorse, 1977). Health can be distinguished from
disease by differentiating normal from abnormal conditions, while diseases are
regarded as any situations that are inconsistent with health. A practical example
is the physical examination, where health is thought of as a baseline and a variety
of indicators are used to investigate if there are any deviations from the basic

standard.

However, defining health as an absence of disease has been widely criticised,
because it is a negative definition narrowly focusing on objective indicators (Lamb
et al., 1988; Larson, 1999; Bowling, 2004). According to this, some scholars
argued that health can be defined positively relating to o n e fanstional ability
(Goldsmith, 1972; Patrick et al., 1973; Feeny et al., 1995). From a functional point
of view, the extent to which an individual is able to perform certain activities can
indicate his/her health (Fanshel and Bush, 1970; Simmons, 1989; Mold, 1995).

i on,

n

n



Additionally, some scholars referred to the notion of homeostasis to define health

(Boorse, 1977; Engel, 1953). Health, in this sense, can be understood as a status

where individuals managetomaintainfia condi ti on of stable
bet ween the internal a n(&ngek 295% mpbHBL.ITheenvi r

homeostatic concept of health highlights that equilibrium is required to be
maintained through changing circumstances, for example, appropriate to their
age and social needs. This concept is therefore quite similar to the holistic
concept of health, which understands health with a sense of coherence and
considers all dimensions of an individual simultaneously (Guttmacher, 1979;

Saylor, 2004). The holistic definition of health suggests that health can be

describedas a st ate where peopl eds minthe and

environment and a balance is maintained both inside and outside of each person
(Saylor, 2004).

One of the most frequently quoted definitions is that of the World Health
Organi sati on, which describes health
and social well-being and not merely the absence of disease or infirmityo(World
Health Organization, n.d., para.1l). Despite the frequent use of this definition, its
abstractness and simplicity have been criticised widely (Goldsmith, 1972;
Bowling, 2001). It uses a vague concept of iwel | bei ngo to

abstract wpomalling thd definitionhitéelf ambiguous (Tulloch et al.,
2005). The definition has also received criticism for being overly idealistic by
usi ng t he w o r (Hubef etoainp20ld;t Epoatt, 2017). A recent
development of the concept of health has proposed by some scholars to
reformulate the definition of health as the ability to adapt (Giacaman et al., 2009;
Huber et al., 2011; Charlier et al., 2017). In this view, health is about being
capable of adjusting to changing circumstances and to self-manage physically,

mentally and socially (Huber et al., 2011).

While there is a lack of consensus among health professions in determining a
unified health definition, it is also shown by empirical studies that lay people
understand and define health differently (Baumann, 1961; Herzlich and Graham,
1973; Pierret, 1993; Mansour, 1994; Lawton, 2003; Blaxter, 2003; Nettleton,
2013). It has been reported that people with different demographic factors tend

to have different ways to describe health (Blaxter et al., 1982; Cox et al., 1987,
2

as

desc



d'Houtaud and Field, 1984). Age, gender, education, marital status, social class,
health conditions/experiences, financial situation and religious affiliation are
thoughtt o be i nfluenti al in forming ¢alhy
(Baumann, 1961; d'Houtaud and Field, 1984; Anderton et al., 1989; Bendelow,
1993; Mansour, 1994; Henchoz et al., 2015; Bowling, 1995). For example, a study
reported that younger people tended to rate physical fithess as a critical
dimension in defining health, while according to elderly people over 60, physical
function, or the ability to conduct activities, was a more favourable explanation of
health (Blaxter, 2003). In another health survey study, women and men ranked
important dimensions of health in different orders. For female participants, mever

lhbno di sease, n e vvwas thesmost frequendyontentionedophrase,

peo

while male respondentsweremo r e | i kel y t ofit,dterigjeneegetib,e al t h

physi cal [Cgx etat,t198V)eltowas also supported by empirical results
that marital status, education and health problem experiences significantly
affected | ay peopl dMassout,8¥94).ni ti ons of

Importantly, on e ¢&uwltural background can bring about variations in defining
health (Levesque et al., 2013; Bowling, 2014b). Taking differences between
China and the West in understanding health as an example, studies have shown
that Chinese people have different views about health compared to Westerners
(Prior et al., 2000; Liu et al., 2005; Chen et al., 2009; Xiang et al., 2010). A paper
examining lay understandings of health in two Cantonese-speaking communities
in England revealed that participants utilised items comprising ideas from
Traditional Chinese Medicine (TCM), such as spirits, demons, food and weather
to describe health. Because those items are less common in a Western cultural
setting, the understandings of health in Chinese communities seem to be different
from that in the West. The authors also suggested that there might be various
alternative conceptualisations that are uncovered in other populations (Prior et
al., 2000). One study noted cultural differences in perceiving health by illustrating
the fact that communicating with Chinese people in health services tended to be
different from that with Western people. Chinese cancer patients had specific
favourable and unfavourable words that clinicians should pay attention to (Liu et
al., 2005). Another paper reported that Chinese Canadians used mental services
less frequently than other Canadians. Ethnic factors are found to significantly
3
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affect the likelihood of consultation; the authors explained that traditional Chinese
culture may encourage people to suppress their feelings and speculated that
Chinese people might have different perceptions regarding mental health (Chen
et al., 2009).

1.1.2 Measuring health

Efforts have been made not only in defining health but also in measuring health.
As it was proposed by Goldsmith (1972), measuring health is of significance in
several aspects. It can make the public and policy-making bodies aware of the
health situation. The information can also aid in administrative processes such
as health program planning, health situation evaluating and financial resources
allocating. Another purpose of health measurement is to assist researchers in
medical care studies and to improve medical practice. It has been shown that
health can be defined in various ways. The abstractness of health causes
difficulties and confusions in defining health and then in measuring health. Since
health measures have been developed based on different health concepts, they
can be expected to be diverse.

As noted previously, health can be viewed as the opposite of diseases, or the
extreme condition -- death. Mortality and morbidity are traditional indicators that
are useful for measuring population health from a social perspective, especially
when the objective of health services is mainly to extend the life expectancy of
people (Moriyama, 1968; Fanshel and Bush, 1970; Bergner, 1985). However, in
the 1960s, some researchers already started to argue that using mortality and
morbidity is not sensitive enough to capture changes in health in societies
(Moriyama, 1968). As for personal health, clinical indicators that are included in
the physical examination are conventional health measures. Such indicators
examine i msdigwnisd wd | asidare hlso baseal bt defiaing health as
the absence of diseases (Bowling, 2001), therefore, they assess the negative

aspects of health mainly.

Since it was argued that physical signs and conventional clinical indicators alone
were no longer sufficient to make decisions in health care (Fitzpatrick et al.,
1998),heal th researchers have expanded

by linking health to the functional capacity to develop health measures (Fayers

4
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and Machin, 2013). These measures focus on physical function and physical
symptoms, while some of them also assess the psychological and social aspects
of health (Bergner, 1985). Examples of such functional health status measures
include Quality of Well-Being Scale, Health Utilities Index, Sickness Impact
Profile and Nottingham Health Profile (Fanshel and Bush, 1970; Torrance et al.,
1972; Chen et al., 1975; Bergner et al., 1981; Hunt et al., 1985). Such health

measures tend to define and evaluate health in a more positive way.

Built upon these early attempts of developing the measures of functional status,

the most recent generation of heal th measures s
capacity, but seem to pay more attention to o n e ulgjective aspects of health,

such as emotion, cognitive function and role function (McDowell, 2006; Fayers

and Machin, 2013). This may be due to an increasing awareness of the
importanceofpeopl eds sat i sf aluthiheaith maasues areaténi n g .
regarded as health-related quality of life (HRQoL) measures (Bowling, 2001).

These measures can assessisubj ecti ve dné ar¢ expectesittoat us o
collect complementary information in health research and clinical trials
(Fitzpatrick et al., 1998). The terms fHRQoLoOas well as iHRQoL measuresoare

introduced in more detail in the next section.

1.2 Health-related quality of life (HRQoL) as a health outcome

1.2.1 An overview of HRQoL and HRQoL measures

The concept of HRQoL emerged with certain historical reasons. It was said that
with a significant decrease in mortality and the trend of treating chronic diseases
as major health problems, HRQoL was proposed as a new way of assessing
health care (Lerner and Levin, 1994). Policymakers, clinicians and patients
themselves developed an increasing concern over the quality of health status,
instead of merely looking at traditional outcome indicators, such as physical signs
and conventional clinical indexes (Guyatt et al., 1991a). HRQoL was then
introduced to collect information directly from patients, which benefited symptom
relief, care and rehabilitation in treatments as well as facilitated communications

with patients (Fayers and Machin, 2013).



As with the difficulties of defining health, it is unlikely that we can reach an
agreement on a single definition of HRQoL (Shumaker and Naughton, 1995;
Bowling, 2001; Fayers and Machin, 2013). Schipper and colleagues (1996)

summarised five perspectives in defining the term. From a psychological view,

HRQoL focuses on patientsd percepaulliyns ar

view, HRQoL relatest o i ndi v i-offslzetwsed quality af feand quantity

of life. It can also be understood as a community-centred concept, concerning the

i mpact of 111 ness o0 acommuhity.\Aitethatieely,sHBQoL is | at i

regarded as fAreintegration to nor mal

individual person resumes following an iliness. The last perspective is to define

HRQoL as the gap between oneds expectat.i

difference between reality and expectation, the higher the HRQoL (Schipper et
al., 1996).

Although it is difficult to find a commonly accepted definition of HRQoL, several
key elements are agreed among the various published definitions. First, HRQoL
isassociatedwithpeopl eds subjective as s(Bmmakes
and Naughton, 1995; WHOQOL Group, 1995). Itis the information to be collected
from a -fipraceieneddo wheircslpecamveeveal
evaluation of health (Schipper et al., 1996). Another characteristic of HRQoL is
its multidimensionality (Haas, 1999b; WHOQOL Group, 1995). Most definitions
of HRQoL mentioned dimensions of physical function, mental/psychological well-
being, social function, role function and global perceptions of function and well-
being (Ware, 1987; Wilson and Cleary, 1995; Shumaker and Naughton, 1995).

HRQoL measures are developed with reference to the characteristics of the
concept of HRQoL. With the aim of conductingas ubj ect i ve eval
health status, HRQoL measures are with person-based nature and are
sometimes known as patient-reported outcome measures (Fitzpatrick et al.,
1998). They normally assess multiple dimensions of health including physical
function, physical or psychological symptoms, mental status, role activities and
social wellbeing (Fitzpatrick et al., 1998; Fayers and Machin, 2013). Since they
concern the overall health status, they are also named as general health status
measures in some occasions (Schipper et al., 1996; McDowell, 2006; Fayers and
Machin, 2013).

[ i v i
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HRQoL measures can be categorised in various ways. They can be classified by
their function. For example, as it was explained by Kirshner and Guyatt (1985),
there are mainly three categories of HRQoL measures: discriminative, predictive
and evaluative. They are applied with different purposes: distinguishing between
people on certain health aspects, identifying people which may potentially
develop a healthcondi t i on, and evaluating changes
over a period of time (Kirshner and Guyatt, 1985). By their scope, they can be
divided into specific and generic HRQoL measures (Streiner et al., 2014). Specific
measures, either disease-specific or patient-specific, are likely to be more
sensitive to detect changes and differences among a specific patient group
(Fayers and Machin, 2013; Streiner et al., 2014), while generic measures attempt
to cover a wider range of dimensions and are more favourable when comparisons
among different diseases or among general populations are conducted (Streiner
et al., 2014).

1.2.2 HRQoL and its related concepts

HRQoLcanbesubsti tuted with other ter mslf-i nt en
perceived health status (Gill and Feinstein, 1994; Haas, 1999a) and is often used
interchangeably with terms like health status and quality of life (QoL) (Shumaker

and Naughton, 1995; Karimi and Brazier, 2016). There is a general lack of
consensus over their definitions and measurement (Bowling, 2004). As Karimi

and Brazier illustrated, measures such as EQ-5D and SF-36 are referred to as

Aheal t h st at(Wae ankeSherbourne,sl992; Cunillera et al., 2010),
AHRQOL me @mzier eta. ®002; Makaietal.,2014)and AQoL measu
(Hill et al., 2010; Kalantar-Zadeh et al., 2001) in different papers.

Some researchers argued that there are differences among these phrases. For
example, QoL is often considered to be a broader concept, incorporati ng fit he
person's physical health, psychological state, level of independence, social
relationships, personal beliefs, and relationship to salient features of the
envi r o (WHOQALWGroup, 1994, p28), while HRQoL can only be regarded
as one component of QoL. As Torrance illustrated, Muality of life is a broad
concept that incorporates all aspects of an individual's existence. Health-related

quality of life is a subset relating only to the health domain of that existenceo
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(Torrance, 1987, p593). According to this view, QoL covers dimensions not only

abouti ndi vi dual sé6 heal th butextanakeovironrmeeati r e c
conditonsand al | ot her as pec (Gl afFeinatein, 199d i vi d
WHOQOL Group, 1995; Bowling, 2001).

Health status, on the other hand, is considered to be a narrower concept to some

scholars. Bowling suggested that although health status largely overlaps with
HRQoL,it i s only considered as fia narrower
andishone domai-neb&t bda g tuBowling 3014b, $.13). Guyat o

and colleagues specified what differentiated health status from HRQoL is that
health status Aomitted the necesdGuyayg el el
et al., 1991b). In this regard, health status is considered as functioning status,

including both social and physical functioning, that can also be observed by other

people; while HRQoL contains not only functioning status (namely health status)

but also i ndi vi dudiVvespércemiand pf evellbeing, which are internal
evaluation that may not be directly assessed by external observers (Moons, 2004;

Hays and Reeve, 2010; van Son et al.,, 2013). As van Son and colleagues
illustrated, HRQoL measures would normal | y i nvol ve question
satisfied are you with your ability to walk?"; while standard subjective health

status measures include questions assessing self-perceived function status
directly with questions | i ke nfigffadeSssnety our
al., 2013) Some researchers, therefore, argued that many so-called HRQoL
measures, such as EQ-5D or SF-6D, should be categorised as self-rated health

status measures (Smith et al., 1999; van Son et al., 2013; Karimi and Brazier,

2016).

In this thesis, t he t er m isiuded @oadpiesent those health measures
which are i h e & lotchu sIddi@ R s @lsfs e s s e d O . sinEeotive devnesr
fHRQoL measuresq i Q orheasureso a n dheafth status measureso are often
used interchangeably in many contexts (Karimi and Brazier, 2016), they are not
strictly distinguished from each other in this thesis. This was because the thesis
focused on exploring the content that should be embraced in individu al s 6
subjective assessment of health, while HRQoL measures, self-perceived health
status measures and those health-related questions (excluding external factors

such as economic status and environment conditions) in QoL measures are all
8



associated with p e o p | e-assessment of health and include multiple health-

related dimensions.
1.2.3 Content of HRQoL measures
1.2.3.1 HRQoL conceptual models

Withtheai m of appropriately assessing peopl
health, it is essential for HRQoL measures to include questions that are relevant

and important to the target popul ati onsd® subj ec(@Gilland hea
Feinstein, 1994). Despite the widespread cr i t i ci sm of t he WHOC«
health, the three domains 1 physical conditions, mental states and social
wellbeing i are widely accepted to be covered in HRQoL assessment (Avis and

Smith, 1994; McDowell, 2006).

There are also various dedicated conceptual models of HRQoL and the Wilson-
Cleary model is the most commonly cited one (Bakas et al., 2012; Ferrans et al.,
2005; Mark, 2016). The model comprises a series of typical variables that are
often included in HRQoL measures and presents causal relationships between
these variables (Wilson and Cleary, 1995). It describes HRQoL in a five-level
hierarchy system, linking biological and physiological variables to symptom
status, then to functional health, then general health perceptions and finally to the

overall quality of life (Wilson and Cleary, 1995).

In the model, biological and physiological factors are referred to the radical
determinants of health status. They directly affect symptom status, which consists

of physical and psychological and psychophysical aspects. A symptom is defined

as fia patientdés perception of an abnor ma
(Wilson and Cleary, 1995, p.61). More specifically, physical symptoms are
describedas fda perception, f ecleisn@ter oévemrhb
Psychological symptoms are synonymous with emotional symptoms in their
definition, representing emoti onsWhifesuch
psychophysical symptoms are referredtoas fAsympt oms nolkor cl ea
psych ol ogi c al(Wilsomand Cleary, 1896, p.61).



Characteristics
of the individual

Biological and : General
physi_ological - S)éTaFt)tC;m Fusnt(;ttllc; 2 al g Healt_h —»  Overall QoL
variables Perceptions
A / /
Characteristics
of the Non-medical
environment factors

Figure 1-1: Wilson-Cleary model

The next level of the model is functional status. It is subcategorised into physical,

social, role and psychological dimensions. The Wilson-Cleary model defines
ffunctionbas At he ability of the individual t
(Wilson and Cleary 1995, p.61). In terms of the four sub-categorises of function

status, a physical function can be understoodas fAt he abi |l i-taye t o p
activities, mobility and more st r enuous phys A @sythologicalt i vi t
function is more about cognitive function which includesfior i ent ati on wi t
to time and place and such mental processes as memory, comprehension,

abstract reasoning and problem s o | v iSocigldunctioning is understood as

Afsoci al contacts (e.g. visits with frien
close friends and relatives that can be relied upon for tangible and intangible

su p p o rRolg fanctioning refers to the performance of usual role activities

including formal employment, school work, and housework (Ware, 1987). Adding

to the third |l evel, an individual és symp
general health perception: a subjective evaluation of the overall health status.

The highest level is the overall quality of life. It relates to how happy and/or

satisfied an individual is with life as a whole (Wilson and Cleary, 1995).

International Classification of Functioning, Disability and Health (ICF) model and
Patient-Reported Outcomes Measurement Information System (PROMIS) model
are also alternative conceptual models of HRQoL. The ICF coding system

consists of four sections: body function, activities and participation, environmental
10



factors and body structure (World Health Organization, 2001). Compared with
thatinWilson-Cl ear ydés model , | CFOs ciaremegentng
HRQoL as a concept. Although some studies successfully applied the ICF model
to analyse HRQoL measures in practice (Cieza and Stucki, 2005; Mayo et al.,
2011), | CFO6s rhamly wis functisning and disability (World Health
Organization, 2001), while the Wilson-Cleary model contains not only functional
status but also symptom status and can be further classified into physical,

psychological, social and role aspects.

Health condition
(disorder or disease)

v v

Body functions &

structures +“—> Activities <+“—> Participations

1 ?

!

/ Contextual factors \

Environment factors Personal factors

Figure 1-2: ICF model

As for PROMIS model, it firstly divides the concept of health into three domains:
physical, mental and social, then further breaks three domains down into physical
function, physical symptoms, emotional distress, cognitive function and social
function (Cella et al., 2010). Basically, the main categories of PROMIS are similar
to that in the Wilson-Cleary but the Wilson-Cleary model also reveals inner-

relationships among each domain within the framework when the PROMIS does

not.
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Physical health Mental health Social health
Physical Emotional : :
[ | function [ | distress —|Social functio |I
|| | | Cognitive || Social
Symptom function relationships
Positive
— Sleep functior — psychological
function
—Sexual functioh

Figure 1-3: PROMIS model
1.2.3.2 Choosing items in HRQoL measures

There are mainly two ways of identifying and selecting items for HRQoL
measures: conceptual and empirical (Avis and Smith, 1994). The conceptual
method requires HRQoL measure designers to have a predefined concept of
health, based on which they can determine main domains that are of research
interest. The designers can then decide specific health questions to be included
in each domain being chosen. The above conceptual models, as well as other
available conceptual models from the literature, can provide a possible
conceptual basis for the identification and selection process. Alternatively,
HRQoL measure developers can also use e x p e andl/ar their own expertise to

define the concept of health to construct an HRQoL measure (Kind, 1996).

