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Abstract
This study examined whether quality of life areas, that were considered to be important by people
with long-term and chronic conditions, altered as a function of their age (‘maturational’) and time
since diagnosis (‘adaptational’). Seventy-one individuals from two age groups (31–40 and 41–50
years), who had been diagnosed for different lengths of time (<1 year and 10–20 years), creating
four groups, were asked to say what quality of life meant to them, and the results were qualitatively
analysed. The key theme in determining the quality of life across the entire sample was
‘independence and normality’ in the participants’ lives. However, the other key themes differed
across the groups, suggesting that both ‘maturation’ and ‘adaptation’ play a role in determining the
key areas that people consider, relating to their quality of life. The younger newly diagnosed group
made more mention of ‘involvement’ than the other three groups, all of which mentioned different
forms of wellbeing (social-emotional, physical and psychological) as the second most important
aspect of their quality of life. These findings have implications for the assessment of quality of life.
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The assessment and measurement of a person’s quality of life has become an increasingly important aspect of intervention for
long-term and chronic conditions,1,2 and the
UK Department of Health and the UK
Medical Research Council are placing
greater emphasis on the assessment of
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quality of life.3,4 Its assessment is now
recommended as an integral part of any
study of a treatment’s outcome eﬀectiveness.3,5 In the case of chronic conditions
that have little probability of reversal or
cure, improvements in this aspect of a
person’s life are, in fact, of paramount
importance. Thus, accurate assessment of
the impact of a condition on quality of life is
critical.
The measurement of the impacts of a
condition on quality of life presents a
number of challenges. Divorcing the condition, itself, from its eﬀects on a person’s life
is a major issue.6,7 Similarly, identifying the
key areas in which particular conditions
challenge individual’s abilities to participate
in activities, to the extent to which they wish
to, is another measurement issue.1,8 This
study focuses on a third issue, and one that
has received less attention, that is, the
potential changes in the key aspects of a
person’s quality of life over time.
It is entirely feasible that the important
quality of life issues facing an individual
with a chronic condition alter over time
since diagnosis.9,10 This may be due to
‘maturational’ changes in the individual;
what is important to a younger person may
be less so to an older individual, and vice
versa.11 Additionally, there may be ‘adaptational’ changes in what an individual focuses
on, as he/she learns to cope and manage his/
her condition and its impacts.12 Activities
that are initially challenged by the condition
may provoke negative responses to the items
about those activities that are contained in
quality of life tools on initial assessment.
However, over time, these activities may be
replaced by others, as the person comes to
cope with the limitations of the condition,
and so do not negatively feature in quality of
life assessments after time. The impacts of
such variables have previously been examined in terms of the importance attached to
various aspects of a person’s life (i.e. their
values) depending on whether he/she have a
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chronic condition and in terms of their
age;13 thus, these factors seem important to
examine in this context.
Irrespective of whether quality of life is
measured using a generic tool, such as the
Short Form 36 Health Scale14 or the
General Health Questionnaire,15 or a condition-speciﬁc tool, such as the Multiple
Sclerosis Impact Scale,16 such ‘maturational’ and ‘adaptational’ changes may be
masked by the form of the questions in these
questionnaires. Overall, quality of life scores
may remain unaltered, but the individual
elements contributing to this overall score
may alter with time. Such changes may also
negatively aﬀect the psychometric properties
of scales – certainly, it would damage
the content validity of a scale, and it
may damage the reliability of a scale across
multiple readings. Hence, and initial aim
of this study was to determine whether
issues related to quality of life alter
over time.
As noted above, if such changes did occur,
they could be due to either ‘maturational’ or
‘adaptational’ alterations in quality of life
assessments. A second aim of this study was
to attempt to investigate the contribution of
‘maturational’ and ‘adaptational’ changes,
by studying key quality of life issues for
individuals with either a newly diagnosed
condition, and for those who had lived with a
condition for some length of time. Also, it
was hoped to compare these two times since
diagnosis across people in two diﬀerent age
groups, in order to tease apart the ‘adaptational’ from ‘maturational’ changes.
In order to investigate this issue, it was
felt important not to tie the participants to a
speciﬁc set of questions regarding quality of
life, but, rather, ask them to say which issues
were of key concern to them in response to
an open question,17,18 and then qualitatively
analyse their responses. Moreover, it was
thought important to sample a wide range of
chronic conditions to produce the greatest
generality for the ﬁndings.
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Method
Participants and recruitment
Seventy-one participants (14 male and 57
female) were sampled. These participants
had responded to an electronic survey sent
to people with a range of long-term and
chronic conditions, identiﬁed by organisations and support groups that had informed
their members about the survey (e.g.
National Rheumatoid Arthritis Society,
Diabetes UK, Parkinson’s Disease Society,
Asthma UK and National Osteoporosis
Society).17 In total, 628 people responded
to this survey, and the current sample was
selected from those 628, on the basis of
being: (1) diagnosed either within the last
year, or between 10 and 19:11 years previously; and (2) aged either 31–40 or 41–50
years old. These inclusion criteria were
employed, because they produced a large
diﬀerence in the length of time that an
individual had their diagnosis, and the age
ranges that were selected, meant that there
were likely to be similar numbers of individuals within each age group (younger or
older groups may have produced too many
participants in one or other of the timesince-diagnosis categories).
The selection criteria produced 10 participants (1 male, 9 female) aged between 31
and 40 years old who were diagnosed within
the last year, and 25 participants (6 male, 19
female) aged between 41 and 50 years old
who were diagnosed within the last year.
There were 17 participants (3 male, 14
female) aged between 31 and 40 years old
who were diagnosed 10 to 19:11 years ago,
and 19 participants (4 male, 15 female) aged
between 41 and 50 who were diagnosed 10 to
19:11 years ago. These 71 participants had a
range of conditions: 33 (46.5%) had arthritis; 9 (12.7%) had diabetes; 5 (7.0%) had
Parkinson’s disease; 2 (2.8%) had osteoporosis; 4 (5.6%) had epilepsy; 5 (7.0%) had
cancer; 5 (7.0%) had asthma; 6 (8.5%) had
multiple sclerosis; 1 (1.4%) had spina biﬁda;
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and 1 (1.4%) had myalgic encephalopathy.
With the exceptions of Parkinson’s disease
and asthma, these chronic conditions tend to
occur more frequently in females than in
males, hence, the gender imbalance in the
survey sample.