Apart from developing measures based on a predefined conceptual model,
HRQoL items could also be generated empirically. tems in HRQoL measurement
indicators can be collected via focus group, key informant interviews, clinical
observations and relevant research findings (Streiner et al., 2014). For example,
the items in Quality of Well-being Scale (QWB) were from the Health Interview
Survey of the National Centre for Health Statistics, the Survey of the Disabled of

the Social Security Administration, and several rehabilitation scales (Chen et al.,

12



1975). The Sickness Impact Profile (SIP) was structured from a large survey with
more than 1100 participants, including professionals, patients and healthy people
(Bergner et al., 1981; Damiano, 1996). As for Nottingham Health Profile (NHP),
health items were obtained from 769 participants describing the effects of ill-
health (Hunt et al., 1985).

1.2.3.3 HRQoL construct taxonomy in the thesis

HRQoL is a complex concept due to its multidimensionality. Previous attempts
were made to define taxonomies for the construct of HRQoL (Fries, 1991,
Valderas and Alonso, 2008; Erickson et al., 2009), but there is no agreement on
one single framework. Terms including domain, dimension, facets, item are used

differently in different descriptive systems of HRQoL measures. For example,

depict the hierarchy construct of HRQoL (Cella et al., 2010), while WHOQOL
referstofdomai no and Af acet 0 a $e suhcempanarnitin
their description (WHOQOL Group, 1995). There are plenty of studies using those
terms interchangeably without giving a clear definition (Ware and Sherbourne,
1992; Wilson and Cleary, 1995; Fitzpatrick et al., 1998).

In order to be clear and to maintain a consensus throughout the thesis, a
construct taxonomy, indicating the conceptual hierarchy of HRQoL is defined as
follows: top-level (Health domain), second-level (Health sub-domain), third-level
(Health dimension), fourth level (Health item).

Figure 1-4 is an example to show the defined component structure of health.
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Domain Sub-domain Dimension ltem

Discomfort in chest
. |~
Discomfort
Physical Vomit
symptoms Pain
Physical ) Dizziness
health Fatigue

Physical
function

Figure 1-4: Component structure of health

AHealbmhi dso refer to categories on the t
to represent broadest componentsofh e al t h . For exampl e, the
of health introduced three aspects of health: physical, mental and social. It

provides a general classification of health and the three aspects are regarded as

domains in this report. Similarly, the broadest categories in the Wilson-Cleary

model includes symptom status and functional status. They are then regarded as

Aheal th domainsod in the thesis.

Inside health domains, health, as a concept, can be further divid
domai nso when necessary. For i fCedaranodele, t h
can be categorised into physical symptom, psychological symptom, physical

function, cognitive function, social function and role function.

AHealitmendi onsd ar e -compgoaentd efdsub-aisnains @rim
represent more specific areas. Take the subdomainof Aphysi cal symp!
example, symptoms including discomfort, pain and fatigue are called health

dimensions in the thesis.

Lastly, tBmeal talr ei with even narrower f o
dimensions. They are considered as specific examples representing certain

aspects for health dimensions.
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1.2.4 Quality of HRQoL measures

The quality of an HRQoL measure largely decides if it is to be practically useful.
A higher-quality measure is more likely to reflect the actual health status of
individuals and provide clinically valuable data. Because HRQoL is not measured
using objective physical ways, the quality of HRQoL measures is assessed by
socal |l ed ipsychomeMcDowell, R00G pBowlihg) €£6lda).
Psychometrics are associated with subjective judgements where objective
physical measurement is not available to measure the thing that of interest
(McDowell, 2006). Primary evaluative criteria of psychometric properties include
validity and reliability. (McDowell, 2006; Fayers and Machin, 2013; Bowling,
2014a)

Validity is the extent to which an instrument measures what it is supposed to
measure. It can be categorised into three types: content validity, construct validity
and criterion validity (Streiner et al., 2014). Validation tests normally start from
assessing content validity (McDowell, 2006). A valid measure is supposed to
reflect an explicit and accepted definition of health (McDowell, 2006). More
specifically, content validity concerns if a measure covers all important and
relevant content to be measured and if the content all makes sense. Construct
validity carries a more quantitative form and can be assessed by observing
relationships between a construct and other variables. For example, a highly
correlated association is expected if two measures are designed to measure
theoretically similar things (convergent validity); in contrast, a low correlation
should be detected when two measures are relatively unrelated (discriminant
validity) (Fayers and Machin, 2013). Criterion validity involves testing a measure
against another instrumentt hat i s s u papgoldsetda nt dfslaibdeaell,fi
2006).

Reliability is a psychometric property of the overall consistency of a measure. It
generally tests whether a measure can produce repeatable results if they are
applied at a different time (test-retest reliability) or by different raters/interviewers
(inter-rater reliability). It also examines internal consistency by checking item-
item, item-total and split-half relationships (internal reliability) (Fayers and
Machin, 2013; Bowling, 2014a).

15



There are other frequently mentioned evaluative criteria in assessing the quality
of an HRQoL measure, including responsiveness (whether a measure is able to
identify changesinani ndi vi dual 6 s ehieirmagroves or setedarate)s
interpretability (whether the scores of a measure are meaningful and
understandable), acceptability (whether a measure is accepted by respondents)
and feasibility (whether a measure causes too much burden or disruption for
interviewers or practitioners) (Fitzpatrick et al., 1998; Bowling, 2014a; Francis et
al., 2016)

1.2.5 Translation and adaptation of HRQoL measures into other

languages

Early review study suggested that most HRQoL measures are originally in
English and are intended to apply to English-speakers (Guillemin et al., 1993).
Well-developed English measures are often translated into other languages for
use worldwide (Bowden and Fox-Rushby, 2003; Acquadro et al., 2008). One
possible explanation is that developing and validating a new HRQoL measure
can be time-consuming. Translating available HRQoL measures can facilitate
researchers in non-English speaking countries to conduct HRQoL studies.
Another reason for introducing HRQoL to other countries or cultures is that
researchers are interested in doing cross-country/culture comparative studies by
using the same HRQoL measure, in different languages though. Additionally,
researchers tend to trust and apply those English HRQoL measures that are
supported by accumulated evidence of validity and have already been recognised

widely.

Various guidelines or methods offer recommended practice of
translating/adapting an HRQoL measure from one language to another (Hunt et
al., 1991; Guillemin et al., 1993; Bullinger et al., 1993; Ware et al., 1995; Scientific
Advisory Committee of the Medical Outcomes Trust, 2002). A review study
showed that most translation guidelines suggest having forward and backward
translation in order to attain satisfactory quality (Acquadro et al., 2008). It is also
commonly emphasised that pretesting a translated HRQoL measure in the target
culture would be crucial in fulfilling the adaptation objective (Rahman et al., 2003;

SwaineZ/erdier et al., 2004). In addition, similar to those original HRQoL
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measures, translated ones should be examined in terms of their psychometric
properties (Lohr et al., 1996; Valderas et al., 2008; Mokkink et al., 2010; Reeve
et al., 2013). In practice, psychometric validation tests are widely covered and
reported by those studies that translated/adapted HRQoL measures (Bowden
and Fox-Rushby, 2003).

However, translating HRQoL measures into other languages for use in different
countries or cultures has some limitations (Guillemin et al., 1993; Herdman et al.,
1998; Stewart and Napoles-Springer, 2000; Bowden and Fox-Rushby, 2003).
Guyatt summarised several arguing points. First, it is concerned that the content
of an original HRQoL measure can be unclear. There might be duplicated,
ambiguous and other wording issues, making it is difficult for the measure to be
translated. The second difficulty is that some items cannot be translated well into
another culture, while some items cannot be translated at all. It is also argued
that items that are important in one culture may not be necessarily important in
another culture, but including trivial items or excluding important items in

countries of a new language would violate content validity (Guyatt, 1993).

It has been discussed earlier in this thesis that health is a culturally relevant
concept (Section 1.1.1) and health measures are developed based on certain
health concepts (Section 1.1.2). Assuming culture A has markedly different health
concepts compared with culture B, it is possible that HRQoL measures developed
in culture A cannot offer comprehensive or relevant items for measuring health in
culture B. As a result, the measures can be inappropriate to measure HRQoL in
the target cultural setting after being translated. More specifically, HRQoL
measures that were developed in a Western cultural setting contain health items
that are relevant and important in the Western setting, but those items may not
be necessarily relevant or important in other cultures (Parker and Fox-Rushby,
1995).

From this perspective, the equivalence of health concepts should be taken into
account before translation or adaptation commences. The argument is supported
by Herdman and colleagues, who proposed a model showing the process of
assessing cross-cultural equivalence in HRQoL measures (Herdman et al.,

1998). As it is shown in Figure 1-5 below, the assessment model starts from
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investigating conceptual equivalence, before the quality of translation and
psychometric properties are examined. According to this model, before adapting

an HRQoL measure to a target culture, first and foremost, it is essential to test

whether the major domains of health are similar between the HRQoL me a s u r

original culture and the target culture (conceptual equivalence). Then, it comes
to fitem equivalenced t o whhbtlectke items covered in each domain are
comparable between the two cultures. Semantic equivalence is then examined
to assess the quality of translation. The fourth step is to make sure the
measurement methods are appropriate in the target culture (operational
equivalence). Subsequently, measurement equivalence is required to test the
translated measure6 s p sy c homet rbefare ap overgll agsdssmerd of
equivalence between two cultures is conducted to reveal functional equivalence
(Herdman et al., 1998).

Figure 1-5: Model for assessing cross-cultural equivalence in HRQoL
measures, adapted from (Herdman et al., 1998)

Investigation of conceptual equivalence

same construct can be same domains but some domains same: domains not relevant:
used relationships differ limited adaption possible adaptation ends

A 4

majority of items suitable for use adaption ends)

impossible to translate (replace

easy to translate difficult to translate items)

Investigation of operational equivalence

unacceptable (needs unacceptable (no

depspiile nesdle inedlieEien differnt methods) alternative methods)

Investigation of measurement equivalence

|4l

same measurement properties different properties patterns differ systematically
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In reality, however, few studies have considered cultural differences in concepts
when assessing equivalence between an original HRQoL measure and a
translated version (Geisinger, 1994; Stewart and Napoles-Springer, 2000;
Bowden and Fox-Rushby, 2003). It was reported that limited validation studies
have covered tests of content validity while most of them focused on statistical
psychometric property assessments (Bowden and Fox-Rushby, 2003). As it is
shown in Figure 1-6, assessing translated HRQoL measures normally
concentrate on examining psychometric properties (Geisinger, 1994; Stewart and
Napoles-Springer, 2000). If a translated HRQoL measure shows satisfactory
psychometric properties in validation tests, the study will often draw a conclusion
that the measure is valid and reliable. If the psychometric properties are tested to
be unsatisfactory, conceptual equivalence will then be considered to explain the
results. This approach has the risk of giving biased results because it fails to
consider the fundamental conceptual equivalence in the first place (Stewart and

Napoles-Springer, 2000).

Examine If satisfactory.
psychometric _ —
properties

l If unsatisfactory

Cultural differences
might exist

Figure 1-6: Common approach for assessing cross-
cultural equivalence in HRQoL measures, adapted
from (Stewart and Napoles-Springer, 2000)

Assess conceptual

equivalence
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1.3 The use of Western-developed HRQoL measures in a

Chinese cultural setting

1.3.1 Chinese culture and potential cultural differences between
China and the West

Culture is a complex concept that can be defined variously. One of the possible
definitions is to understand culture as
interactions, cognitive constructs, and affective understanding that are learned

through a process of socialization. These shared patterns identify the members

of a culture group while al so @heentengui s

for Advanced Research on Language Acquisition, 2019, p.1).

In this thesis, it is assumed that there is a cultural environment that the Chinese
people inhabits. This assumption was made on the grounds that despite China is
a vast country with 56 ethnic groups, the Han ethnic group constitutes around
92% of the entire Chinese population (National Bureau of Statistics of the
Peopl eds Republ)whilethée Ha@ imdjontagrouph@sibden widely
believed to form the mainstream Chinese culture through the Chinese history
(Wu, 1991; Jia et al., 2012). Additionally, Chinese people from different regions
and ethnic groups have also been migrating from one place to another, living
together and interacting with each other through ages which can lead to cultural
integration (Wu, 1991). Except for the spontaneous cultural exchanges during
migration and communication, political power has also deepened the cultural
fusion among Chinese ethnic groups (Ding and Saunders, 2006). For example,
as early as in the Qin-Dynasty, the Chinese writing system was unified across the
whole country by the emperor, which helped to unify Chinese culture for
thousands of years (Wang, 2012). In the modern age, Chinese is still often treated
as one single language with different dialects in different regions, while the same
writing language is used among Chinese people (Wang and Sun, 2015). In this
thesis, Chinese populations are thus treated as a single identity and are assumed
to have shared patterns of behaviours and thinking that can distinguish them from
the Westerners. The Chinese populations are supposed to have common social
beliefs, traditional ideas and attached values. Those common beliefs and values

are believed to be shared among Chinese people and are considered to be
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different from those in other societies. A Chinese cultural setting is defined as

such kind of environment where Chinese cultural values are produced and held.

It is a distinguished natural and social environment that helps Chinese cultures
to become a unique image with distinct characteristics. The land of China is
guarded by the Pacific Ocean in the east and fences of mountains in the northeast
and the southeast (see Figure 1-7), giving China an isolated hotbed for its own

civilisation (Chen, 2000).
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Figure 1-7: China topography map (China Maps Org)

Apart from the natural environment, social environment, which is mainly
determined by the economic foundation, has greatly influenced the creation and
development of Chinese cultures. China has been commonly referred to as the
country with the longest continuous history that could be dated back to about
4100 years ago (Xia Dynasty). Along with the long history, agriculture has been

regarded as fAa motive force in tMete,devel

1989, p.3). Anci ent sayings |ike fA@Rowd)ands t he
fifagr i culhteurbea siiss off@ aw c)erophasiseythé important role
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that agriculture plays in Chinese society. Itis believed that agriculture is a leading
factor in the traditional Chinese economy, therefore a great influence of
agriculture on culture is expected (Mote, 1989). For example, Chinese people
tend to be hardworking and pragmatic and that is consistent with the requirement
of agricultural pr oduc t(GChenn2000,p25).e fno

The special natural and social environment shapes Chinese cultures, including
language, customs, beliefs, habits and traditions, to be unique. It is commonly

believed that Confucianism has been an orthodox ideology since the Han

Dynasty. Confuciani sm hel ped t he Chinese rul

behaviours, maintain the social order and better govern the country in the
dynasties of ancient China. It created the three Cardinal Guides (ruler guides
subject, father guides son, husband guides wife) and the Five Constant Virtues
(benevolence, justice, ceremony, wisdom and credibility) (Chen, 2000). These
Guides and Virtues to some extent shape some features of Chinese nationality,
such as respecting their elders, revering higher authority, valuing social morals
and being more likely to be obedient (King and Bond, 1985). To date, most of the
Confucian doctrines continue to be regarded as a core of Chinese traditional
culture and keep influencing Chinese communities from generation to generation
(Billioud, 2007; Fan, 2011).

Cultural differences between China and the West can be demonstrated in various
ways. Since Chinese cultures are greatly affected by the Confucianism (Chinese
Culture Connection, 1987), Chinese people tend to respect the experience
passed down by their ancestors and to be seen as less creative when compared
with Westerners, whose practical wisdom and spirits of adventures benefited the
establishment of modern science (Hofstede and Bond, 1988; Hofstede et al.,
2010b). Additionally, Chinese people are more likely to be family-oriented:
attaching great importance to family and having strong and close links with family
members; while westerners tend to appreciate personal space and privacy most
to pursue individual freedom and liberty (Bond and Yang, 1982; Rosenthal and
Feldman, 1990; Lam, 1997). There are also different popular legends, fairy tales
and common religious beliefs between China and the West. Another obvious
difference is their completely different language systems i Chinese is based on

ideographs, while English, along with most Western languages, is structured by
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alphabets. The dissimilarity between the two languages not only causes
problems for translation and adaptation from one language to another but also
tends to affect individual sé perception

concept (Schmitt, Pan and Tavassoli 1994).
1.3.2 The use of Western-developed HRQoL measures in China

HRQoL is fundamentally a foreign concept introduced to China from the West in
the mid-1980s (Wang and Zhou, 1990). HRQoL research in China started from
translating and introducing Western HRQoL measures (Fang, Wan and Hao,
2000). Although it has been frequently argued that Western HRQoL measures
may not be appropriate for use in a Chinese cultural setting due to cultural
differences (Fang et al., 2000; Sun, 2001; Gao et al., 2000), a growing number of
studies have used Western HRQoL measures among Chinese populations.
Western HRQoL measure including HUI, QWB, SF-36 and EQ-5D have been

translated into Chinese for use in HRQoL research among Chinese populations.

Despite the growing trend of using Western HRQoL measures, few studies have
examined the content legitimacy of those Western HRQoL measures for use in a
Chinese cultural setting. As cultural differences between China and the West are
expected as presented in Section 1.3.1, health concepts, which are embedded in
Western-developed HRQoL measures, might not be the same as that in a
Chinese cultural setting.

The legitimacy of applying Western-developed HRQoL measures in China have
been questioned. For example, a study found HRQoL measures performed
inconsistently between Chinese and white Canadians (Leung et al., 2007).
Compared with white Canadian counterparts, Chinese participants reported
better health status using EQ-5D, but at the same time, rated fair or poor health
more often using a self-perceived physical and mental wellness questionnaire,
which was developed by the researchers themselves. The researchers explained
that such inconsistency may be caused by the different self-perceptions of health
between the two ethnic groups (Leung et al., 2007). Similarly, a comparative
study using SF-36 reported insufficient internal consistency and unsatisfactory
item-to-scale correlation in the Chinese dataset, while the Dutch data did not have

the same problems (Cnossen et al., 2017). The authors raised a concern that
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there might be differences in the conceptualization of some of the SF-36
subscales between Dutch and Chinese people (Cnossen et al., 2017). It was
also discussed by a paper that the cross-cultural equivalence of HRQoL
measures should be further investigated since they found ethnic Chinese were
more likely to endure health problems than other ethnicities (Wang et al., 2015b).

1.4 Problems of applying Western-developed HRQoL

measures in China: EQ-5D as an example

The first official Chinese version of EQ-5D for mainland China was approved in
the year 2003 (Selai and Rabin, 2003). The Chinese versions of EQ-5D have
been widely applied to various health studies including general population studies
and patient-specific studies (Zhou et al., 2016a; Zhou et al., 2016b). China
National Health and Family Planning Commission, which is the Chinese national
health department, has also included EQ-5D in the Chinese National Health
Services Survey since 2008. The widely used Western HRQoL measure EQ-5D
can be treated as one possible, popular way of how Western scholars defined
health. EQ-5D has become a dominant generic measure in HRQoL research
among Chinese populations due to its simple and easy-to-operate features (Zhou
et al., 2016b) and in this thesis, it is taken as an example to further discuss the
problems of applying Western-developed HRQoL measures in China in more

detail.
1.4.1 An overview of EQ-5D

EQ-5D is one of the most widely used generic HRQoL measures (Rabin and
Charro, 2001). It provides a descriptive health profile (The EuroQol Group, 1990)
and an overall health status index for individuals (Brooks, 1996). It is a
standardised measure that can be applied in population health surveys and in the
clinical and economic evaluation of health care (Rudmik and Drummond, 2013).

The measure is presented as a questionnaire including two parts: the EQ-5D
descriptive system and the EQ visual analogue scale (EQ-VAS) (Herdman et al.,
2011). The descriptive system consists of five dimensions relating to health:

mobility, self-care, usual activities, pain/discomfort and anxiety/depression.
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These five di mensions were considered

QoL characteristics which mostpe o p |l e ar e k (Williams, 2005gpi)l y o

and to be of relevance to all groups of patients as well as the general population
(Gudex, 2005). Each dimension has either 3 response levels i no problems,
some problems, extreme problems i in the EQ-3D-3L version or 5 response
levels T no problems, slight problems, moderate problems, severe problem, and
extreme problems i in the EQ-5D-5L version. Respondents are asked to rate
his/her health state by choosing the most appropriate level in each dimension
then indicate their overall health on the EQ-VAS, between 100 (best imaginable

health) and O (worst imaginable health).

The widespread application of this HRQoL measure is credited to its distinct
advantages. It enables health status and those changes in health status to be
quantified by constructing a five-dimension health profile with a single index score
(Kind, 1996). It can be applicable to the general population, a wide range of
patient groups and various health service treatments (The EuroQol Group, 1990).
Another advantage of EQ-5D is that it is simple to use and imposes little burden
on respondents. It only contains a few questions that are relatively undemanding
for respondents to answer and only takes a few minutes to complete (The
EuroQol Group, 2015).

EQ-5D was developed by a group of European researchers from Finland,
Norway, Sweden and the UK (The EuroQol Group, 1990). The five dimensions
of EQ-5D were selected from a detailed review of the descriptive content of
previous health status measures , based on r e seaadeviderce
from the literature (Kind, 1996; Gudex, 2005). The original version of EQ-5D is in
English and have been translated and adapted into more than 170 languages for

use worldwide (Brooks et al., 2003).

To ensure to provide high quality of translations of EQ-5D, the EuroQol Group
has designed a rigorous, multi-step approach to produce various language
versions of EQ-5D (Rabin et al., 2014). The il f wahslationoapproach consists of
forward translation, back translation and pilot testing of a provisional translated

version. When an existing language version is available, to adapt the existing

o

language version to another country speaking the same language, ai modi f i ed
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transl at i oisusedpniwbiah éhelavailable language version is reviewed
before being pilot tested; for example, the Spanish version of EQ-5D for use in
Argentina was produced from the Spanish version for use in Spain in a modified
translation procedure. It seems that both the full translation approach and the
modified translation approach emphasised the quality of the translation in order
to reach the semantic equivalence between the original English version of EQ-
5D and the translated version. Limited attention has been paid to address the
conceptual equivalence issue of the translated EQ-5D for use in the target culture
in those procedures.

1.4.2 The translation/adaptation of EQ-5D in China

The translation and adaptation of EQ-5D into Chinese followed a modified
translation procedure i nvol vcogntiriyn revi ewo (review
Taiwanese version of translated/adapted EQ-5D) and pilot testing with lay

Chinese people (Selai and Rabin, 2003). Although the researchers of the
adaption project addressed their concerr
beginning in their report, they failed to cover adequate discussion over this issue.

Their study recruited eight lay Chinese respondents for pilot testing and mainly

asked guestions relating to the clarity and length of the translated version of EQ-

5D, without examining the content of the descriptive system. As they reported,

the open-ended que st i ons wer e @l s | D) gleballg tlearqu e st
easy to understand, easy to answer ?0, A
c | e aSelai@nd Rabin, 2003, p.42). It shows that the researchers focused on

the translation and wording issues, instead of probing whether the questionnaire

items were complete or appropriate for measuring health. The Chinese version

of EQ-5D-5L was translated following the English version was developed (Luo et

al., 2013). Again, the development process focused on wording and labelling and

did not include tests of content validity.

A diverse range of validation studies for the EQ-5D Chinese version has been
conducted. Some of them tested psychometric properties of EQ-5D in a Chinese
general population (Wang et al., 2005; Wang et al., 2012; Xing and Ma, 2013;
Wu et al., 2016). Some examined it among various disease populations including
cancer (Gao et al., 2009), type 2 diabetes (Zhu and Shen, 2014; Wang et al.,
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2015c¢), systemic lupus erythematosus (Wang et al., 2014), hepatitis B (Jia et al.,
2014) and many more. Generally speaking, these studies focused mainly on
statistical tests, examining psychometric properties such as construct validity,
reliability, and responsiveness, while few studies have discussed conceptual
equivalence issues. Most of them drew a conclusion that EQ-5D was valid and

reliable to be applied in China, based on satisfactory statistical results produced.
1.4.3 Problems of applying EQ-5D in China

Although there is an increasing trend in adopting EQ-5D in Chinese health
research, problems come along with its application. A high ceiling effect is one of
the most notable problems when applying EQ-5D in China. In EQ-5D general
population studies, high numbers (>80%) of Chinese respondents reported that
they were in good health with no problems (Wang et al., 2005; Sun et al., 2011,
Tan et al., 2013; Wu et al., 2016). The result suggests EQ-5D may be unable to
identify differences in health levels for a significantly large number of people in
China (Sun et al., 2015). The ceiling effect of EQ-5D in China (87% in the national
population study in the year 2008) was much higher compared with European
countries like UK, Sweden, and Germany where the proportions reporting no
problem were 45%, 42%, and 66% respectively. It may be because Chinese
people are generally healthier than people living in the West, but this explanation
is contradicted by data showing poorer life expectancy, mortality or morbidity in
China. A more reasonable hypothesis is that the cultural differences between

China and the West make the European-born HRQoL measure less effective.

EQ-5D was also found to be less sensitive in detecting differences in health status
(Zhao et al., 2010; Yang et al., 2018). The relatively poorer ability to detect
differences might be because EQ-5D does not cover enough health dimensions
or does not have enough response options (Zhao et al., 2010). Additionally, its
test-retest reliability is also questioned by Chinese studies. Fang and colleagues
pointed out that it may be because many Chinese people, especially people in
rural areas, found it difficult to understand EQ-5D (Fang et al., 2016). They found
more than 30% of respondents reflected difficulties in completing the questions
of EQ-5D during a face-to-face interview. Furthermore, a pilot study on EQ-5D

translation was conducted by the author of this thesis, reporting that Chinese
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participants interpreted the five dimensions of EQ-5D differently and some

participants had difficulties in understanding some of the questions?.

Various studies examined measurement equivalence of the Chinese version of
EQ-5D, providing findings on its psychometric properties in China. However, few
studies have considered EQ-5 D6 s  ctualnequivalence in China. As it was
reported by Wang et al. (2015a), who reviewed the use of EQ-5D in Chinese
general populations, few content validity tests had been conducted. Without
knowing if EQ-5D is of conceptual equivalence in China, evidence on construct
validity, reliability and responsiveness is likely to be biased and might not be of
great value. If the five dimensions are found to be not relevant or comprehensive
to measure health in China, it can be argued that EQ-5D does not work in the
Chinese culture environment, as it may fail to ask the most appropriate and

important questions among a Chinese population in assessing health.

1 The pilot study was presented as a poster in the 2017 EuroQol Academy Meeting in
Noordwijk, the Netherlands. The poster can be found in Appendix X.
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Chapter 2 Research objectives and study design

2.1 Research objectives

In Chapter 1, the legitimacy of using EQ-5D in Chinese populations was
guestioned. Since few studies have addressed the content validity of EQ-5D in a
Chinese cultural setting, a questionwas r ai sesdEQ-5Diwdrkin Ch i
The question comprised two levels of inquiry. The first level required a direct
assessment of the descriptive system of EQ-5D: to check to what extent EQ-5D
is accepted by Chinese people in assessing their health. The second level was
considered to be more in-depth: to investigate how health is described in China
to compare the Chinese way of describing health with the EQ-5D descriptive
system. By examining the content legitimacy of the Western HRQoL measure,
cultural differences between China and the West in defining and measuring

health can be explored.

A research project was then developed and the research objectives (RO) to be

fulfilled were planned as follows:

1. To establish a conceptual framework of health that can summarise how
health is described and measured in a Chinese cultural setting (RO1);

2. To test the legitimacy of the widely used Western HRQoL measure EQ-5D
for use in China (RO2);

3. To understand subjective constructions of health in China and to identify

health dimensions that are most important in a Chinese population (RO3);

By fulfilling the three specific research objects, eventually, this research project
wanted to explore potential differences in defining and measuring health between
China and the West (RO4).

The thinking process of how the research objectives were designed is drawn in

Figure 2-1.
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Figure 2-1: The thinking process of setting the research objectives
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A series of studies were conducted to fulfil the research objectives.

2.2 Study design

First, a scoping review of Chinese-developed HRQoL measures was conducted
to summarise how health is measured in the Chinese literature. It helped to
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establish a preliminary conceptual framework of health in China (RO1). The study

is reported in Chapter 3.

Second, a series of qualitative interviews were performed to explore how lay
Chinese people understand health and to refine the preliminary conceptual
framework (RO1). The qualitative study also investigated the content validity of

the descriptive system of EQ-5D (RO2). The study is documented in Chapter 4.

The third study was a Q-methodological investigation. It provided insights into
Chinese | ay participantsd understandings
Chapter 5.

The fourth study used a multidimensional unfolding technique to identify health
dimensions that are considered to be most important (RO3). The analysis

process and results are shown in Chapter 6.

The four studies together showed how health can be defined and measured
differently in China, compared to that in the West (RO4). This is stated in the final

discussion chapter in Chapter7.

31



Chapter 3 Chinese-developed HRQoL measures: a scoping

review

3.0 Summary

This chapter documents a scoping review of Chinese-developed HRQoL
measures. The scoping review attempted to identify currently available HRQoL
measures that were developed in a Chinese cultural setting. Afterwards, a
qualitative thematic analysis was conducted to categorise and summarise the
content of those HRQoL measures. It enabled to establish a conceptual
framework summarising content that may be important in HRQoL assessment in
China. By comparing the conceptual framework with the descriptive system of a
Western-developed measure EQ-5D, potential differences between China and

the West in measuring health were preliminarily explored.

3.1 Background

3.1.1 A He a linthedhinese language
The Chinese translation for health isatwo-c har act e¥r3owo(rdd am Kan
Accordingtot he Xi nhua Dictionary, theYdr(iicarm)s

i's strong; good body. Wbl d Khhg) skecbedal

peacef ul and happy. The combined word AJ
expression of health conveys a positive meaning and can be interpreted that it is
related to both physical and mental conditions. From the physical aspect, health
is a state when the body is strong, vigorous and in a sound condition. Adding to
physical fitness, being health simultaneously requires that the mental state

should be with peace and happiness.

Health as a concept in China has different expressions and is of various
meanings. Given the awareness of its importance, a number of Chinese studies
attempted to define and describe health. The majority of the published studies

were non-empirical, theoretical studies, where scholars described their
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understandings of health by reviewing existing definitions and relevant studies or
utilising their own expertise. One of the most frequently cited definition is that of
WHO, which divides the concept of health into physical, mental and social
aspects (World Health Organization, n.d.). This definition has been widely
recognised in the Chinese academic field, where a large number of studies
introduced or referred to this definition (Xue, 1985; Li, 2008; Ke, 2010; Li and
Zhou, 2012). It has also been successfully applied to the Chinese health care
industry and has been regarded as a standard way of defining health in China
(Zhang, 1987; Zhang et al., 2015).

Despite the widespread use of the WHO health definition, its practical value has
been questioned in China. Similar to what has been criticised in the West, some
Chinese scholars argued that because the state of complete well-being is hard to
reach or sustain, the definition is not suitable to be applied in practice (Liu et al.,
2010). In their opinion, health should be defined by consideringeachin di vi dual ¢
body constitution, age and their external environment. Different standards of
being in good health should be applied to different people (Liu et al., 2010).
Comparably, some researchers presented a holistic view of health by referring to
Chinese traditional religions including Confucianism, Buddhism and Taoism, as
they described connections between holism and these Chinese traditional
religions (Zhang et al., 2015). These studies offered new insights into the concept
of health in China; however, their discussions were purely theoretical with no

empirical evidence supporting their arguments.

Chinese papers on the concept of health are predominantly theoretical and rarely
collect data with members of the general population. One study applied self-
designed surveys to probe Chinese people® understandings of health and found
that different age groups and gender groups held significantly different prime
concerns for health (Huang et al., 2011). Another study used qualitative
techniques to explore the understandings of health among Chinese people
(Wang, 2001). The author presented the multidimensionality of health as a
concept; meanwhile, he also highlighted the influence of Chinese culture in
structuring peopl Apéarsfronvthesevtaio studies, Hegvanltheh .

literature has empirically surveyed the understandings of health among the
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Chinese general population. The limited number of empirical studies showed the

|l ack of exploration of the meaning of fh:i
3.1.1.1 A holistic concept of health in traditional Chinese knowledge

It seems to be widely agreed that a holistic concept of health is conveyed by
traditional Chinese knowledge (Spector, 2004; Wu and Lai, 2007; Liu et al., 2007,

Wu et al., 2007; Zhang et al., 2015). There are old sayings, such as fABal
Yin and Yango; AUnity of body and spirito
indicating such holistic view of health (Zhao et al., 2004; Zhang et al., 2015). The
expressions view a human body as an integral system and integrate an individual

with his/her external environment when depicting what health is (Spector, 2004).

Balance of Yin and Yang

Balance of Yin and Yang ( W ) has been used to describe health for over

3000 years (Wang, 2012; Ni et al., 2014; Zhang et al., 2015). The theory of Yin
and Yang was illustrated in the book Yel | ow Emperor 6s Cl as:
Medicine, which is believed to be the oldest extant written work of Chinese
medicine. In the theory, Yin and Yang are two contrary forces which can be
integrated together properly to reach a harmonious state. Yin is normally
understood as a negative force and is linked with darkness, coldness, inwardness
and decrease; while Yang is a positive force and is associated with light, heat,
outwardness and increase (Kaptchuk, 2000). The theory explains that everything
has two aspects i a Yin side and a Yang side. It views all things as parts of a
w h o | No:entitfi can ever be isolated from its relationship to other entities; no
thing can exist in and of itself. @aptchuk, 2000, p.8). For example, increases in
temperature are always followed by decreases and such regular increases and
decreases divide a day into day-time and night-time and separate a year into four

seasons.

The Yin and Yang theory presents a holistic idea in defining health, by implying
that the human body is a unified system, where all parts of a body are associated
with each other (Li, 2015). The inner body is Yin, while the surface is Yang; the
front body is Yin, whil e the back is Ya

i ntestine, bl adder and | ymph system) are
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lung, spleen and kidney) are Yang (Spector, 2004). Yin and Yang should be
balancedin onedés body to reach a harmonious
explainedinYel | ow Emperor 6s Cl asdatesthadif THentleay e
to mastering health is to regulate the yin and the yang of the body. If the yin and

yang balance is disrupted, it is like going through a year with spring but no winter,

or winter but no summer €é Only when the )

the yang gi be contained and not be overly expansive, the spirit normal and the

mind cl Wav:. é  (o)(Ni 1995, p.11).

This theory is widely applied in TCM practice (Tang et al., 2008). The idea that
Yin and Yang create each other, control each other, transform into each other
guides TCM practitioners to observe, identify, prevent and treat diseases (Zi,
2012). It is believed that an occurrence of diseases is because of an imbalance
between Yin and Yang, which brings about pathological changes and affects
oneds energy, b($pectod 2084 dhe treatmentestraaegy should
be to re-establish the equilibrium between the two forces (Torsch and Ma, 2000;
Chen, 2001; Cnossen et al., 2017). For example, fever is regarded as a Yang
condition (a body with an excess of Yang) that needs the consumption of Yin
diets or herbs to reobtain the balance between Yin and Yang (Ludman and
Newman, 1984).

Unity of body and spirit

Similarly, fithe uni &V 4 of) expressey a sensd of s pi r i

coherence by considering the physical body and the spiritual aspect of life at the

same time. It is writtenintheYe |l | ow Emper or 6s Cl asttat ¢ of
f(For) people @ (who) ate a balanced diet at regular times, arose and rested at

regular hours, avoided overstressing their bodies and minds, and refrained from
overindulgenceofallk i nds €é (they, therefore) maint
body and i n(Ni,t1898, p.§)pAccordingdo the saying, maintaining

physical fithess as well as good spirit simultaneously is a good sign. The two

elements jointly form a state of good health (Ni et al., 2014).

It I's described by Chinese scholars that

humans, including all the limb, bones, organs and muscles (Zhang et al., 2015).

35



While fibodyo is regarded as somésshpingt)h

not have a physical form (Hsu, 2000). The t'ed m( sfipi rit) here i :
concept in traditional Chinese knowledge and is difficult to find a conceptually

equivalent word in other languages (Yang, 2004).i 6 (spirit) is con

the thing that can master of all life activities, including physical and mental

activities, in the Chinese | anguage (Zi °:
there are signs of life. As it was explained by the Yellow Emper or 6 s Cl as ¢
I nternal Medi cine, AWhen there is spirit,

is gone, the con(Nilvd5@pnH49). s very graveo

0O (Spirit) i's intangi bl e aphgicacparhofd e un

person. Therefor e , i n thisschasendogepresergp idor ii thd Hingl i s

this thesis. H opniervighedVestern Liteaatuse eés défised as a

soul, a state of mind or an attitude, this English word cannot fully reflect what ™

0 defed in the Chinese language. In a broad sense, as it was covered in the

last paragraph,” (spirit)o is understood as the t
process of each individual human being (Kaptchuk, 2000). In a narrower sense,

" (spirit)o is referred tfo drheb sexltigfu ad c tm
2000), i ncluding peopl eds consciousness,
emphasising on different meanings in different contexts (Liu and Fang, 2000;

Rossi, 2007; Zi, 2012), because these things are dominated and controlled by
oned¢pirit)o. | Diagnosticsiinl ChinesetMedicinetdh ath A havi
spiritonmedasngnimd is clear, vision is bri
is glowing, the facial expression is natural, the response is quick, movement is

agil e, breat hing i s (DengamudtGuo, H84d pp.40ld)ady é 0
Therefore, apart from translating this ClI
to keep a Chinese special form of this word and use its pronunciation in Chinese
ASheno to represoenet rteierphmage, asstaiidni nd o
it as ({rang, 04, Warlg ldealth Organization, 2007; Pan, 2017).

Harmony between man and nature
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Chinese traditional knowl edge al so expl i

his/her surrounding environment as an essential aspectofi ndi vi dual sé6 d

Maintaining harmony between man and nature (3 K T ) has been an important

saying in China (Shen, 1990). Because oneds external e
associated with his/her daily activities, a balance between the individual and
external environment is crucial and an ability to adapt to changing circumstances

is required in staying health (Zhang et al., 2015).