Materials and data collection procedure
In order to elicit responses regarding the
opinions of participants concerning what
quality of life meant to them, along with
background demographic information, an
electronic survey was sent to the participants
(using the Survey Monkey tool; see
www.surveymonkey.com).
The
survey
asked a range of questions, including:
‘What is the condition/illness that you have
been diagnosed with?’; ‘Please tell us
whether you are male or female.’; ‘What is
your age at time of completing this questionnaire?’; ‘How long have you been diagnosed with the condition/illness?’; and ‘In no
more than 30 words please describe what
‘quality of life’ means to you.’.

The content analysis
The statements to the question, ‘In no more
than 30 words please describe what ‘quality
of life’ means to you’, were subjected to a
content analysis in order to generate categories that would characterise these statements. The content analysis was conducted
in line with the recommendations19 and
use.2022 Thus, the methodology has been
widely employed, and it is accepted as
appropriate for the purpose of examining
written
responses
from
surveys.20
Additionally, it allows the generation of
quantitative data from the qualitative
themes that emerge through the content
analysis, which facilitates comparisons
between the diﬀerent groups.22
For this content analysis, the following analytic procedures were conducted
(Table 1). All the participants’ responses
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were read and re-read a number of times
until the initial key themes emerged, which
were recorded. The participants’ comments
were then broken down, or unitised, into the
smallest ‘units of information’ that could
bear interpretation, and which could stand
on their own in order to provide a meaningful and informative comment, but that could
still be understood within the original context and sense of the full comment being
made by a participant. That is, those comments that initially contained more than one
such ‘unit of information’, as in the case of
long comments that made a number of
points, were further divided into several
separate ‘units’. From the detailed readings
of the unitised comments, the derived sets of
themes, or category headings, were then
further reﬁned and honed, so that all the
‘units of information’ could be categorised
according to those themes. As part of this
process, ‘memoing’ of the information units
was employed, thereby enriching, extending,
developing, reﬁning, expanding and clarifying the meanings of the various initial
categories, leading to a richer understanding

Table 1. Stages in the content analysis (after
Vaughn et al.19)
1. Identification of key themes or ‘big ideas’ within
the data, following reading and re-reading of each
set of comments.
2. Identification and highlighting of ‘units of information’ (phrases and/or sentences) relevant to
the research purposes.
3. Selection of category headings to sort and group
these ‘units of information’.
4. ‘Units of information’ are coded according to
category headings, to enable the units to be
placed within a category.
5. Negotiation between researchers to agree the
category headings that most economically
accommodate the ‘units of information’.
6. Categories generated in the first phase of data
analysis are reviewed and revised.
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of those thematic data sets, and the ‘units of
information’ that they contained.
This content analytic procedure was conducted by two experienced raters of qualitative data and content analysis. Any
discrepancies were fully discussed, and a
ﬁnal set of categories was determined and
agreed to ensure consensus about the reliability of the coding between the two raters.