Again, the saying reflects the concept of holism. It points out connections
between an individual and the environment he/she lives in, meanwhile, it
highlighted the influences caused by external surroundings. Each person lives in
a specific environment and is, in fact, a part of the environment. On the one hand,
people may be able to change the environment. On the other hand, if the
objective environment is less likely to be changed, it is believed that people
should be capable of adjusting to such changes to reach a harmonious state. For
example, going to bed early and getting up late in winter, while having a shorter
sleeping time in summer is a good practice in China as a common sense.
Because, from a traditional Chinese perspective, bedtime and getting-up time
should be guided by sunset and sunrise and therefore should be accordingly
changed to adapt to the seasonal vari at.
bet ween ma n a n diso adapted rby 0CMi psactitioners, whose
prescriptions of Chinese herbs are likely to be different in different geographic

locations and in different seasons (He and Sun, 2014).
3.11.2 A Chi nemec ihedltlk-related concepts

There are some concepts that are related to health and seem to be specific to
Chinese cul ture. I n t hi sspeecti erélatedhsal e
concepts that have been frequently described by Chinese scholars and been

widely used in a Chinese cultural setting are introduced.
Body Constitution

Body constitution has been closely associated with health among Chinese
populations according to several studies (Lew-Ting et al., 1998; Chan and Chien,

2013). International Classification of Diseases 11" Revision (ICD-11) defines
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fenstitutionsao as it he characteristi

functional characteristics, temperament, ability to adapt to environmental

Ccs 0]

changes, or susceptibility to various he al t h c o rfWorldt Henlths 0

Organization, 2018). This concept was introduced by the TCM theory, which
believesthati c onst i t ut irelatigely stable persena tharacferistics. It
is mostly formed by genes and largely affected by environmental factors. There
are different types of body constitution such as Gentleness type, Qi-deficiency
type and Yang-deficiency type (Wang, 2005). Because people have different
types of body constitutions, their abilities to adapt to changes in temperature and

their tendencies of having diseases tend to be various (Wang, 2005). It is thus

i mportant to know individual sd body consi
and devising treatment plans from the TCM point of view (Wang, 2005).
AConstitutiono, which Iiterally means fb

reported to be a widely accepted concept among Chinese communities in a study

conducted by Lew-Ting et al. (1998). In their study, although some people

explained fAconstituti ono definedibyl@D-Ilynosss t h e

of the participants comprehended this term literally asithequ al i t'y of
used words such as Afgoodo, Afexcell entd and

constitution. The study also reported significant associations between the self-
reported constitution and self-reported health: participants who believed they
were with good constitution also gave relatively high self-rated scores. The

findings showed that theterm ibody <constitutiono was we

Chinese participants and might be a useful indicator for self-rated health among

Chinese lay people.
ASwhbeal t ho

As health carries completely positive meaning in the Chinese language, the
p hr as eheditsou B ) was raised in the 1990s to expand the meaning of
health, because some scholars argued that there should be a state between
being in (good) health and not being in (good) health (Wang, 2002). Sub-health
can be understood as a state between being in good health and having diseases.
It can be illustrated as a condition where a person does not show any negative

clinical indicators in a physical examination but still experiences different kinds of
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Asthleal t ho s(@ruad etaime®04; Jiang, 2010), including physical
symptoms such as pain, discomfort, fatigue as well as mental features like
negative mood, poor memory and the lack of concentration (Yan et al., 2009; Liu
et al., 2004). The word gains its popularity in Chinese society. It is mentioned by
ordinary Chinese people in their daily life and has been consistently discussed
and analysed in health research in China (Yuan et al.,, 2004). This may be
because it describes a health state that is believed to be prevalent among
Chinese populations (Yan et al., 2009). It seems to strike a chord among Chinese
communities wherefi s thkeal t ho i s aogymenehknomenonb e a

i'Yangs he n gkeepitgHBehaviotirs)

1]

Y an gs h eln:ddevel¢ping) health-keeping behaviours) is another term

t hat i s closely l i nked wi t h t he concep
emphasises the importance of good lifestyle behaviours. It conveys the idea that

good behaviours are associated with figoo
defined in the previous literature that health is a reward for good behaviours

(Spector, 2004).

There are various so-cal | ed fAhealth proverbso in t
actually advising howto fi Y a n g s fdevalap dealth-keeping behaviours). The
book One Hundred Health Proverbs describes that there are four cornerstones

for health: balanced mentalty (W Br oad r oom, broad | and, no

mi n AKX s K1 j b OK)), appropriate diets (f Have a &ax&fubr e a

l unch, and a EWiBseaPdi iAR4dgr)pa noderate amount of
exercise(M 100 steps after meaISTBQQ?ye'aos ol d
)), and good habits in daily life (f Eat wel | , sl eep welPIB, you

Bt 1 j a)) (Zhang et al., 2005), which are all f@AYang:

Similarly, Health Proverbs summarises seven categor-keesepiorg o
strategies: scientific diets, food therapies, moderate exercise, body care, mental
health, attention to hygiene, and disease treatment (Li, 2006). Wisdom of Health

Maintenance Handed Down from Generation to Generation divides the proverbs
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into five types: picking food, learning diets, building body fitness, having regular
daily life and maintaining peaceful mood (Huang, 2009). A study of the familiarity
of the Chinese proverbs for Chinese lay people summarised that there were
generally six categories of the traditional sayings about health that were widely
known by ordinary Chinese residents: moral and attitude; diet and lifestyle
behaviours; prevention of diseases and exercise; adapt to the environment; food
as medicine (Su, 2015). Itis clear that balanced diets, exercises, regular lifestyles
and a good mental state are consistently referred to be good practice in staying
in good health, according to the Chinese health proverbs.

These proverbs are with rich content and show substantial attention is paid to

i h e &kletehp inhg Ghinese cultural setting (Su, 2015). Proverbs are likely to

be known by Chinese people generation after generation. They are the cultural

products that can influence peopl e 6s ways of t hi tolsomeg an
extent (Li, 1993). Additionally, A Y a n g s hisebelewed to be a universal
phenomenon in China at the moment according to some researchers (Si et al.,

2013; Sun, 2016). The popul ar i tamong Chinés¥ populpohse n g 0
alsorevealst hat there is a common understandin

oneds health.
3.1.2 Chinese-developed HRQoL measures

As discussed in Chapter 1, most of the commonly used HRQoL measures were
developed in Europe or North America (Guillemin et al., 1993). Health is likely to
be defined differently in different cultural settings (Quah, 2009; Levesque et al.,
2013). Section 3.1.1 has presented how health is defined differently in a Chinese
cultural setting, while previous studies have shown that Chinese people have
different views about health compared to Westerners (Prior et al., 2000; Liu et al.,
2005; Chen et al., 2009; Xiang et al., 2010). Therefore, the conceptual

equivalence of those Western HRQoL measures in China is highly doubtful.

With Chinese characteristic concepts of health being recognised as well as the
legitimacy of applying Western-developed HRQoL measures in China being
guestioned by empirical findings, generic HRQoL measures reflecting specific
Chinese cultural background were developed, with the aim of better-examining

health status among Chinese people (Liu et al., 2007). Finding out how health is
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conceptualised in such HRQoL measures would help to identify those potentially
important attributes (named as health dimensions in this thesis) that can be used

in subjective health assessment in China.

There have been a few studies reviewing HRQoL measures that were developed
in China. Liu and colleagues undertook a literature search on HRQoL measures
but narrowly focused on those measures developed from a Traditional Chinese
Medicine (TCM) perspective (Liu et al., 2013). Similarly, Yu and colleagues
systematically reviewed Chinese HRQoL measures and evaluated the quality of
them, but also with special attention to TCM HRQoL measures (Yu et al., 2015).
Several studies reviewed HRQoL measures that were applied in Chinese
populations, but most of them focused on reviewing studies that applied Western
HRQoL measures, such as EQ-5D and SF-6D (Wang et al., 2015a; Zhou et al.,
2016a; Zhou et al., 2016b). Since few studies have comprehensively reviewed
HRQoL measures developed for Chinese populations, a review study was

conducted with the following research objectives.

3.2 Research objectives

There were three main objectives of this review:

1. To identify currently available HRQoL measures that were developed in a
Chinese cultural setting and to summarise health dimensions that were
covered by those measures;

2. To establish a conceptual framework of health in a Chinese cultural

context.

3. To identify differences between China and the West in measuring health
by comparing the conceptual framework with the descriptive system of a

Western-developed measure EQ-5D.

3.3 Methods

A scoping review was designed for this study. Scoping reviews commonly refer
to those studies that summarise existing literature aiming to present the breadth

and depth of a research area (Levac et al., 2010; Arksey and O'Malley, 2005).
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Research questions of scoping reviews are usually exploratory, ai mi n @
key concepts, available types of evidence and research gaps in a defined topic
(Colquhoun et al., 2014). The review process is equally rigorous and transparent
compared to the methodology of systematic reviews (Pham et al., 2014; Munn et
al., 2018; Peters et al., 2015).

Instead of choosing other types of reviewing methods, such as a systematic
review or a traditional literature review, this study undertook a scoping review, for
the following reasons. First, a scoping review study is appropriate in investigating
in a broad research area to collect key concepts and different types of evidence
available (Arksey and O'Malley, 2005). Because this current study aimed to
identify those generic HRQoL measures for the Chinese general population and
to summarise the content of those measures, the research topic was considered
to be relatively broad. A scoping review was therefore thought to be more suitable
compared to a systematic review whose research question is often with a
narrowly-defined focus. Secondly, because a scoping review study usually aims
to present a descriptive overview of the topic being investigated, quality
assessment for included studies, which is normally required in a systematic
review, is not generally conducted in a scoping review (Colquhoun et al., 2014;
Grant and Booth, 2009; Munn et al., 2018). This was in line with the aim of this
review because it focused on the content of those HRQoL measures and wanted
to investigate how health could be defined and described, from a variety of
resources. Additionally, similar to the methodological framework of a systematic
review, a scoping review study is required to adopt systematic searching,
selecting and synthesizing techniques to summarise research findings in a
defined topic (Peters et al., 2015; Munn et al., 2018). It would be beneficial to
follow such methodological framework to retrieve and summarise those Chinese-

developed HRQoL measures in a robust and systematic manner.

Guidelines of a scoping review study
the review process. Their methodological framework involves several stages: 1)
identifying the research objectives (Section 3.2); 2) identifying relevant studies;
3) study selection; 4) charting the data; 5) collating, summarising and reporting
the results (Arksey and O'Malley, 2005). The whole process is explained in detail

in the following section.
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3.3.1 Identifying relevant studies and study selection
3.3.1.1 Criteria for inclusion and exclusion

To be included in this review, first, studies had to report HRQoL measures that
were developed in a Chinese cultural setting with the aim of assessing health for
Chinese ethnic group. As discussed in Section 1.3.1, the distinguished natural
and social environment has cultivated Chinese cultures to become a unique
image with distinct characteristics. In this thesis, it is assumed that there is a
cultural environment where the Chinese ethnic group lives in. This scoping review
only focused on those HRQoL measures that were developed and used in a
Chinese cultural context. Second, studies had to report generic HRQoL
measures. In contrast to specific measures, which are designed for a particular
disease, a particular age group or a particular type of people (McDowell, 2006),
generic measures are applicable in the general population. This study focused
on health dimensions that are believed to be important across Chinese

populations, therefore, only generic measures were included in this review.

Studies excluded if they: (1) reported HRQoOL measures that were originally
developed in other countries and translated into the Chinese language or (2) were

written in languages other than English or Chinese.
3.3.1.2 Methods for identifying relevant studies

Various resources were considered to access both published and unpublished
studies, including Chinese and English databases, reference lists, key journals

and experts conducting HRQoL research in China.

At the first stage, an initial search was conducted in the following databases. Two
Chinese academic journals databases CNKI (unlimited to 20172) and WANFANG
Data (unlimited to 2017) were searched for published papers in Chinese
language, while PsycINFO (1806 to 2017), Global Health (1973 to 2017), Ovid
MEDLINE (1946 to 2017), and EMBASE (1947 to 2017) were included to search
for studies published in English. A draft of searching strategies was developed

based on the research questions. Two information specialists from the Leeds

2 The Chinese databases were searched on October 23 2017. The English databases
were searched on October 5" 2017.
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Institute of Health Sciences (Rocio Rodrigues Lopez and Naila Dracup) were
consulted and helped to revise the draft before a list of keywords was applied in
the databases. Examples of searching strategies (in the English language) in
Medline and (in the Chinese language) in CNKI are presented in Figure 3-1 and
3-2.

Figure 3-1: Searching strategies in CNKI

CNKI search:

(TI=( '+ P +40)+ 1 and(AB= + +

"+'3 ')and(AB:'L'*(' +O+( ')*'L'+' +! '+ '+'No '+
ko + i )

Figure 3-2: Searching strategies in Medline

Medline search:

1. (survey* or questionna* or instrument* or tool*). ti,kw.

2. ((China* or Chinese or mandarin* or Cantonese* or macau* or macao* or
Beijing* or "Hong Kong*" or Tibet*) and (validat* or form* or develop* or devis*
or design* or construct* or establish* or produc* or set* or build* or creat* or
evaluat*)).ti,kw.

.land 2

. Medicine, Chinese Traditional/ or exp China/

. exp *'Surveys and Questionnaires"/

. exp *Psychological Tests/

. exp *Health Status Indicators/

. exp *"patient-reported outcome measure"/

.5o0or6or7or8

10. exp *health status/

© 00 N O O b~ W

11. exp *quality of life/

12. (hgol or h gol or hrgol or hr gol).tw.

13. Ahealth related quality of | if g
14.10o0r11lor 12 o0r 13

15. 4 and 9 and 14

16. 3 or 15
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After searching the databases, citations along with the abstracts were imported
in the EndNote reference management software. Duplications were removed
from the EndNote Library. Titles and abstracts were screened to identify studies
that were of the research interest. Full texts of those studies that might be relevant
to the research question were then downloaded for further assessment.

Next, backward and forward reference searching was conducted to broaden the
scope. Reference lists of all identified reports and articles were scanned
(backward reference searching). Bibliographies of systematic reviews or
traditional literature reviews that were found were also checked to identify
undiscovered papers. Meanwhile, papers that cited an identified

report/article/review study were examined as well (forward reference searching).

A hand searching was conducted in six Chinese key relevant medical journals
from the year 1990 to the year 2017. The journals included the National Medical
Journal of China, Chinese Journal of Preventive Medicine, Chinese Health
Economics, Chinese Journal of Behavioural Medical Science, Chinese Journal of
Integrative Medicine and Chinese Journal of Health Management. Google
Scholar was used to search for additional papers.

Experts who had experience in conducting HRQoL research in China were
contacted via emails to enquire if they noticed relevant works, especially for those
works that were not published. Professor Cindy Lam, an expert in HRQoL
assessments and cross-cultural validation studies among Chinese populations
and Dr Changhe Yu, an expert who reviewed HRQoL measures in the field of

TCM, responded and offered suggestions on paper searching.
3.3.2 Charting the data

Eligible studies that satisfied inclusion criteria were placed for data extraction. A
data charting form was designed to extract key information for each study. The
form recorded the following information: name of the HRQoL measure (Chinese
name and/or English name, if applicable), author(s), year of publication, aims of
developing such measure, study location, study population, development

method, health domains/dimensions and the number of questions.
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3.3.3 Analysis and synthesis

A thematic analysis (Braun and Clarke, 2006) was undertaken both deductively
and inductively to attain a condensed and broad description of the identified
HRQoL measures. Deductively, a predefined conceptual framework (the Wilson-
Clearly model) was used to categorise each question in the HRQoL measures.
Such a conceptual framework can provide clarity and focus along the analysis
process (Miles and Huberman, 1994). Inductively, when items could not be
assigned in the predefined framework, new concepts or categories were

generated.

More specifically, each i g u e st i o na(aniindigidual guestion that was
included in HRQoL measures) was categorised into a conceptual framework (the
Wilson-Cleary model) to facilitate the analysis. A conceptual framework normally
assists to depict a phenomenon by presenting descriptive categories and
describing interrelationships among them (Walker and Avant, 2005). Within a
conceptual framework, key constructs, main factors and principal variables of that
phenomenon are explained, either in a graphical way or with a narrative form
(Miles and Huberman, 1994). In this study, the Wilson-Cleary model (see Figure
1-2) was acted as an initial conceptual framework to summarise the content of
the identified HRQoL measures. Items from the measures were classified into the
main domains of the Wilson-Cl ear vy model , i ncl udi
Apsychol ogical symptomo, Aphysical f
f unct isedan,theibcantent. For those items that could not fit in those

categories, they were placed separat

There were several reasons for choosing the Wilson-Cleary model as an initial
classification scheme in this study. As mentioned in Chapter 1, the Wilson-Cleary
model is the most commonly cited HRQoL model (Bakas et al., 2012; Ferrans et
al., 2005; Mark, 2016). The model connects typical variables that are included in
HRQoL measures and presents causal relationships between various health
concepts (Wilson and Cleary, 1995). Its practicality in classifying the content of
HRQoL measures (Valderas and Alonso, 2008) and its applicability for use in
describing HRQoL in the context of a general population (Orfila et al., 2006) were

supported by previous literature.

46

-}

ng
unct.i



Some may argue that the suitability of using the Wilson-Cleary model, which is a
AWestern amalgeChinese-deweloped HRQoL measures. One reason
for choosing this Western model was that because the concept of HRQoL was
originally raised and developed in the West before it was introduced to China in
the 1990s (Kaplan and Bush, 1982; Liu et al., 2013), it was assumed that a widely-
recognised Western HRQoL model was eligible in providing an initial structure for
the Chinese conceptualisation of HRQoL, given no well-established and widely-
recognised Chinese-based conceptual framework was found in the literature.
This assumption was supported by a review study reporting that Chinese TCM
and non-Chinese-developed HRQoL measures (SF-36 and WHOQOL-100)
shared comparable measuring frames (Yu et al.,, 2016). Around half of the
guestionnaire items from TCM measures were found to be comparable to those
included in Western measures. This suggested that a Western conceptual model
of HRQoL was able to provide an initial structure to categorise many of the
questionnaire items from Chinese-developed HRQoL measures. It was also
considered that because a commonly used HRQoL conceptual model contained
common language that could be better understood and shared across studies
(Bakas et al., 2012), applying the Western model in this review can be beneficial.
Meanwhile, the Wilson-Cleary model was used as an initial classification scheme,
allowing newly discovered health concepts to be added. Main differences and
similarities between China and the West in structuring HRQoL can be
straightforwardly presented, by comparing the content of Chinese HRQoL

measures with this Western model.

Other models, such as International Classification of Functioning, Disability and
Health (ICF) model and Patient-Reported Outcomes Measurement Information
System (PROMIS) model, were also applicable conceptual framework (Cieza and
Stucki, 2005; Carlozzi et al., 2015) but were not chosen for data synthesis in this
scoping review. The ICF coding system focuses on functioning and disability
(World Health Organization, 2001), which is merely one part of the HRQoL
concept, therefore its classification scheme was considered to be less adequate
when compared with that in the Wilson-Cleary model. The PROMIS model
divides the concept of health into three domains: physical, mental and social, then
further breaks these domains down into physical function, physical symptoms,
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emotional distress, cognitive function and social function (Cella et al., 2010).
Although the main categories of PROMIS are similar to that in the Wilson-Cleary
model, the PROMIS model does not show causal relations among health
concepts, while the Wilson-Cleary model does. Additionally, since the Wilson-
Cleary model clusters symptom status and functional status separately, it was
considered to be potentially more beneficial in observing characteristics of the
identified HRQoL measures. It helped to recognise that some measures paid
more attention to individual 6s percepti ol
on peopleds function@ghealhdi | i ti es when as:

After each item from the identified HRQoL measures was classified in a
corresponding health domain within the classification scheme of the Wilson-
Cleary model, through careful coding, classification and comparison, items in
each domain were further classified into smaller groups. Similar health items were
grouped together to generate a health dimension, which was labelled based on
the content of the items that were clustered together. For example, some HRQoL
measures asked the qualityofs | eep (fADo you sl eep well ?¢
length of sleep, some asked the difficulty of being asleep and some examined
the condition of insomnia. These questionnaire items were all about sleep and
were <classified i n the sounbod ommadar of hefipoc
Afunctiono before they were grouped toge
|l abell ed as ARSI eepo. | f one questionnai
concepts, then the item was split and coded as separate health dimensions. For
example,din the last month) Do you have painor di scomf or3bWwaé f r or

codedas t wo health di mensiomnm.s fApaind and Ad

Once the health dimensions had been specified, relationships among them were
investigated. The content of the Chinese-developed HRQoL measures was also
compared to analyse the similarities and differences among them. Accordingly, a
Chinese conceptual framework of health, including attributes that could be used
in subjective health assessment, from the identified HRQoL measures, was

developed. The developed conceptual framework of health was compared with

3 This finding is discussed later in this chapter.
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the descriptive system of EQ-5D, as a preliminary attempt to explore differences

in health conceptualisation between China and the West.

The analysis was conducted in the NVivo 10 software.

3.4 Results

3.4.1 The identified HRQoL measures

As Figure 3-3 presents, after removing duplications, titles and abstracts of 4040
records were screened to check if the studies were relevant to the research
question. A number of 34 studies were recognised and their full texts were
obtained for eligibility assessment, after which 9 papers were qualified in line with
the inclusion criteria. With the reference mining, hand-searching, website-
searching and experts contacting, a total number of 12 generic Chinese-
developed HRQoL measures were identified and included for data extraction.

The information of the included HRQoL measures is charted in Table 3-1.
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Duplicate articles excluded (n=495)

Records excluded after screening
tittes and abstracts (n = 4006)

Full-text articles excluded (n = 25)
with reasons:

Measures that are not generic, used for sub-
health or chronic diseases (n=7)

Same measures in different studies (n=9)
Papers published in two languages (n=5)
Papers translating foreign measures (n=2)

Duplicate papers in Chinese databases
(n=2)

Figure 3-3: Flow chart for the reviewing process
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Table 3-1: Chinese-developed generic HRQoL measures

sleep)

Chinese/English name Authors, | Research aims as defined in the Development Ponulation & location Main structure as defined in No. of Source
abbreviation year paper methods e paper items
bbreviat thod P th t
T 3 i . .
. . AfTo devel op a . . . . Organ function; physical
measure Chinese p e o e . . symptoms; mental status; relations
Chinese Psychosomatic (Zlhalg%gt Chi D ol L(ljteraturtte review Experts frorgrir?]aprovmces in | ot 134 CNKI
H((egIFt)réaga)lle al., ) psychosomatic and expert opinions with others; habits
. ATo evaluate tH Literature review,
. (Li et al., . . expert opinions and | 430 people in Hunan province for | Physical function; mental function; Hand-
Quality of Life Inventory 1995) among general populations in interviews with a pilot study social function; material life 99 search
(QoLl) communi ties i residents
a (Fielding Literature review Pain: Disanity: Svess: Amety.
Current Perceived Health and Li ATo measur e cur| andinterviews with Participants in Guangzhou and ‘é onfi dZﬁce'%isasscS)fntmerelty ' 42 Ref
Questionnaire-42 1997) heal tho outpatients and Hong Kong Depression; Satisfaction; Worry;
(CPH42) Inpatients Social isolation; Activity
x fiDue to the s
a background, China needs to P Experts from various locations;
Self-rated Health (Xu et al., develo sélf-rated health Literature review 500 Chinese (Haikou/Guangzhou) Physical, mental and social 48 Wanfan
Measurement Scale 2000) velop . and expert opinions | for preselection; 200 Chinese for aspects g
guestionnaires that are suitable validation
(SRHMS) for the Chinesg
- . . ~ . . General health and QoL; physical
IGeneral Qufa“téi?'f s (Wu et snui-{agle fc()jr tehg Cehilneosep enaeralQ Literature review Residen(t:shilr?eBS;'?nChglc?rLSrﬁunitieS' function; seif-care; mental health; 35 Wanfan
nstrumtla:netoglre Inese al., 2005) populationd g and expert opinions A validation sjtugy in Beijing ' social function; environment; g
change in QoL
(QOL35)
Health experts in Beijing,
T . AiTo devel op a ( . . Yinchuan, Chengdu, Guangzhou,
Chinese QoL Instrument l(L;JO%g reflecting Chinese culture and L(ljteraturf review Zhengzhou and more; Shape, spirit and mood 50 Wanfang
(CHQOL) al, ) TCM knowl edg and expert opinions Participants in Guangdong and
Ningxia for pilot tests
x ) ) Three domains: physical function
Tva (Wu et iTo develop a InterVI_eWS with ' E_xpert.s frqm Guangdong ' under ngtural environment, spirit
Health Scale of TCM al., 2007) based upon TCN professionals and institutes; Chinese residents in and social environment plus two 88 CNKI
K p non-professionals Guangdong additional items (appetite and
(HSTCM) p




[AS]

Chinese/English name Authors, | Research aims as defined in the Development . . Main structure as defined in No. of
I Population & location . Source
(abbreviation) year paper methods the paper items
T1Y PRO fiTo develop a Expert group and Residents in Zhenazhou Spirit and physical function; adapt
Chinese PRO Instrument (Li, 2007) | that can be used for the curative interviews with Guangzhou Panyung Zhuhai to the environment; emotions; 61 CNKI
(CHPRO) effect apprais patients ' ' social health
To develop the health status
TVA ) scale of T_CM, and to promote Health experts in Beijing,
Health Status Scale of (Liu et the domestl_c scale_research and Literature review Yinchuan, Chengdu, Guangzhou, Energy; pain: diet; sedes: urine;
Traditional Chi Medici L 2008 enlarge international scale d + opini Zhengzhou and more; sleen: emotion: body constitution 30 Wanfang
" scope based on the background Participants in Guangdong an ' '
raditional Chinese Medicine | a ) and expert opinions L inG d d p y
p 9
(TCMHSS) of the Chinese culture and the Ningxia for pilot tests
theory of TCM
. ATo devel op a
a ’ 4 ' questionnaire in line with health . . Scholars for item generation; Sleep; pain; anxiety; depression;
Health Status Questionnaire a(lT'azgoe;) management demands for akgirftlérrfée}/r'ﬂegﬁs 2866 individuals in Beijing for a stress; fatigue; habits; social 88 Wanfang
(HSQ) N different physical examination pertop validation study adaption
receiverso
M A { 7 - . i i
T T (Wanget | ATo devel eepaluaingh Literature review, ) . . . .
-50) . . expert opinions and | Chinese CM practitioners, Chinese Physical feelings; mental
. . al., 2011; scale from a Chinese ) ; , o~ IS > ]
Self-rated Questionnaire of Zhang et erspective and reflecting CM interviews with participants from Guangzhou, conditions; adaptability to nature; 50 Ref
Health Status in Traditional | 2317) P E oncept i 0?1 of resident_s + foz_:us Chengdu, Beijing and Nanjing adaptability to the society
Chinese Medicine (TCM50) " group discussion
TV Heart system; spleen and stomach
. . = . . Experts from Shandong, Jilin, system; lung; urine and stool;
Questionnaire Based on (Zhou et fiTo detect heal| .Literaturereview o I ! ) ) .
TCM for Detecting Health al., 2015) community of T{ and expert opinions Tianjin and Shanghai; pilot study endocrine and metabolic system; 49 Medline

Status (TCMQ)

with 303 participants in Tianjin

liver system; head; body; kidney;
skin




3.4.2 The content of the Chinese-developed HRQoL measures

Among the twelve generic Chinese-developed HRQoL measures, most of the
measures were developed by consulting with Chinese experts including clinicians
and researchers. Several studies involved interviews with Chinese lay people in

designing their measures. WithChi nese heal th expertsoé as

peoplebs opinions obtained, it can

developed in a Chinese cultural context.

Health dimensions that were identified from the twelve HRQoL measures are
summarised in Table 3-2. Inthet ab | e, Alo r e plRQolsmeadurs
(in this column) includes the health dimension (in this row). Within each health
domain, health dimensions were sorted by frequency of occurrence in
descending order.

Among the twelve measures, six of them were developed based on Traditional
Chinese Medicine (TCM) knowledge. Because TCM and non-TCM health HRQoL
measures seemed to select health dimensions differently, they were divided into
two groups (in Table 3-2, the first six are TCM measures, the other six are non-

TCM), in order to present such differences more explicitly.
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Table 3-2: Summarised health dimensions

Name of the included measures Amount
CHPRO | CHQOL | HSTCM | TCM50 | TCMHSS | TCMQ | CPH42 | CPSHS | HSQ | QOL35 | QOLI | SRHMS | Total TCM .'I\.lgr,\]/l
Symptom status
Physical symptoms#

Discomfort 1 1 1 1 1 1 1 1 1 1 10 5 5
Appetite 1 1 1 1 1 1 1 1 1 10 5 5
Fatigue 1 1 1 1 1 1 1 1 9 5 4

Pain 1 1 1 1 1 1 1 1 1 9 3 6

Energy 1 1 1 1 1 1 1 1 8 5 3

Complexion 1 1 1 4 4 0

Appearance 1 1 1 3 1 2

Spirit 1 1 2 1 1
Psychological symptoms

Worry/anxiety 1 1 1 1 1 1 1 1 1 1 1 12 6 6

Depression 1 1 1 1 1 1 1 1 1 10 4 6

Happiness 1 1 1 1 1 1 1 8 4 4
Stress 1 1 1 1 1 1 1 1 8 2 6

Fear 1 1 1 1 1 6 4 2
Anger 1 1 1 1 1 6 4 2
Emotional stability 1 1 1 1 1 6 3 3

Confidence 1 1 1 1 1 1 6 1 5

4There were some TCM health items that were classified as thByonerBer

14°]

too specific compared to other health dimensions. Examples are urination, stool, sweat, skin and mouth feelings.
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Non-

CHPRO | CHQOL | HSTCM | TCM50 | TCMHSS | TCMQ | CPH42 | CPSHS | HSQ | QOL35 | QOLI | SRHMS | Total TCM TCM
Loneliness 1 1 1 1 1 5 1 4
Satisfaction 1 1 1 1 4 1 3
Sense of security 1 1 1 3 2 1
Optimism 1 1 1 3 1 2
Functional status
Physical function
Sleep 1 1 1 1 1 1 1 1 1 1 1 1 12 6 6
Usual activities 1 1 1 1 1 1 6 2 4
Communication 1 1 1 1 1 5 4 1
Organ function 1 1 1 1 4 1 3
Mobility 1 1 1 1 4 0 4
Self-care 1 1 1 1 4 0 4
Sexual function 1 1 1 3 0 3
Depending on medicine 1 1 2 0 2
Psychological function
Memory 1 1 1 1 1 1 1 1 8 5 3
Concentration 1 1 1 1 1 1 1 1 8 4 4
Thinking 1 1 1 1 1 1 6 3 3
Reaction 1 1 1 3 2 1
Decision-making 1 1 1 3 1 2
Social and role function
Social relation 1 1 1 1 1 1 1 7 2 5
Social support 1 1 1 1 1 5 1 4
Social adaption 1 1 1 1 4 0 4
Social contact 1 1 1 3 1 2
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CHPRO

CHQOL

HSTCM

TCMS50

TCMHSS

TCMQ

CPH42

CPSHS

HSQ

QOL35

QOLI

SRHMS

Total

TCM

Non-

TCM
Morality 1 1 0 1
General health perceptions & QOL
General health perceptions
Overall health rating 1 1 1 1 4 1 3
Overall QoL 1 1 1 3 1 2
Other
Other
Weather adaption 1 1 1 1 1 5 5 0
Economic status 1 1 1 3 1 2
Living environment 1 1 1 3 0 3
Susceptibility 1 1 2 2 0
Lifestyle 1 1 2 0 2
Family history 1 1 0 1

9%



3.4.2.1 Symptom status

Table 3-3: Health dimensions in the symptom domain

Health dimension

Item examples

HRQoL measures

Physical symptoms

Discomfort feelings in the chest, throat itching,

CHPRO, HSTCM, TCM50,

Discomfort cen. diazinoss TCMHSS, TCMQ, CPH42, QOL35,
’ CPSHS, QOLI, SRHMS
. . - . CHPRO, CHQOL, HSTCM, TCM50,
Appetite The desire ct’;;av}g%gogﬂ'ot‘r':k'”g foodis  TCoMHSS, CPHA2, CPSHS, QOL3S,
Y: QOLI, SRHMS
. . . . CHPRO, CHQOL, TCM50,
Fatigue T'red”‘izz’ 3251‘2)(;%?“2%2%%;2?: feeling, TCMHSS, TCMQ, CPH42, HSQ,
9 9, sieepy 9 QOL35, SRHMS
HSTCM, TCMHSS, TCMQ, CPH42,
Pain Painful feelings CPSHS, HSQ, QOL35, QOLlI,
SRHMS
Ener Body and | i mbsd str engCHPRO,CHQOL,CPSHS, HSTCM,
9y walk lightly or not TCMS50, TCMHSS, CPH42, QOLI
Complexion The colour of face, the colour of lips CHPRO, CHQOL, TCM50, TCMQ
Appearance External outlook, bci)r?]);zzape (obesity), body CPSHS, HSTCM, QOLI
Spirit Spirit (i O TCMHSS, CPSHS

*Other physical signs

Stool and urine, mouth feelings (sticky,
greasy, dswgafing, hoasevoite

CHPRO, HSTCM, TCM50,
TCMHSS, TCMQ, CPSHS

Psychological symptoms (emotional symptoms)

Anxious feelings, worrying things, feeling

CHPRO, CHQOL, HSTCM, TCM50,

Worry/anxiety uneasv. feelina troubled TCMHSS, TCMQ, CPH42, CPSHS,
Y g HSQ, QOL35, QOLI, SRHMS
Depression Depressed feelings, feeling sad, hopelessness, TCI\c/l:HHSPSR%F?HHgOé’P;E:\SASEfSQ
P helplessness, feeling unhappy, wanting to cry ' ' : '
QOL35, QOLI, SRHMS
Happiness Delighted feelings, happiness in life Cl_éiﬁ?lzcggg_s %SJLCII\QFISMSO
Stress Emotional strain, feeling nervous, under CHPRO, HSTCM, CPH42, CPSHS,
pressure HSQ, QOL35, QOLI, SRHMS
Fear Being afraid, fear without causes, getting CHPRO, CHQOL, HSTCM, TCM50,
scared easily, feeling terrified CPSHS, SRHMS
Anger Annoyed feeling, being angry easily, CHPRO, CHQOL, TCM50,

controlling temper

TCMHSS, CPSHS, QOLI

Emotional stability

Ability to stay calm mentally, feeling

CHPRO, CHQOL, HSTCM, CPH42,

peace/relaxed, surprised easily/frequently CPSHS, QOLI
Confidence Feeling confident, self-confidence, confidence  HSTCM, CPH42, CPSHS, QOL35,
towards future QOLI, SRHMS
Loneliness Feeling lonely CHPRO, CPH42, QOL35, QOLI,
SRHMS
Satisfaction Feeling satisfied HSTCM, CPH42, QOLI, SRHMS
Sense of security Feeling safe/unsafe CHPRO, CHQOL, CPH42
Optimism Feeling optimistic/positive HSTCM, QOLI, SRHMS

Symptom domain consisted of two sub-domains: physical symptoms and

psychological symptoms. All of the twelve identified HRQoL measures selected

guestionnaire items from both the two sub-domains.
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Physical symptoms

Under the subdomain of physical symptom, eight health dimensions were
identified. The majority of the HRQoL measures, both TCM ones and non-TCM
ones, covered health dimensions about discomfort, fatigue, energy, pain and
appetite. Ten out of twelve measures contained questions relating to physically
uncomfortable feelings. Some asked specific types of discomfort, such as
dizziness and nausea; some assessed discomfort symptoms in specific body
parts like throat and chest, while some inquired whether respondents felt a feeling
of discomfort in general. Ten of the identified measures included questions
relating to onebds eating condition,

of food taken were assessed. These items were identified as a health dimension

wher e

| abell ed fAappetiteo. Pain was included i

general (pain in general) or specific questionnaire items (pain in specific body
parts) were selected. Energy was mentioned in 8 measures and fatigue was
covered by 9 measures. Although it may be argued that these two terms are
antonyms and could be classified in one category, they were separated as two
independent health dimensions in this study. Because being energetic meant
more than just being without fatigue and being without energy did not necessarily
mean someone was with a sympftaotm goufe of

considered as separate health dimensions.

Some health dimensions were mainly included in TCM HRQoL measures and
seemed to be closely related to TCM knowledge, including complexion and spirit.

Complexion was assessed in four TCM measures and represented those

ast hi ogu

guestionnaire itenosl oaubroudr olnieP scpfilacietr 0 T

Chi nese pha was éncluded in two HRQoL measures. Both the two

HRQoL measures included fispirito without

phrase was defined. The concept of @s$ectioni3tl.d.2.was it

can be understood as a personbd6s overal/l

thoughts and/or vitality, emphasising on different meanings in different contexts
(Liu and Fang, 2000; Rossi, 2007; Zi, 2012). Most of the TCM measures also
included specific body signs such as urine/stool, mouth feelings, skin problems,

sweat and voice to evaluate health status. These dedicated TCM items seemed
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to be principally used in TCM diagnosis and were too specific compared to other
identified health dimensions. Therefore, they were not generated as health

dimensions.
Psychological symptoms

Twelve health dimensions were identified under the subdomain of psychological
symptom. Negative psychological feelings were addressed in Chinese-developed
HRQoL measures. Worry/anxiety was mentioned by every identified measure,
while depression and stress were also assessed by the majority of the identified
HRQoL measures. Several measures comprised questionnaire items asking fear,

anger and loneliness.

On the other hand, positive psychological feelings were also assessed. Eight
HRQoL measures included questionnaire items about happiness. Six measures
addressed emotional stability, asking whether respondents felt calm or assessing
their ability to stay calm. Confidence and satisfaction were two positive health
di mensions relating to oneds mi-doghainahd we
psychological symptom. They were covered by six and four HRQoL measures,

respectively.
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Table 3-4: Health dimensions in the function domain

Health dimension Iltem examples

HRQOL measures

Physical function

Insomnia, sleep quality, dream disturbed

Sleep sleep

CHPRO, CHQOL, HSTCM,
TCM50, TCMHSS, TCMQ,
CPHA42, CPSHS, HSQ, QOL35,
QOLI, SRHMS

Go shopping, housework, ride bikes, work,

Usual activities
study

CHPRO, TCM50, CPHA42,
QOL35, QOLI, SRHMS

Speak clearly, express ideas clearly,

Communication . .
communicate without problems

CHPRO, CHQOL, HSTCM,
TCM50, CPSHS

Organ function Ability to see, ability to hear

TCMQ, CPSHS, QOLI, SRHMS

Walk about, get upstairs and downstairs,

Mobility bend knees, bend waist

CPHA42, QOL35, QOLI, SRHMS

Self-care Dress oneself, bath, feed, self-care

CPH42, QOL35, QOLI, SRHMS

Sexual function Sexual function, sexual life

CPSHS, QOL35, QOLI

Depending on

- Depend on medicine or medical equipment
medicine

QOL35, QOLI

Psychological function (cognitive function)

Good memory, remember things, memory

CHPRO, CHQOL, TCM50,

Memory - - TCMHSS, TCMQ, QOL35,
deterioration QOLI, SRHMS
. . . CHPRO, CHQOL, HSTCM,
Concentration Pay attention, keep the mind on things, TCMS50, CPH42, QOL35, QOLI,
concentration
SRHMS
Thinkin Clear mind, think clearly when considering CHPRO, CHQOL, HSTCM,
9 problems, feel disordered or in confusion CPH42, QOLI, SRHMS
Reaction React to the external world, response quickly CHPRO, CHQOL, QOLI

Decision-making Make decisions

HSTCM, CPSHS, QOLI

Social function & role function

Family relations, relations with friends,

Social relation X .
relations with colleagues

CHPRO, TCM50, CPHA42,
CPSHS, QOL35, QOLI, SRHMS

Support from family and friends, give support

Social support to family and friends

CHPRO, CPH42, QOL35, QOLI,
SRHMS

Social adaption Adapt to the new life/work/study environment

CPH42, CPSHS, HSQ, SRHMS

Participate in communal activities, contact

Social contact with relatives and friends

TCM50, QOLI, SRHMS

Morality Inappropriate behaviours

CPSHS

3.4.2.2 Functional status

The domain of function status was divided into three sub-domains: physical,

mental and social/role aspects.

Questionnaire items about sleep were found in all the identified HRQoL
The t he

while some measures included questions about sleep length or insomnia

measur es. maj ority of measures

conditions. Five HRQoL measures, including four TCM measures and one non-
TCM measure, assessed respondents’ ability to speak and communicate. Apart

from fAsleepd0 and Acommunicati ono,
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under the physical function category were mainly covered by non-TCM HRQoL
measures. Questions about the ability to see/hear (jointly generated as one
health dimension: organ function), the ability to walk about (mobility) and the
ability to conduct self-care activities were rarely found in TCM measures but were
included in most of the identified non-TCM measures.

Psychological function referred to cognitive functional abilities in this thesis and
was covered by both TCM and non-TCM HRQoL measures. Five health
dimensions were identified under this sub-domain. Memory and concentration
were addressed by eight HRQoL measures. Over half of the identified measures
assessed respondentsdé ability to thi
The ability to respond quickly was assessed by three HRQoL measures, while

the ability to make decisions was included in two.