Results
All 71 participants made a comment regarding quality of life, and these comments
resulted in a total of 234 ‘units of information’. The content analysis of these comments
produced
six
themes
that
encompassed all the ‘units of information’.
Independence and Normality included comments regarding a participant’s ability to
conduct everyday, or normal, activities
without assistance, their freedom to do the
things that they wanted to when they wanted
to do them and their ability to cope with
everyday activities, and their families, for
themselves (e.g. ‘being able to do what I
want when I want.’, ‘The ability to choose
and do what I want . . . ’, ‘BEING ABLE TO
DO WHAT I WANT TO DO WHEN I
WANT TO DO IT . . . ’, ‘coping with family
and domestic arrangements [sic] . . . ’, ‘The
degree to which I am able to carry out my
life the way I choose to, independently . . . ’,
‘Living a relatively normal life . . . ’).
Involvement referred to an individual’s
active participation in activities that interested, stimulated, or excited them (e.g.
hobbies, sport), and to them being able to
live life to the full and meaningfully (e.g.
‘Being able to participate in life . . . ’, ‘The
ability to enjoy the day . . . ’, ‘carpe diem . . . ’,
‘ . . . to take part and not be a passenger or a
spectator.’, ‘ . . . an active set of interests is
vital.’). Social and emotional wellbeing
referred to a participant’s mood and their
social support, including their levels of contentment, enjoyment and pleasure in their
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lives, and the levels of understanding that
they received from others (e.g. ‘ . . . having a
family is critical for me’, ‘ . . . have a good
social life . . . ’, ‘ . . . stable happy relationships with family and friends . . . ’, ‘To Feel
supported and understood by friends.’).
Psychological Wellbeing referred to issues,
such as freedom from depression, and the
ability to remain optimistic (e.g. ‘being
happy . . . ’, ‘The knowledge that tomorrow
is a new day that can be looked forward to.’,
‘STATE OF MIND . . . ’). Physical wellbeing
involved issues, such as being pain-free and
fatigue-free (e.g. ‘ . . . NO PAIN’, ‘a good
quality of life for me is being pain free with
no tiredness or aching . . . ’, ‘ . . . free of
pain . . . ’, ‘ . . . not have to stop prematurely
do [sic] to exhaustion . . . ’), and the ﬁnal
category was Financial security (e.g. ‘ . . . no
ﬁnancial [sic] worries.’ ‘ . . . ﬁnancially
secure . . . ’ and ‘ . . . not short of money’).
Table 2 shows the themes, and the numbers of ‘units of information’ (and the
numbers of participants making comments)
within each theme, for each of the four
groups. The percentages shown are those for
the numbers of units in each theme, calculated for each group, separately, in order to

enable comparison across the groups, which
contained diﬀerent numbers of units from
one another. These data were organised in
this manner in order to determine whether
the key, or most commonly occurring,
themes concerning quality of life altered
across time, along with the participants’ ages
(i.e. ‘maturational’ change) and/or the time
since their diagnosis (i.e. ‘adaptational’
change). Hence, if changes in the key quality
of life themes were mainly ‘maturational’,
then the younger and older age groups
should diﬀer from one another, but if the
changes were ‘adaptational’, then the groups
diﬀering in time since diagnosis should vary
from one another.
Inspection of the overall numbers of units
shows that the most mentioned theme was
that of Independence and normality; the
other themes were mentioned about the
same number of times as one another, with
the exception of ﬁnancial security, which was
not a consideration for many of the participants. However, these overall data mask
diﬀerences between the four groups.
Although all the groups had higher numbers
of units in the involvement and normality
theme, the second most commented upon

Table 2. Themes and numbers of ‘units of information’ (and the numbers of participants making comments)
within each theme, for each of the four groups. The percentages shown are those for the numbers of units in
each theme, calculated for each group. The figures in bold are the most mentioned and second most
mentioned themes for each group

Diagnosed <1 year
31–40 years
Diagnosed <1 year
41–50 years
Diagnosed 10–19 years
31–40 years
Diagnosed 10–19 years
41–50 years
Total