Health dimensions under social/role function were not commonly assessed by
TCM measures and they were only found in two TCM-perspective HRQoL

measures. Five non-TCM measures included questionnaire items about social

relations and four of these measuresal so eval uated peopl ed:s

AnSoci al adaptiono considered oneaods
environment and assessed a personoés

assessed in four non-TCM measures. An example of social adaption is that
SRHMS asked whether a person was able to fit into a new working or studying

environment within a limited time.
3.4.2.3 General health perceptions and overall Quality of Life

The fourth and fifth levels of the Wilson-Cleary model are the general assessment

of health and quality of life. Four identified HRQoL measures included questions

r el

ab

to evaluate respondentsd general feeldi

them were the HRQoL measures from the non-TCM perspective. While one TCM

P
C

ng

andtwonon-TCM measures covered questionnaire

overall quality of life.
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3.4.2.4 Other dimensions

Table 3-5: Other dimensions

Health dimension Item examples HRQoL measures
Weather adaption Ability to adapt to changes in seasons and CHPRO, CHQOL, HSTCM,
weather, fear of cold/hot weather TCM50, TCMHSS
Susceptibility susceptibility of catching a cold, susceptibility to HSTCM. TCMHSS
diseases
Lifestyle Drinking habits, dietary habits CPSHS, HSQ
Family history Family medical history CPSHS
Economic status* Economic problems, revenue, social welfare CHPRO, QOL35, QOLI
Living environment* Living condition, community service, noise QOL35, QOLI, SRHMS

* Concepts being excluded because they were not considered as health dimensions

A number of identified health dimensions could not be classified in the domains

of the Wilson-Cleary model. Five Chinese TCM HRQoL measures concerned
about oneds phy s ieccartain\weathel dorditions Fotegampla) d
some measures asked whether the weather
body; some measures assessed whether respondents were afraid of cold/hot.
These questionnaire items were colkegd as
seemed to assess 0n ¢obcertairavieather dondidoms. Two a d a |
HRQoL measures included questionnaire items asking whether respondents

were easy to get cold. They assessed whether respondents were susceptible to
diseases and were grouped as fi s u s ¢ e Questidns abauttlifiesdyle habits,
including drinking and dietary habits, were found in two non-TCM based
measures. One non-TCM measure included questions relating to family medical

history.

Some measures that were identified in thisstudyi ncl uded questions
economic status and living environment. As mentioned in Section 1.2.2 that the
thesis is focused on the confcepus edod HtR&ro!
this thesis, the concept of HRQoL is distinguished from the concept of QoL
(quality of Iife). HRQoL here is associ a
of their own health and is only one part of QoL. QoL is a broader concept that
incorporates all aspects of an individual's existence, while HRQoL is a subset

relating only to the health domain of that existence. More specifically, QoL covers

di mensi ons not only about i ndividual sé6 |
external environment conditions and all other aspects of an individu a | 6 Sincei f e .

the two attributes i economic status and living environment i are not about an
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i ndi vidual 6s h weael nbtlconsderadt as Bealth tirheasyons and

were excluded as being part of the conceptual framework of health in this study.
3.4.3 A preliminary conceptual framework of health

With a number of health dimensions identified from the scoping review, a Chinese
conceptual framework of health was proposed. The framework is structured with
two divisions: cause vs effect, internal vs external. The cause vs effect division
was established based on the Wilson-Cleary model. The internal vs external
division was inspired by Chinese old sayings which convey a holistic concept of
heal t h, including AUnity of bodyananadd sp

natureo. These two phrase3llwere introduc:

Figure 3-4 presents the proposed Chinese conceptual framework of health.
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Figure 3-4: Conceptual framework of health based on the Chinese-developed HRQoL measures
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3.4.3.1 Cause vs effect

In the Wilson-Cleary model, a left-to-right arrow path connects five variables,
indicating a series of approximate cause-effect relationships moving from left to
right: from biological and physiological factors to symptoms, then to functioning,
then to general health perceptions and then to the overall quality of life (Wilson
and Cleary 1995). Although the cause-effect direction is debatable, for example,
symptom status cannot fully explain variations in functioning and functioning
problems may lead to some symptoms, it is believed that the indicators on the
left could be an important determinant and predictor of indicators on the right of
the model (Wilson and Cleary, 1995).

Reviewing Chinese-developed HRQoL measures identified health dimensions
under domains of symptom, function and general perception of health.
Accordingly, the cause-effect flow (from symptom status to functional status then
to general health perception) of the Wilson-Cleary model was adopted in
developing the Chinese conceptual framework and to be presented vertically.
Health dimensions relating to symptoms were displayed at the fundamental level
at the bottom, functioning concepts were allocated at an upper level in the model

and general health perceptions were at the top.
3.4.3.2 Internal vs external

As discussed in Section 3.1.1, a holistic concept of health, which views all things
as a part of a whole in interpreting health, is conveyed by traditional Chinese
knowledge (Zhao et al., 2004; Zhang et al., 2015). It suggests an idea of paying
attention to oneds physical body and
body and spirit). It also emphasises the relationship between a person and his/her
surrounding environment as an essent.
between man and nature). This holistic concept of health was well recognised in
the identified HRQoL measures. These measures not only considered physical

health but also mentioned mental health; meanwhile, they not only assessed

al

nt

a

oneods own heal t h status but al so addr e s

environment, by introducing health dimensions such as weather adaption and
social adaption. Inspired by this, horizontally, health dimensions were divided into

three sections: psychological-relating, physical-relating and external
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environment-relating, with a sequence from internal indicators to external

dimensions.

Becauseemotionsar e i ndi vidual s6 inner feelings
are commonly not perceptible, they were placed on the left-most column.

Physical symptoms and function are more visible to others and these dimensions

were allocated in the middle. Both physical and mental health dimensions focus

on an individual personds status, whi |l e
heal th expanded health assessment i nto a
relation to external surroundings. In addition to social health dimensions, there

wer e heal t h di mensi ons referring t o 0N e
environment . Some of them assessed one
environment, while some asked oneds abil
For those health dimensions that linked a respondent to his/her outer settings,

they were placed on the right-most column.

3.4.4 Comparing the Chinese conceptual framework with the EQ-5D

descriptive system

The developed Chinese conceptual framework contained the five dimensions of
EQ-5D 5. Within the descriptive system of EQ-5D, Pain/Discomfort and
Anxiety/Depression are about physical senses or emotions, under the domain of
symptom. They were referred to in most of the identified Chinese-developed
measures. On the other hand, the other three dimensions of EQ-5D, which are
about physical functional abilities, were not included in the Chinese HRQoL

measures as frequently as Pain/Discomfort and Anxiety/Depression.

Among the Chinese-developed HRQoL measures, sleep and appetite were
included in almost all of them but are not covered in the Western HRQoL
measure, EQ-5D. Health dimensions relatingtoone 6 s s ociasWellasel at i
cognitive function were also assessed by most of the Chinese measures, while
they are not part of the descriptive system of EQ-5D. Additionally, this review

study identified some health dimensions carrying Chinese cultural features. For

5 As introduced in Chapter 1, the descriptive system of EQ-5D consists of five
dimensions: mobility, self-care, usual activities, pain/discomfort and
anxiety/depression.
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example, spirit and complexion seem to be specific to Chinese culture and are
notincludedinEQ-5D6s descri ptive system.

3.5 Discussion

Through systematically searching and selecting, twelve Chinese-developed
generic HRQoL measures were documented in this scoping review. After
synthesising the content of these HRQoL measures, a conceptual framework of

health was proposed and was compared with the descriptive system of EQ-5D.

3.5.1 Chinese-developed measures from TCM and non-TCM

perspectives

Among the identified HRQoL measures, half of them were developed combining
TCM knowledge. TCM, working alongside with Western (Morden) Medicine, has
been playing an active role in Chinese health care system and in public in China
(Hesketh and Zhu, 1997; Xu and Yang, 2009; Li et al., 2017). Because TCM has
its unique theoretical and practical perception of health, the TCM HRQoL
measures exhibited distinctive characteristics compared with those non-TCM
HRQoL measures.

TCM HRQoL measures mainly included questionnaire items about mental and

physical symptoms and covered fewer questionnaire items about physical and

social functional status. It seems that the designers of the TCM HRQoL measures

did not define health from a functional point of view. Instead, they adopted a

holistic concept of health, where oneds body is under
organism and oneds health is understood
harmony wi t h (Speator,u200d4,d212). In this holistic view of health, all

body components are believed to be connected and interacted with each other,
therefore, a small sign of the body is able to reflect his/her condition of health (Zi,

2012). In practice, typical diagnostic methods of TCM, involving inspection,

listening, smelling, as well as pulse taking, are all about examining trivial
sympt oms. For exampl e, TCM practitioners
make inquiries about patientsdé st oThd , ur

fact that symptom-relevant physical and mental signs are common factors to
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assess health from a TCM perspective may explain why these signs were
frequently covered in the TCM HRQoL measures.

Health dimensions i we at her adaptiono and fAsuscep!
included in the TCM HRQoL measures, but less likely to be included in the non-
TCM measures. These concepts addressed the ability to adapt as an indicator in
measuring health, implying that if a person who is more capable to adapt to
weather changes, he/she is less likely to catch a disease, and therefore is
supposed to be in a better health state. By including such concepts, the designers
of the HRQoL measures n o't only concerned aadihout a
condition, but also his/her relation to the external environment, or more
specifically, his/her ability to adapt to the environment. They emphasised the
importance of being adaptive to changes in environments to maintain a dynamic

harmonious state, which again reflects a holistic view of health.

On the other hand, health dimensions on physical and social functional status
appeared mainly in the non-TCM HRQoL measures. Questions about mobility,
self-care, social relation and social support were frequently referred to in the
HRQoL measures developed from a non-TCM perspective, while few TCM
HRQoL measures included such health dimensions. It shows that the designers
of those non-TCM HRQoL measures tended to define health as abilities to do
things. This is in accordance with that in the West since various Western HRQoL

measures assess health from a functional perspective (McDowell, 2006).

Despite distinct differences between Chinese-developed TCM and non-TCM
HRQoL measures, similarities were also obvious. Most of the non-TCM HRQoL
measures, such as SRHMS, CPH4 2 , QOL35 and QOLI , adop
definition of health and included questionnaire items in physical, mental and
social aspects. As for those HRQoL measures that were developed from the TCM
perspective, although most of them did not emphasise on the social health
aspect, they still included domains of mental health and physical health. It
indicates that TCM and non-TCM HRQoL measures shared a comparable
measuring frame, which includes at least the domains of mental health and

physical health.
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Several health dimensions were covered by almost all the identified measures,
no matter whether they were TCM or non-TCM theory-based. Sleep was included
in all the twelve HRQoL measures. Many traditional Chinese idioms show that
sleep is an important factor in staying in health. For example, the Chinese saying
AOne good sl eep is bettermo tehxamr esaskeésngarmpii
sl eeping well can benefit oneds headth c
highlighted in TCM theory, where it is believed that sleep can help to protect a
per son’Gasmdi Qiecst or e (Lownetad,2008; Zrou egal., 2013). The
connection between health and sleep was also frequently investigated in various
Chinese empirical studies (Wang et al., 2003; Zhao et al., 2006; Cheng et al.,
2008). These facts support the finding that sleep is agreed to be an applicable

indicator in assessing health in Chinese cultural contexts.

Besides sleep, appetite was also a favourable health dimension introduced in the

majority of the Chinese HRQoL measures. The popul arity of fe
communities has been discussed inthel i t er at ur e: AHave you
the most common greeting ways among Chinese people (Zhang, 2004; Han and

Ji,2009); t here are also numerous expressions
in the Chinese language (Han and Ji, 2009). The Chinese dining culture may be

originated from the fact that China is a traditional agricultural country with a large
population, where food production and consumption is considered as a
fundamental and principal theme by Chinese governors as well as ordinary

Chinese people (Zhao, 2003; Han and Ji, 2009). Gi ven the i mport an
plays in a Chinese cultural setting, it may explain howindi vi du al ferGoodd e s i r

was frequently assessed by those Chinese HRQoL measures.

Physical senses including discomfort, pain and fatigue were also included in most
of the identified Chinese HRQoL measures. In the Western literature, physical
symptoms are believed to be able to provide subjective information about health
and are of interest to HRQoL assessment (Wilson and Cleary, 1995). This idea
seems to be well accepted in the non-TCM Chinese-developed HRQoL

measures. On the other hand, as discussed earlier in this section, physical

6Transl ated from the WhitheseWw lGaanguage: i
7 In traditional Chinese culture, Qi can be understood as the vital energy that forms and
protects each part of any living entity.
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symptoms are emphasised by TCM knowledge and TCM practitioners depend
on symptoms to diagnose and treat patients. Therefore, health dimensions about
physical symptoms are also important in assessing health from a TCM

perspective.

Besides, there was little difference between the TCM HRQoL measures and the
non-TCM HRQoL measures in selecting health dimensions under the mental
health domain. Health dimensions such as anxiety/worry, depression and
happiness were recognised in both groups of measures. In the Chinese
| anguage, fAemotiono is classified into sc¢
to joy, anger, sadness, worry, grief, fear and fright, is a well-known Chinese
expression (Zhang and Zhang, 2010; Yang et al., 2017). According to traditional
Chinese knowledge, these emotions are believed to be closely linked with
specific organs of the body, therefore can be determinants and indicators of
health (Zhao et al., 2004; Yue et al., 2007). AsYel | ow Emperor ds (
Internal Medicine suggests, anger is associated with liver, fear and fight may
influence kidneys, joy is linked with heart, sadness and grief are with lungs
(Kaptchuk, 2000). This may be a theoretical basis for TCM HRQoL measures to
include certain emotions in assessing health. Because the health dimensions
about oneds emotions were bot FTCMERQoOgNi s e
measures, it shows that mental health is widely concerned in health

measurement in China.

Last but not least, health dimensions about the cognitive function such as
memory and concentration were also favourable across the identified Chinese
generic HRQoL measures. Although TCM measures included few health items
about physical function and social function, they comprised questionnaire items
about cognitive function. This may be r
mentioned earlier, traditional Chinese knowledge considers physical body and
spirit at the same time when describing the state of health (Ni et al., 2014). While
Aspiritroefcearr ebkde t o peopl e 6 soughts and/or vitalitys ne s s
(Liu and Fang, 2000; Rossi, 2007; Zi, 2012), cognitive function abilities such as
the ability to concentrate and ability to think clearly areregardedaspar t of fAsp

It shows that although TCM has a unique theoretical and practical perception of

70



health, TCM and non-TCM HRQoL measures possess a shared emphasis on

cognitive function in terms of measuring health.
3.5.2 A Chinese conceptual framework of health

The proposed Chinese conceptual framework of health adopted the structure of
the Wilson-Cleary model and designed its vertical division to follow a cause-effect
arrow path, linking symptom status to functional status then to general health
perception. It shows that the majority of the identified health dimensions was able
to be categorised under a Western HRQoL conceptual model i the Wilson-Cleary
model, which further indicates that Chinese and Western HRQoL measures
share a comparable measuring frame. This finding is similar to what was found
in a previous study (Yu et al., 2016), although that study only reviewed TCM

HRQoL measures.

The horizontal axis of the Chinese conceptual framework connects physical,
psychol ogi cal and social/ envir dkeieaded a l u
arrow. This design is not part of the Wilson-Cleary model and is inspired based
on the Chinese idioms Unity of body and spirit and Harmony between man and
nature (Zhao et al., 2004; Zhang et al., 2015). According to traditional Chinese
knowledge, health can be understood as reaching a harmonious state. In order
to reach a harmonious state, the connect
inner relation) as well as the relation between one person and his/her
environment (an outer relation) need to be concerned. This holistic view of health
is revealed by reviewing Chinese-developed HRQoL measures. On the one
hand, the Chinese-developed HRQoL measures paid attention to both physical
and mental health. Itimpliest hat bot h i nt e rtmanlgliybleex® sitnidn
and physically appeared health dimensions are considered to be important in
describing and measuring health. On the other hand, the Chinese-developed
measures also assessed the relations between an individual and his/her
surrounding environment. These measures assessed by what extent
weat her/ season changes affected oneds bo
to the social environment as a way to ex

wellbeing. This view of thinking about health as the ability to adapt has been
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proposed by some Western scholars (Giacaman et al., 2009; Huber et al., 2011;
Charlier et al., 2017) but seems to be rarely used in Western HRQoL measures.

3.5.3 Potential differences between China and the West in

measuring health

Several Chinese-developed HRQoL measures conveyed a holistic concept of
health. This holistic concept is not frequently adopted in developing HRQoL
measures, for example, EQ-5D, in the West, in which a functional point of view
of health is a more widely used concept (McDowell, 2006). This review study thus
implies cultural differences between China and the West in understanding health

in this regard.

This study also identified additional health dimensions that may be important in
China but are not part of EQ-5D. It is noted that EQ-5D is a short HRQoL measure
andincludesa ficommon core seto of health di me
most people (Williams, 2005). Since EQ-5D was developed by a group of
Western scholars,itcanbe ar gued that this Acommon c
dimensions that are important in assessing health in a Chinese cultural setting.
Heal th di mensions, such as #dAspirito, i c
Asoci al a d anpinlyirederrad touneTCM HRQoL measures and are not
part of the descriptive system of the Western HRQoL measure. Aside from those
concepts that may be considered TCM features, several health dimensions, such
as sleep and appetite, were highly emphasised by Chinese-developed HRQoL
measures but are missing in EQ-5D. Thus, cultural differences in assessing

health between China and the West are further presented.

Applying translated Western HRQoL measures may facilitate researchers in non-
English speaking countries to conduct HRQoL studies in some respects, but as
health is a culturally relevant concept, health dimensions that are relevant and
important in defining and measuring health in a Western setting, may not
necessarily be relevant or important in China, and vice versa. Therefore, it is
worth considering such cultural differences when selecting HRQoL measures for
trials or clinical practices as well as health research involving participants with
different cultural background. As shown in the current study, China and the West

may share a similar structure and most concepts in measuring health, but unique
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AChi nese specificoO concepts exist. Simil.
dimensions from a Western measure may be kept, while concepts reflecting

Chinese culture may also be important to be considered in assessing health

among Chinese populations. The result implies the necessity of further examining

the legitimacy of applying the Western-developed HRQoL measure in a Chinese

cultural setting.

3.6 Limitations

This review study only focused on those papers that had reported development
and/or validation processes. Some self-designed Chinese generic HRQoL
measures might be excluded due to their omission of descriptions of measure
development. Therefore, there was a risk that such eligible HRQoL measures
may be neglected. However, it is not practical to screen all Chinese studies
involving HRQoL measures, since a significantly large number of papers had
implemented Western HRQoL measures to assess health among Chinese

populations.

The study used second-hand data to explore how health can be defined and
measured in China, but it may not include all health concepts that are considered
important in this cultural setting. Further empirical studies were conducted to
better understand how health is described among Chinese populations and are

reported in the subsequent chapters.

Another limitation is related to the subjectivity of the researcher, because the
analytic process of this review involvedt h e r e s e a ruaderstandirgys amdv n
interpretations. Although a predefined conceptual framework, which can provide
clarity and focus along the analysis process, was used, it would have been more
rigorous to include a second reviewer to screen the studies and summarise the
content of the identified HRQoL measures. However, the researcher had
encountered difficulties in finding a second bilingual researcher who was familiar

in this research field and was available in assisting the review work at that time.
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3.7 Conclusion

This chapter describes a scoping review of Chinese-developed generic HRQoL
measures. It proposes a Chinese conceptual framework of health based on these
synthesised materials and presents an overview of how health can be defined
and measured in China. It also demonstrates that Chinese-developed HRQoL
measures include specific features relating to the Chinese culture and that there
are cultural differences in defining and measuring health between China and the
West. Empirical studies are reported in the following chapters to further explore
such cultural differences.
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Chapter 4 Lay understandings of health in China: a qualitative
study

4.0 Summary

This chapter presents a qualitative study that explored how Chinese lay
participants understood and described health. In Chapter 3, health dimensions
that are potentially important in assessing health among Chinese populations
were identified from the scoping review of Chinese-developed generic HRQoL
measures. An empirical qualitative study was designed to further understand the

concept of health in China.

A series of semi-structured one-to-one face-to-face qualitative interviews were
conducted. Open-ended questions were designed to inquire about Chinese
participantsd6 under st andEQ@3Osvasstibsequerdly protided to ask
participants to comment on. Thematic analysis was conducted both deductively
and inductively to analyse the collected data. This qualitative study aimed to
examine the findings from the scoping review study and to provide additional
resources to build up the Chinese conceptual framework of health. It also
collected feedback on EQ-5D, attempting to directly assess its content validity in
China. This study further investigated cultural differences in defining health
between China and the West.

4.1 Background

Reviewing those Chinese-developed HRQoL measures had developed a
preliminary conceptual framework of health in a Chinese cultural setting.
Although the scoping review study summarised how health can be defined and
measured in the Chinese literature, it is not convincing to assume that the
developed conceptual framework of health is comprehensive in capturing
important aspects of health. The literature-based findings may still fail to include
some health dimensions that are important in assessing health for Chinese

general populations.
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Itis commonly bel i eved t hat | ay p denlthlae @ssentdle s cr i

sources in deciding the content of an HRQoL measure (Gill and Feinstein, 1994;
Streiner et al., 2014). However, among the identified HRQoL measures, only a
limited number of them obtained information from lay people to develop their
measures. Since few studies have investigated Chinese lay perceptions of
health, to better characterise the concept of health from a Chinese perspective,
an empirical qualitative study was planned to investigate how Chinese lay

participants described health.

Meanwhile, as it was addressed in Chapter 1, since the content validity of EQ-5D
was inadequately tested among Chinese populations, Chinese | ay
opinions on this Western-developed HRQoL measure remained unknown. The

study therefore alsoaimedt o obt ain Chinese par-bh0ioi

order to examine clarity, relevance and completeness of its descriptive system in

a Chinese cultural setting.

4.2 Research objectives

The objectives of this study were set as follows:

1. To explore how health was described among a group of Chinese lay
participants and to further explore cultural differences between China and
the West;

2. To refine the health conceptual framework developed from the scoping
review, by supplementing additional health dimensions that lay people

considered to be important;

peop

pant

3. To obtain Chinese participantsé o pi ni ons on the d-escri

5D as a way to test its content validity.

4.3 Methods

4.3.1 Study design

Since this study aimed to make sense of how people understand a certain
concept, a qualitative study design was used to meet the study objectives.

Qualitative research can help to develop concepts in understanding social
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phenomena (Pope and Mays, 1995; Creswell, 2014). In a qualitative study, a
researcher can collect data from the field by directly interacting with people (Pope
and Mays, 1995; Patton, 2002; Creswell, 2014). For example, a researcher can
obtain data by talking to people or by observing their behaviours in order to gather
meanings, experiences and views of participants, then he/she can try to interpret
what meanings people give to a certain phenomenon (Pope and Mays, 1995).

Approaches to qualitative inquiries are diverse and there are no explicit
classifications or typologies (Creswell, 2007). Grounded Theory is one of the
most widely used qualitative methodologies across a wide range of subject areas
(Bryant and Charmaz, 2007). It aims to develop theories and emphasises that
theories should be grounded in data (Corbin and Strauss, 2008). The approach
involves a systematic, cyclical procedure in terms of data collection and data
analysis (Creswell, 2007; Green and Thorogood, 2004). In this approach, data
collection and data analysis are in a cyclical motion, namely a process of
collecting data, analysing data, developing a provisional coding system, using the
provisional scheme to suggest subsequent data collection and analysis and so

on (Green and Thorogood, 2004). Phenomenology, which aims to explore

meaning, structure and essence of I ndi vi dual

phenomenon, is another widely used qualitative approach (Patton, 2002). As it
attempts to develop a concrete desc
research interest, it normally requires to conduct in-depth interviews with people
who have directly experienced that phenomenon (Patton, 2002; Creswell, 2007).
Besides, there are other approaches available that are developed from various
theoretical orientations and with diverse research focuses (Patton, 2002). For
example, Ethnography tends to be utilised to understand the culture of a specific
group and Narrative research has a focus on stories told by individuals (Patton,
2002; Creswell, 2007).

The qualitative study reported in this chapter did not fully adopt a Grounded
Theory approach. Because it commenced with a pre-defined conceptual

framework and was considered to be less inductive compared to a Grounded

Theory study, which normally develaaps

However, this study implemented elements of Grounded Theory (a cyclical
procedure in collecting and analysing data as well as constant comparisons).
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Because using this technique, which allows for analysis and reanalysis through
continuing comparisons, can help to enhance the validity of the research output
and to control the personal biases of the researcher (Green and Thorogood,
2004).

This study was not conceptualised as a Phenomenological study either, although

it was planned with a phenomenological perspective and applied an in-depth

i nterview technique t onderstamgngsu ofe heaithn d i v i
Phenomenology tends to describe what people have in common when
experiencing a certain phenomenon, such as insomnia and loneliness, and how

they experience it (Creswell, 2007). This approach f ocuses o0on I ndi
experiences of a phenomenon and assumest h at Afessenceso exi
experience (Patton, 2002). Since thisstudywas about peopingsés wur
of health but not about their experiences of a phenomenon, it was not considered

as a Phenomenological study.

Semi-structured face-to-face interviews were conducted to ask participants to talk
about health. This method enables the inclusion of structured key questions
directing the interviewing process but is also open enough to give both
interviewers and interviewees the freedom to discuss a response or idea in more
detail (Gill et al., 2008). The principal questions were prepared for participants to
describe their own current health state as well as conditions of good and poor
health, in order to understand their ways of describing health. Probing questions
were used to seek additional information from participants: clarifying their
response, exemplifying their responses or reasoning their opinions.

Data collection was conducted through one-to-one format interviews. Focus
group design was not considered, because the study was interested in personal
understandings of health, instead of the interactions among participants. Besides,
people generally have different health conditions and/or health experiences,
individual interviews could facilitate the data collection to be in more depth.
Furthermore, because a discussion about health can involve personal and
sensitive topics, participants may feel not comfortable to talk about personal
issues in front of other people and a group discussion may prevent them from
talking about what they thought in their head. The detailed interview schedule is

presented in Section 4.3.4.
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Thematic analysis was undertaken to analyse the collected data. Thematic
analysis is often used to identify, interpret and present themes within data and
can involve both inductive and deductive analysis (Braun and Clarke, 2006).
Here, a i t h e ismsupposed to deliver important information from the data by
representingacertain | evel of fApatternedo

(Braun and Clarke, 2006). This analytic method was selected because, on the
one hand, the scoping review study reported in Chapter 3 had established a
preliminary conceptual framework of health, which can be served as an initial
coding frame for deductive analysis. On the other hand, this approach can also
provide enough flexibility to generate codes that were not covered in the
established framework 7 through inductive analysis (Braun and Clarke, 2006).

The detailed analytic process is described in Section 4.3.5 Data Analysis.

In this study, data collection and data analysis occurred simultaneously, which
allowed the researcher to continuously categorise and compare across data,
refine interview questions and give indications for subsequent participant
recruitment. It enabled the researcher to consider what perspectives had not
been covered, what data to obtain next and where to approach. The iterative
process was ended once the saturation was achieved, the point at which
additional data collection did not generate new themes or information (Glaser and
Strauss, 2017).

4.3.2 Participants

There were two principal recruitment strategies. First, it aimed to include Chinese
participants, whose views could be as diverse as possible. This was because
participants with different views were expected to refer to different health
dimensions in describing health. With a diverse sampling group, it was more likely
to obtain a comprehensive list of health dimensions that are potentially important
in China. A sample with a balance of demographic background, in terms of
gender, age and with different health conditions (for example, participants with
and without chronic diseases were both recruited), was believed to generate
diverse views and opinions. Since China is a large country and Chinese residents
from different regions may have different perceptions of health, residence

locations of participants were also considered in recruitment.
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The second strategy was that data collection and data analysis were conducted
concurrently and the subsequent recruitment was based on previous data and
generated themes. For example, interviews started with participants living in
cities and with relatively higher level of education, after which recruitment focused

on finding participants living in rural areas and/or with low educational attainment.

The inclusion criteria were as follows: (1) with Chinese nationality, (2) 18 years
old or older, (3) using Chinese as the mother tongue and being able to
communicate in Mandarin. Certain groups of people were excluded from the
study. People, who had cognitive problems or had a serious health condition that

may limit their participation, were not recruited for interviews.

To access a diverse group of people, the researcher utilised various ways of
contacting potential participants. The researcher contacted with certain group
leaders/members to access groups of potential participants that may meet
inclusion criteria. For example, a member of a Mahjong game club agreed to ask
other members (mostly people in middle or elder age) if they were interested in
participating in this study; a manager of a care home helped to contact with
people had long-term health problems; a village head offered help in distributing
recruitment leaflets and introducing the researcher to his villagers, etc. Group
organisers delivered prepared invitation flyers containing information about the
research to their group members. If potential participants were interested in
taking part in the interview, then either the potential participants contacted with
the researcher directly or the researcher contacted with them by using the contact
information shared by the organisers. The researcher then sent information
sheets (Appendix II) and consent forms (Appendix IV) to potential participants in

person or via email.

The snowballing approach was also applied to ask interviewees to nominate
potential participants who may be interested in participating in the research. For
people who were already enrolled in the study, they were asked if they knew
anyone who may fit with certain descriptions, for example, if they knew a female
friend who was less educated and whose age was older than 60, and who may
be willing to take part in the study. In the end, nineteen participants were

purposively recruited in this study.
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4.3.3 Ethics

The study has been reviewed and approved by the School of Medicine Research
Ethics Committee at the University of Leeds (Reference number: MREC17-021).

See Appendix | for the ethics approval letter.

Key ethical considerations included: personal information of participants was
handled strictly to protect their confidentiality; all interviewees remained

anonymous as each individual participant was given a pseudonym.
4.3.4 The procedure of interviews

Once prospective interviewees had confirmed their willingness to participate, the

place, date and time were discussed and arranged together by the researcher

and the interviewees. For the privacy of interviewees and the quality of interviews,
interviewing places were selected carefully to ensure interviews could take place

with minimal interruption. The chosen sites were various, taking into account both
interviewero6s and intervi ewees?o conveni
meeting rooms in public teahouses, quiet compartments in cafes, meeting rooms

i n t he pl aces of I nterviewees?®o empl oy me
Chongging (a southwest municipality), Shandong province (an eastern coastal
province) and Beijing (capital city in northern China), between March 2018 and

June 2018.

An information sheet and a consent form were prepared before each interview.
After each interviewee ensured that he/she had no further concerns or questions
and signed the consent form, an interview began. Key open-ended questions
were prepared beforehand and were discussed with the supervisory team. The
interviewing procedure was divided into two main sections. First, interviewees
were asked to talk freely about their understandings of health. Table 4-1 presents
some examples of the guide questions. The full list of key interviewing questions
can be found in Appendix V. Some of the questions were informed by a study

investigating the lay concept of health (van Dalen et al., 1994).
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Table 4-1: Example questions part |

1) How do you think about your health at the moment?

You just said you are in good health/not in good health/not in a very good
health state/ in sub-health, why did you say that? What makes you feel you
are (not) in good health?

2) What experiences do you have in good/poor health yourself?

[When appropriate] You said you are in good health, have you been in poor
health yourself? What things might make you think you were not in good
health? What are the differences between now and the time when you were
in poor health?

3) How would you describe someone in good health?

What does figood healthod mean to you
4) How would you describe someone in poor health?

Can you think of someone you know who is in poor health? Why do you think
he/she is/was in poor health? Can you describe their experiences in poor
health?

In the second part of each interview, participants were given the Chinese version

of EQ-5D-5L to rate their own health. After they completed the HRQoL measure,

they were asked the questions that were specifically on the EQ-5D five
dimensions. Participants were asked not only to talk about the clarity of the

wording of the measure but also comment on the completeness and
appropriateness of EQ-5 Dé6s descri ptive system. Ex amp
listed in Table 4-2 below.
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Table 4-2: Example questions part I

1) Difficulty in understanding or answering some of the questions:
Have you encountered any difficulties in understanding or completing these
guestions? Do you think the questions are all clear to you? Are there any
unclear phrases?

2) Completeness of EQ-5D

Do you think these questions can fully describe your health status? Why or
why not? Do you think there are things that the questionnaire does not include
but are important in describing health status? What additional questions
should the questionnaire ask? What will you do to improve the questionnaire
to make it better reflect your health status?

3) The importance of the five dimensions in EQ-5D

To describe your health status, do you think the five questions are the most
important ones? Are there any dimensions not important in reflecting your
health status?

4) Overall impression of EQ-5D

In general, do you like this questionnaire or not? Do you have any

suggestions for improving the questionnaire?

In the first two sections, apart from the prepared key questions, probing
techniques were also used when necessary. This was to ask interviewees to be
clearer, more specific or simply give more information. At the end of each
interview, participants were asked to give their demographic information,
including age, education background, current residence place (city/non-city) and

birthplace.

The whole interview procedure was piloted with three Chinese people living in
Leeds in the UK. The pilot study showed that the sequence of the interview was

appropriate and the interviewing questions were clear to interviewees.

The lengths of interviews ranged from 25 minutes to 86 minutes with an average
of 45 minutes. Each interview was audio-recorded and transcribed verbatim in
Chinese. Due to linguistic and cultural differences between English and Chinese,
the transcripts were not translated into English to be analysed. Instead, the

analysis was conducted in Chinese to fully capture all the information through the
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interviews and avoid the potential translation inaccuracies and biases. The
generated themes and relevant quotes were translated into English to report.

4.3.5 The procedure of data analysis
4.3.5.1 Lay understandings of health

Referring to the thematic analysis approach described by Braun and Clarke
(2006) and analytical techniques of the Grounded theory (Corbin and Strauss,

2008), the transcripts were analysed through the following steps:

First, each transcript, along with its fieldwork notes, was read and reread to allow

the researcher to be familiar with the data.

The second step involved a line-by-line open coding. It was to identify words,
phrases or sentences that were considered to be relevant to the research
guestion within the transcript. The step required the researcher to be open to
capture all useful information that might be applicable to the research question
and label each unit of the information within the transcript. Since a preliminary
conceptual framework of health had been established in the scoping review, the
established categorisation scheme was applied to provide clarity and focus along
the open coding process (Miles and Huberman, 1994). When words or sentences
in transcripts conveyed meanings of predefined health dimensions, the names of
those health dimensions were used to label those phrases. On the other hand, if
pieces of information, which were emerged from discussions about health, were
not able to be assigned to the initial conceptual frame, new codes were generated
to add to the thematic framework. As data collection and data analysis occurred
simultaneously, subsequently generated data were compared with existing
findings, when subsequent interviews were coded by using either existing or new

labels.

In the third step, codes, both predefined and newly-generated, were combined
and contrasted, then grouped into categories. This classifying process also
combined both inductive and deductive work. Deductively, since the conceptual
framework developed from the scoping review included psychological symptom,
physical symptoms, psychological function, physical function and social function
as categories for health dimensions, it was kept as an initial structure to classify

the codes. Inductively, space was left to generate new categories where newly
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emerging codes could fit in with. Through the classifying process, newly emerging
codes were contrasted and combined with each other, then they were
restructured and refined to be finalised as health dimensions, in order to better

collate data.

Then, relations across the categorical system, including relations among initial
health sub-domain categories and relations among health dimensions, were
i nterpreted and analysed to generate the
health. The initial categories were served merely as a guide in data analysis
rather than to be final themes. This was because this study aimed to present how
participants described and judged heath. After interpreting connections among
the identified health dimensions and the meanings of qualitative data within the
dimensions, initial health categories were restructured and renamed to better

present fAwhat healaynw paotioi Cann@&s under s

Table 4-3 presents an example of how data was coded, classified and led to the
final themes:
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Table 4-3: Example coding of data extracts

(Step 1) (Step 2) (Step 3) (Step 4)

Data extracted Data were Codes were grouped into initial Themes o

restructured and refined to be

health dimensions)

coded line health sub-domains (Meanwhile, Understandings

by line newly emerged codes were of Heal't

Al think + ar _ _ _ Being able to do
Grouped into: Physical function _ )

health state, because, Sleep _ _ things without

_ , Health dimension: Sleep o

firstly, my sleep, is not restrictions

very good... The second Stomach Being able to do

Grouped into: Physical function

reason is that my stomach | and bowel things without

Health dimension: Organ function

and bowel system is not function restrictions

very healthy, especially

the defecation, is difficult D fort Grouped into: Physical symptoms | Without physical
iscomfor
someti mesé. ar oell Health dimension: Discomfort senses of
eelings
discomfort feelings in the J feelings discomfort

waist and neck. 6 ( Mu

4.3.5.2 Opinions on the descriptive system of EQ-5D

Thematic analysis was also adopted -to an

5D. However, unlike the anal ysi s t hat was undert
views of health, because there was no predefined framework beforehand, the
codes were generated and refined based on the information emerged during

interview discussions. The analytic process was as follows:

The first step involved familiarisation of data when the researcher read and reread
the comments relating to EQ-5D. Then a line-by-line open coding was conducted

to capture useful i nformati orbDabout

Next, through constant comparisons within one transcript and across transcripts,
codes were combined or contrasted, then grouped into categories. At this stage,
comparisons were made both within each transcript and between individual
interviewing cases. This would establish connections between generated codes
before themes could be identified. As data collection and data analysis occurred
simultaneously, newly obtained data were compared with existing findings, when

they were coded by using either existing or new labels. The subsequently
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generated data either brought new concepts or were served as a source to
examine the legitimacy of existing findings. This process thus combined both
inductive and deductive work. Themes were then reviewed and refined to

summar i s e pneomson tee@escriptipe system of EQ-5D.
All data analysis was conducted using the Nvivo 10 software.
4.3.6 Robustness of the study

In order to achieve the integrity of a qualitative study, the whole research process
should be systematic and rigorous. Four criteria, namely credibility, objectivity,
reliability and transferability, are generally considered to assess the rigour of
qualitative research (Lincoln and Guba, 1985; Sandelowski, 1986; Colorafi and
Evans, 2016; Miles and Huberman, 1994).

Credibility can be understood as the truth value of the data (Miles and Huberman,
1994). To enhance credibility, all interviews were audio-recorded and were
transcribed verbatim to avoid missing essential information from participants.
Additionally, the qualitative study recruited participants with various demographic
characteristics in order to obtain an account that was as comprehensive as
possible in describing health. Credibility in this research was also strengthened
by conducting a pilot study before the fieldwork and by using the peer debriefing
strategy. The researcher discussed the interviewing questions with the
supervisory team and piloted the interviewing procedure with three Chinese
participants to ensure the questions included in interviews were appropriate. The
supervisory team also audited the data collection and data analysis processes by
having regular supervision meetings and discussions with the researcher. The

team helped to check whether the results make sense as well.

Reliability refers to the consistency of the findings (Lincoln and Guba, 1985). The
foll owing strategies were applied i

research procedure was designed beforehand based on the list of predefined
research objectives. Consistency was kept for all participants by using the same
interviewer (the researcher herself) and by asking similar key questions. Second,
since a preliminary conceptual framework of health had been developed, a
consistent coding structure was available in guiding data analysis. Additionally,
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the data collection and analysis methods were documented in detail in this thesis,

allowing other researchers to evaluate and critique the research procedure.