Independence/
normality
27.3%
12 (7)
43.0%
34 (18)
44.9%
22 (12)
38.7%
24 (13)
39.3%
92 (50)

Involvement

Social and
emotional
wellbeing

Psychological
wellbeing

Physical
wellbeing

Financial
security

27.3%
12 (6)
11.4%
9 (7)
10.2%
5 (4)
16.1%
10 (8)
15.4%
36 (25)

11.4%
5 (3)
21.5%
17 (13)
14.3%
7 (5)
9.7%
6 (5)
15.0%
35 (26)

13.6%
6 (3)
8.9%
7 (6)
16.3%
8 (8)
14.5%
9 (7)
12.8%
30 (24)

18.2%
8 (5)
13.9%
11 (9)
14.3%
7 (5)
19.4%
12 (10)
16.2%
38 (29)

2.2%
1 (1)
1.3%
1 (1)
0%
0 (0)
1.6%
1 (1)
1.3%
3 (3)
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theme diﬀered. The younger newly diagnosed
group made more mention of involvement
than the other three groups, and these other
groups all mentioned diﬀerent forms of wellbeing as the second most important theme.
The older newly diagnosed group mentioned
social and emotional wellbeing second most
often, whereas, the younger longer diagnosed
group mentioned psychological wellbeing as
second most often, and the older longer
diagnosed group mentioned physical wellbeing as the second most common theme.
Thus, there appeared to be contributions to
the alteration of quality of life themes mentioned by the participants from both ‘maturational’ and ‘adaptational’ sources.