Transferability can be understood as to what extent the findings can be applied
to other contexts (Lincoln and Guba, 1985). Compared to quantitative
researchers that often involve a large sample size aiming to address
generalisable results, it is difficult for qualitative researchers to demonstrate that
their findings from qualitative research are applicable to other populations or
situations (Shenton, 2004). This current study was not aiming, yet it was not
possible, to present a fully complete account of how health is understood by all
Chinese people. Instead, the principal objective of this study was to explore those
health dimensions that were considered to be important in describing health in
China. The findings were used to revise a previously established conceptual
framework of health by adding additional health dimensions that were not
covered in the original framework. The revised conceptual framework was
therefore supported by the empirical qualitative data and was believed to better
summarise how health is described in China. Meanwhile, because the findings of
this qualitative study would be used in a Q-methodological study, which is
reported in Chapter 5. The Q-study would further help to test the transferability of
the findings to a larger sampling group.

Objectivity can be def i ndlLhcomand@Guba 1985).al i t y
Since the data collection and data analysis processes were designed and
performed by the researcher, there may be some personal and intellectual biases

affecting the qualitative inquiry (Mays and Pope, 2000). A r esear cher 0s
background, including age, sex and professional status and personal
experiences, can also potenti al (Bgrgei nf | u.
2015; Mays and Pope, 2000). It would be important to
understandings of her role, as a way to strengthen the transparency and
objectivity of the study (Mays and Pope, 2000). For example, some Interviewees

stated because they felt they were inadequately educated, they were afraid of
being interviewed in a APhD researchdt pr o]
prepared questions using language that was comprehensible to a lay person and

tried to make participants understand that there would be no right or wrong
answers and all views would be respected.
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are you niow®w iasrdyour health at the mome
considered to be less challenging and answerable to participants and helped to
reduce participantsd potenti al Aner vousn:
they started to think about their own health condition, it would also be easier for

them to respond the following questions from their own perspective.

4.4 Results

Nineteen participants were involved in the study. Table 4-4 presents the

demographic characteristics and the self-rated health status of the participants.
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Table 4-4: Demographic characteristics of participants

06

Pseudonym Gender Age Self-commented health! EQ-5D Score Education Residence
1 Kaifeng Male 25 Average 11122 (60) University/college City, South
2 Yubei Female 48 A Bb-healtho 11111 (85) University/college City, South
3 Lianglu Female 29 A Bb-healtho 11122 (70) University/college City, South
4 Chenggong Female 35 i Bb-healtho 11222 (85) University/college City, South
5 Putuo Male 18 Good 11123 (75) Secondary school City, South
6 Zini Female 66 Poor 31333 (75) No formal education Non-city, South
7 Yuzi Female 73 Average 11121 (80) Secondary school Non-city, South
8 Fengjie Female 52 Average 11122 (80) University/college Non-city, South
9  Xiaozhang Male 55 Average 11111 (95) University/college City, South
10 Laoshi Male 61 Average 11111 (90) No formal education Non-city, South
11 Popo Female 65 Average 11111 (80) No formal education Non-city, South
12 Baozhang Male 48 A Bb-healtho 11122 (80) Unknown City, South
13 Muging Female 50 Poor 11121 (75) University/college City, North
14  Guogiang Male 53 Poor 11121 (80) Unknown City, North
15 Nianging Male 48 Excellent 11111 (100) University/college City, North
16 Yali Female 37 A Bb-healtho 11112 (85) University/college City, North
17  Jingniang Male 26 A Bb-healtho 11112 (70) University/college City, North
18 Yuyue Female 24 Average 11111 (70) University/college City, North
19 Yangshen Female 80 Good 22321 (85) Secondary school City, South

8 Participants were asked to commentont hei r over al |l health status by answering, i Heew do

beginning of the interview and theiri s € lofmment edd health status was categorised -heabt hovi

(This term is introduced in Chapter 1, Section 1.1.2.4.2) and Poor.



4.4.1 Lay understandings of health

Eight main themes were identified and are described in this section in detail.
Compared to the conceptual framework of health that was developed in Chapter

3, new categories (themes) were generated inthisstudyi ncl udi ng AThe
of di seaseso0o and fddaov.i nSgo nae poofs itthiev e nmitnida
domains) of the conceptual framework were merged together: for example,
Psychological function and Physical function subdomains were both relating to
Afabilities to do thingso and were groupe
able to do things omeinitiabcat¢égoriesewere dividedtiritoo n s 0 .
separate themes, such as Physical symptoms, which were separated into
Apysi cal s espirgsedd.d a a ipidigp i swidestified as an independent
themeher e becaus e -stpheicsi ffiChd nheesaeledtdibe vatuedc e p t
by Chinese participants and it would be necessary to further explain how this term

was explained by them.

4411 Theme 1: AThe opposite of diseaseso

Describing health as the opposite of disease was a popular view among
participants. They explained that health
each other. I n some participantso opini
health, while some patrticipants illustrated that although being free from diseases

may not necessarily mean being in good health, having no disease was a

foremost requirement. For example, a participant exemplified some specific

diseases to explain that he was not in good health: | have diabetes, my blood

sugar | evels are highéhealth, I n my opin
diseases, no chronic diseases, hypertension, diabetes, cardiovascular diseases

and so oné( GuoqPmmhgathhmal e, 53,

The idea of thinking about health as the opposite of disease was also reflected
when some participants referred to physical examination results when talking
about health. They believed t h a t 0 n e 60 s behegamindd tby objactive
clinical indicators and a physical examination helped to identify potential
illnesses. If an examination showed that clinical figures were within normal
ranges, it was a sign of good health, or it indicated health problems, as a

participant illustrated:
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Jingniang (male, 26, i S whbe a )): tl tvilb take a look at my body
examination results, to see I f they ar
indicators) can distinguish unhealthy conditions from healthy

conditions. If some figures are out of the normal zone, the person

needs to be aware of it and asks his doctor for further consultation.

Additionally, interviewees were concerned about fbody g u a I (iitny o)Chryi nes e f
0,)or, more formally speaking, body constitution®, when describing health.
Participants illustrated that body constitution indicated whether it was easy for a
person to catch a cold or get other diseases. Individuals with better quality were
believed to be less likely to have diseases, therefore were in better health. For
example, one interviewee said: for our body health, one thing is our inherited
body qualityé your ability to fight agai
diseases (Fengjie, female, 52, Average health). According to participants, body
constitutonwas believed to be inherited but c
lifestyle in the long run, therefore it was different for different people. Some
participants thus referred to family medical history in describing health. They
explained that because close relatives tended to share common genes and
similar body constitution, familyilnes s experi ences indicate:

or future health problems.

Aconceptrelatedt o fibody c o ntsetadaptabitity toweathemchanges.
As it was discussed by participants, when outside environment, such as
temperature or weather changed, a person with better body constitution was
more likely to be able to adapt to changes. He/she was believed to be less likely

to be ill, which should be considered as a sign of health.

In summary, the first theme showed that Chinese participants described health
as the opposite of disease. Participants thought about health as a state which
was not disturbed by a disease condition, a state where clinical indicators were

all within normal ranges and a state that was unlikely to be ill.

9 According to the descriptions given by participants and the definition made by WHO
ICD-11, constitution here was understoodason e 6s body quality that
susceptibility to diseases and the ability to adapt to environment changes. Body
constitution was introduced in Chapter 1, Section 1.1.2.4.1.
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4412 Theme 2ingspHa i t so

AHavipn g i & emphasisedsby Chinese interviewees when they described
health and was identified as a separate theme that may reflect Chinese culture.
The phrpasre tfs in oChiwmeseudied frequently
however, when participant s wer e asked tpd reaxpl aisn wloast
expressed it was difficult to define it by words. Participants were then asked to
give some examples to clarify how they understood the concept. According to
some interviewees, it was an overall appearance which can externally display
oneds health c¢ ondaniniergiewee s&d To identifg anlpedltby,
person, when you see him, you immediately find he is with good spirit, then you
know he is in good healthé a healthy person looks like he is with a good spirit
(Lianglu, female, 29, i S whbe a ). tnterviewees referred to specific body signs
that they often observed to judge an individual had spirits or not. These signs

i ncluded oneds complexion, eye spirts, vi

Kaifeng (male, 25, Average): You can see from his eye spirits, can
their eyes focus on things, if they cannot, it means he might have some

disease.

Guogiang (male, 53, Poor health): To judge if someone is in good

heal t h, I wi | | dpiatkakstata, tolseedf kheyddve @ n e 6 s
shiny face, to see iIif they can wal k I
t el | spritug stete by hearing his voice and seeing his eyes, they

can all reflect if one is healthy or not.
Spirit was al so as s oc ibadyetengtiv (the Hiterad tmramsbason of

Afener gy o i Accodinhg tm sormespparticipants, a healthy person should
have enough energyandperform dai | y act i wspiritdi,e swhwilteh afi gpo
who | ooked tired wagspritthoand i meyy hbaovoe Aban

problems. For example, one interviewee mentioned Spirit when he illustrated why
he felt he was in good health:
Laoshi (male, 61, Average): | feel | am with good spirit, | can take my

father (who was disabled sitting in a wheelchair) to go out every day,
every day we take a walk to go to the bridge, to play.

Some participants alsobel i ev e dpitmhiathinddsded peop,bahds ac
physically and mentally, by directing an
behaviours. A participant illustrated that a person without sufficient spirit i ma y

| ose interest in things and may not want
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Good), while another participant described a person with no spirittendedto i f e e |
upset all t he day and want t o.Spirit,éendhis( Zi ni
sense, coul d alioth physical and mhentalicahditians.s 6

AHavipnigr i ¢ srépeataddy srecognised by Chinese interviewees when

assessing health. It was displayed as the second theme in this study.
4413 Theme 3: AWi thout physical senses of

Participants referred to various physical symptoms when describing health.
According to some participants, physical feelings could indicate o n e Idealth
statushbecause undesirable feelings interfer
affected oneds heeolldahso feehbeiagrinvgbod health where
he/she had positive bodily experiences. An interviewee, who thought himself in

an 0 e x dealthlstate, dedcribed that:

Nianging (male, 48, Excellent health) : |l ask myself: Ado |
unusual ?0 | close my eyes and ask myse
my eyes and | think very carefully. | do not have any abnormal feelings.

That 6s it. That i's my best condition.
good.

Some participants revealed that abnormal physical symptoms indicated health
problems in the body, therefore unpleasant physical senses were linked to poor
health. During interviews, various specific symptoms were mentioned, including
allergies, cough, swellings, nasal congestion and dim eyesight. They were
believed to be symptoms of diseases, thus signs of poor health. For example, an
interviewee exemplified various physical symptoms when she described her
health:
Chenggong (female, 35, i S dhbe a ): kcbughed sometimes because

I smoked quite a | ot ¢é some swellings
back sometimes have a little bit aches.

Physical senses such as pain and discomfort were commonly mentioned in
dialogues about health. People illustrated different kinds of physical discomfort
such as dizziness, numbness in hands and feet, tinnitus, and palpitation. Some
interviewees also talked about pain or discomfort in specific body parts, such as
back, neck, stomach, feet and waist or discussed bodily pain and discomfort in a

general sense of the words:
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Zini (female, 66, Poor health): There are some people in my
neighbourswho ar e not in good health, I
they always said they had pains here and there.

Chenggong (female, 35, i S whbe a ): Cléady, whenever | feel | have
some discomfort feelings, | know that | am not in good health.

Several interviewees talked about appetite and thought that the desire for food

t hi

can reflect oneds heutedaChineSemrma Earytiingi md

t he sky ftoemphasse thatientight be part of the Chinese culture that
they appreciated what to eat and how to eat well. They explained that if a person
could only take a small amount of food, he/she may not be supplemented with
enough nutrients and was likely to become ill. Additionally, because it was
peopl ebs nat ur dood, [dsng interest int fand rhag xeftect he/she

was particularly unwell, mentally or physical or both. Appetite can thus be an

effective indicator to judge someoneods

Interviewees believed that physical symptoms were health-related body signs
and referred to physical senses in describing health. Health, in this view, could

be understood as the condition without undesirable physical senses.
4414 Theme 4: fAHaving a good moodo

Apart from physical senses, there were also frequent discussions about
emotional experiences, when participants referred to emotions and moods to

describe health. Some participants explained that mental health was an important

h

part of heal th itself, w hemdtienal expemences | | u s

affected the physical lsotogichl estate ¢ollde revedi
health to some extent. For example, some participants discussed stressed
feelings during interviews and highlighted that stress influenced his physical
health:

Baozhang (male, 48, A S dwhbe a ): Thie stress that comes from my job
makes me feel laminsub-h e a | t h é -hehjth islikebl want to do

or e

things but | feel I do not have suffic

my work.
Feelings of anxiety and worry were also referred to in conversations. Anxiety, or
worry, which can be understood as the same thing in the Chinese language,
seemed to be a common issue for participants across different age groups. Many

participants stated they felt anxious, worried and had too many things in mind.
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Some believed such feelings were mental health issues, for example, a
participant said that at the beginning, you cannot control yourself, then you feel
anxious, you are agitated and you get a series of mental problems (Yali, female,
37,in i S uhbe a ). Sdme explained these psychological symptoms disturbed
their normal life and made them feel in a poorer health state. For example:
Guogiang (male, 53, Poor health): | worried a lot when | was in bed, |
tended to think a lot of things and | could not sleep.
Other specific emotional experiences, either negative or positive, including
depressed/happy, peaceful/excitable, and fear/safe, were mentioned in
conversations about mental health. Additionally, some participants described
their general emotional state without specifying the exact feeling. People thought
that a generally pleasant mood and a feeling without any mental discomfort could

reflect a healthy mental state:

Yubei (female, 48, i S dhbe a ): The dime when | feel | am in good
health, | am generally in a pleasant mood and there are few things to
worry about;

Zini (female, 66, Poor health): My heart became uneasy,
uncomfortable, and | thought there were so many things and no one
would help me.

In summary, the fourth theme showed how participants regarded mental
Af eel i nagwponert sf health. They were aware of moods and emotions

and their relations to health status.
4415 Theme 5: nBedondialglse without rest

Additionall vy, participants referr day
described health. In this view, if a person had problems in performing certain
activities, his/her life was restricted and this could be seen as a sign of poor
health; if a person was able to do things without restrictions, it indicated good

functional abilities, and therefore, good health.

Sleep was discussed by many interviewees. Participants mentioned the quality

of sleep, difficulties in being asleep, length of sleep and insomnia conditions when

they described their health. They explained that sleep was an important aspect

of everyday life and poor sleep affected life quality directly. They also mentioned

that oneds physical body needed suff

a person to restore energy. Additionally, sleep was believed to be closely linked
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wi t h oneos FHoeerampld, ons fiadidipant said she was not in a good
health state, then she illustrated:
Zini (female, 66, Poor health): | have one problem, | cannot sleep well.

| cannot sleep. | used to be very afraid because | cannot fall asleep. |
am afraid | will be diagnosed with depression.

Mobility was another important health dimension according to participants. Many
people stated activities, such as walking, climbing stairs, going out to play,

exercising, runningandbe ndi ng onwbscknwese rel ated
and flexibility, when deApanricipantillisgratenthat 6 s
f think | am good é | can wal k, I can

and slopes, without any problemso(Popo, female, 65, Average). In addition to the
activities of mobility, some participants referred to other routine activities in daily
life to describe health. Some people mentioned self-care activities including
brushing teeth and taking shower; some participants talked about their daily
activities such as doing shopping, cooking meals and playing Mah-jong; while
some also mentioned their performance in their working and studying. Whether
the specific organs, such as eyes and ears, could perform well was also covered
in discussions. They explained that some of these functional abilities were basic
requirements in daily life, therefore were important indicators for health. For
example, without the ability to move, a person would be restricted from doing

many other activities and may need external help in order to do things.

Besides those physical functional activities, cognitive function was considered by
interviewees in judging health as well. Abilities to think things clearly, to
remember things, to make decisions, to concentrate on things and to perceive
surrounding changes and respond were identified as health dimensions from the
conversations. They believed that those cognitive functional abilities were
essential to their work, study, conducting daily activities and social wellbeing.
Some participants highlighted the importance of cognitive function to health by
making examples of elderly relatives losing memory. They explained that
because their relatives were losing memory, they had deteriorating health

condition as well as life quality.
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The fifth theme conveyed that health could be defined from a perspective of
function. Health was described and assessed by referring to abilities to perform

various activities in interviews.
4416 Theme 6: fmHdwifryg ngg soci al rel ationshi

During interviews, participants also talked about social wellbeing in describing
oneds health. Many of them referred to t|
social aspect was a component of health. Some participants stated that although
soci al heal th was not part of the fAtradi

of physical health and mental health only, social relating issues such as abilities

i n dealing with social relati oogltovende c | c
were essential to each individual. They
relations influenced onedés health state,

example, one participant revealed that he felt lonely and unhappy because he did
not have many friends and he was aware this situation would affect his mental

wellbeing:

Putuo (male, 18, Good health): Interpersonal relations, the ability to

deal with interpersonal relations, I

have many friends at school; for other people, they get friends to have

l unch together €é | am always alone an:«t
roommates to chat with, we dondét have

being in this situation, | feel if | always live in this way, | will be not
healthy... mentally.

Some interviewees mentioned that oneds a
largely determine if he/she adapted well into the social environment, enjoyed
living in a community and in return contributed to the community. Being well
invoved in onebds community and wel comed by
was believed to be beneficial to both the individual and the community, and was
therefore regarded as a sign of good health, from both an individual perspective
and a social perspective. On the other hand, some participants illustrated those
criminal offenders who conducted anti-social behaviours. They highlighted that
even if a person was physically healthy if he/she caused negative influences on
society, this person would not be considered as in good health. They believed
that the misbehaviours of those criminal offenders were due to the fact that they
failed to be involved in a community, which was a sign of poor health itself. For

example, a participant described:
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Xiaozhang (male, 55, Average): There was a Chinese college student,

Jiajue Ma (a university student who killed his four roommates after

having quarrels with them), he was surely an example of being in bad

heal t h, although he might have a stro
communicate with people...

Social support was also regarded to be crucial for many participants. They
highlighted that supports from friends &
status, especially mental health. An elder participant mentioned how financial
support and sufficient care from their children affected her mood, making her did
not feel lonely most of the time and was satisfied with her life. Feeling supported
was believed to be able to bring about positive emotional experiences such as
confidence and sense of security, as a participant explained:
Yuyue (female, 24, Average): | think social health is so important, it
can | argely affect your ment al heal t |
affected. It is very hard to stick to your opinions when everyone else

th nks you are wrong €é Are there many p:«
you may feel upset and start to doubt about yourself.

fHaving satisfying social relationships0 was named as the si xth

gener al recognition of pgsoospl eds socialit:
4417 Theme 7 ing dpdsitive mind-seto

Some participant s bel i eved -sel altich can beSundersiooch as
oneds ment al a t twasta gsothponentafaaithd Bheyldesdrileed a
heal thy person as being whhl &postudeso
suggested people with fAinegative attitudes
seemed to understand health as a positive state, where a person should be not
only physically positive (doing things without restrictions) but also mentally
positive (with a positive life attitude). In this view, with a positive mind-set, a
person was more likely to act energetically in daily life and was more likely to be
Af ulpli ragddrdisg to some participants, as one interviewee described:

Mugqing (female, 50, Poor health): you can see people who are very

sunny, who are with positive energy, he would normally do things with
his own initiative and was always energetic, with spirits.

Participants also held an bpgi haogetiganf b1
health, both physically and mentally. They referred to those people who were

physically disabled but still lived positively and optimistically and eventually
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overcame physical restriction to explain such influence. They believedthat o ne 0 s
positive attitude could give him/her a good signal and caused positive effects.

One's mind-set also consistedof oneds att it udsentetvieweaesr ds o
suggested, it was -mihrhdedhpgafilhiegbeamdpeno
ot her peopl e, instead of -menmdgdd.agfheyps
highlighted the importance of social wellbeing, which was believed to be closely

linkedwi t h peopl eds atsdparticpahtdllustraied,gitomer s hoa | d
more generous, this can reflect health too, if someone has a narrow mind, he

may treat his family, friends, boss, or colleagues in a way that was not favourable.

He may not be we