Discussion
This study aimed to examine whether the
key areas that people with long-term and
chronic conditions considered, when thinking about their quality of life, altered as a
function of ‘maturational’ and ‘adaptational’ changes. To this end, individuals
from two age groups, who had been diagnosed for diﬀerent lengths of time, were
asked to say what quality of life meant to
them, and the results were qualitatively
analysed. The main ﬁndings to emerge
were that the key theme in determining
quality of life across the whole sample was
independence and normality in the participants’ lives, but that the other key themes
diﬀered across the groups, suggesting that
both ‘maturation’ and ‘adaptation’ play a
role in determining key areas, when people
consider their quality of life. Taken together,
these ﬁndings have implications for the
assessment of quality of life.
That the key theme to emerge across
the sample was independence and normality
is worth consideration in terms of the standard generic tools which are employed to
assess quality of life. The most commonly
used instruments in this regard, such as the
SF-36,14 GHQ15 and EQ-5D,23 do not
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directly assess this factor. Rather, most
factor-analytic solutions to these questionnaires suggest two main factors – psychological and physical issues. These latter
factors were also revealed as important in
this study, and there are some individual
questions on independence in these generic
quality of life scales, but the present ﬁndings
suggest that this issue should feature much
more prominently in the assessment of
quality of life. It could be noted that there
are generic quality of life tools that do
measure independence (e.g. the Functional
Independence Measure.24 However, these
tools do not also assess the various areas
of wellbeing mentioned above, and it is
unclear whether the forms of independence
(mainly physical) match precisely those considered as important by the current sample.
Additionally, the concept of being able to be
actively involved in their own lives
(expressed as ‘carpe diem’, by one participant) is not often considered in generic
quality of life tools. This is clearly a diﬃcult
concept to precisely determine in a few
questions, but it is one that emerges as a
key theme, overall. An area of relative insigniﬁcance in this context is ﬁnancial security.
Thus, the overall results suggest that some
rethinking, in terms of the measurement of
quality of life, is needed in order to reﬂect
the concerns generated by individuals with
long-term and chronic conditions.
The second issue that the current ﬁndings
raise for the measurement of quality of life is
that the key areas alter over time for groups
that diﬀer in terms of their time since
diagnosis and their age. For example, younger individuals who have been diagnosed
within the last year believe that involvement
in everyday activities is as important as
independence, and more important than
the various forms of wellbeing measured.
However, as individuals get older, and as a
longer amount of time elapses from the
point of diagnosis, involvement becomes
less of an issue, and aspects of wellbeing
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(social-emotional, psychological and physical) become more important. While it may
be premature to discuss the precise nature of
the changes in the key areas concerning
quality of life, documented here, due to
relatively small numbers of participants
(further work will be needed to explore this
issue), the aspect of importance in this
ﬁnding is that these concerns do alter with
both ‘maturation’ and ‘adaptation’. It
should be noted that many generic tools
for quality of life,14,15 as well as conditionspeciﬁc tools,16 do cover these areas of
wellbeing, but what they do not do is to
take into account such changes in the degree
to which individuals will express concerns in
these various areas. Of course, such variables as ‘maturation’ and ‘adaptation’ could
be regarded as ‘predictor’ variables of quality of life, rather than being integral variables to the perception of quality of life.
However, at the very least, this suggests that
interpretation of quality of life scores would
be facilitated by the production of diﬀerent
norms for these tools, based on age and time
since diagnosis. This is not a radical suggestion, as many psychometric assessments do
oﬀer such age-normed scores, especially in
areas such as childhood development and
behaviour (e.g. Strengths and Diﬃculties
Questionnaire,25 and this would not be too
onerous a task to perform. Obviously, the
nature of these changes would depend on the
speciﬁc tool being examined, as each tool
focuses on slightly diﬀerent aspects of quality of life. The general issue is that these
scores will alter over time, as quality of life is
a complex and multi-faceted concept, and
both it and the people for whom it is
measured may alter in many ways, thus,
potentially reducing the reliability of a tool,
especially for longitudinal studies.
Whether or not established tools, such
as the SF-36, provide an accurate measurement of quality of life continues to be
hotly debated.5 One potential reason for
this debate is that, as noted above, such tools
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have not explicitly recognised the personal
nature of quality of life. However, some
recent developments within the measurement of quality of life have attempted to
address this issue. For example, the
Lifepsychol17 is a system that allows people
to deﬁne the quality of life issues that are
most important to them, at any given time in
their life, and also it recognises the value of
encouraging people to regularly monitor
how quality of life can change over the
course of living with a long-term, chronic
condition. If this tool proves to have suitable
psychometric properties, its dynamic nature
may serve quality of life measurement well,
and would help to address concerns, such as
those raised in this study.
Of course, in addition to considering the
implications of ‘maturational’ and ‘adaptational’ factors, there could be other elements
that impact on the assessment of quality of
life issues, such as the clinical course of the
chronic condition itself. For example, if a
treatment programme reduces the severity of
the symptoms of a long-term, chronic condition (e.g. as could be the case when antiepileptic medications are administered for
epilepsy), then such intervention could contribute to improved quality of life, regardless
of any ‘maturational’ or ‘adaptational’ processes. Similarly, issues such as the environment of the individual, and the level of
support received, may also impact on their
perceptions of quality of life. Hence, it is more
than possible that there will be other factors
involved that will require further exploration
in order to develop a much fuller understanding of the measurement of quality of life.
As with all such studies, there are a
number of limitations that need to be mentioned. Obviously, the sample was limited in
terms of its size, although it was relatively
large for a qualitative study. Also, it was
limited in terms of the age groups, and the
lengths of time since diagnosis, which were
studied. There were reasons behind choosing
these limited samples, concerned with
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approximately equating the numbers of
participants in each group, but further,
more extensive, study could attempt to
extend and replicate these intriguing ﬁndings. The sample was also biased towards
female participants, and it is unclear what
impact this would have on the results if more
males could be recruited. Of course, the
present gender imbalance reﬂects the higher
prevalences of these conditions in females
relative to males, and also it may be that
females are more likely to volunteer to participate in such health-related research studies
than males, a gender imbalance that appear
to be reﬂected in most forms of volunteering.26 Moreover, it attempted to sample a
range of conditions (the one that predominated the sample was Arthritis), and, again, it
is unclear whether the results would vary for
diﬀerent conditions, and further work would
be needed in this regard. Of course, when
considering generic quality of life tools, this is
not a major issue, as they are designed to
operate across all conditions. As the participants in this research were volunteers, their
representativeness, in general, may be an issue
that limits the generality of the conclusions
that may be drawn from these data. Finally, as
with any analysis of such comments, the
number of comments should be considered
as a measure of the strength of feeling about
particular issues, and they should not be
regarded as an indication of their frequency
in the general population.
In summary, the current report adds to
the literature concerning the issues in measuring quality of life, and suggests that there
are aspects connected with independence
and normality of functioning and everyday
life that many generic, and condition-speciﬁc, quality of life tools do not assess well.
Moreover, there appears to be a need to be
more sensitive to changes in the quality of
life issues regarded as important as a function of ‘maturation’, and ‘adaptation’ to the
condition, which need to be given greater
consideration in such quality of life research.
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