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Using guided individualised feedback to review self-reported quality of life in health

and its importance

Abstract

This pilot study investigated the effects of providing guided, individualised feedback
on subjective quality of life (QoL), using results from the multi-dimensional
WHOQOL-BREEF profile.

Participants (n=129; 85 chronically ill) were recruited in the community, and primary
care. They were randomized to receive written or verbal guidance on interpreting a new
graphical summary profile, which simultaneously presented (a) their individual self-ratings of
QoL, and (b) the importance attributed to each QoL dimension. Before and after feedback,
participants completed health status, subjective QoL, QoL importance, goal-oriented QoL,
and mood measures.

Receiving individualised feedback was associated with increased psychological QoL,
with modest effect size. No effects were found for physical, social or environmental QoL or
QoL importance, health status, mood or goal-oriented QoL. There were no differences
between modes of delivering guidance, indicating equal effectiveness. Chronic illness
participants reported poorer QoL, moved more slowly towards their QoL goals, and had
larger differences between core QoL and QoL Importance than healthy participants.

Guided individualised empirical feedback about QoL judgements could be used to
promote psychological wellbeing. Although professional interpretation of feedback is
unnecessary, if shared, patients’ profiled WHOQOL information could support self-

monitoring, self-management, and clinical decision-making.
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Introduction

In 2011, the UK Government launched a new mental health strategy: ‘No Health Without
Mental Health’ (Department of Health), reflecting increasing policy focus on the importance
of wellbeing. Recent healthcare models have also placed great emphasis on supporting active
participation in personal care. Consequently there has been rapid growth in using patient-
reported outcome measures (PROMs) in the NHS, like health-related quality of life (QoL)
(NHS England, 2013). While PROMs mostly serve to audit the outcomes of healthcare, they
can also assist health professionals by providing empirical evidence of intervention outcomes
on wellbeing, although these are rarely observed or formally assessed (Valderas et al., 2008).

At an individual level, PROMs have particular value in enabling patients and their
health professionals to jointly identify goals and priorities for future health and health care
(Marshall, Haywood, & Fitzpatrick, 2006), and the NHS Operating Framework states the
organisation should ‘...put patients at the centre of decision-making, with their experience of
health’ (Department of Health, 2011, p. 8). International QoL research has increasingly
focused on person-centred methods (Hahn, 2012; Iris, Debacker, Benner, Hammerman, &
Ridings, 2012; Skevington & McCrate, 2012), underscoring current shifts towards targeting
treatments in personalised healthcare. This approach requires new ways to investigate the
QoL of individuals, in contrast to epidemiological research.

Although person-centred studies have examined the effects of QoL assessment on
individual patient satisfaction (De Wit et al., 2008; Gutteling et al., 2008; Hilarius, Kloeg,
Gundy, & Aaronson, 2008; Mills, Murray, Johnston, Cardwell, & Donnelly, 2009;
Rosenbloom, Victorson, Hahn, Peterman, & Cella, 2007), few have specifically examined
whether patients’ QoL can improve as an consequence of completing a QoL measure and
receiving feedback about it. This represents an intervention in its own right, and evidence for

its efficacy is contradictory. While some studies found no effects (Hilarius et al., 2008;



Rosenbloom et al., 2007; Santana et al., 2010), others provide limited evidence of positive
outcomes such as improved emotional wellbeing (Velikova et al., 2004), disease-specific
QoL and mental QoL (Gutteling et al., 2008), behavior, psychosocial health and family
activities (De Wit et al., 2008). Although indicating that QoL feedback is an important
mechanism whereby wellbeing can be influenced, the exact process remains unclear, as
feedback methods vary widely.

Recently, there has been renewed interest in measuring the importance that individuals
attach to different aspects of their QoL (Baile, Palmer, Bruera, & Parker, 2011; Snyder et al.,
2011), as distinct from importance to populations (da Rocha, 2011; Molzahn, Kalfoss,
Skevington, & Schick Makaroff, 2011; Molzahn, Skevington, Kalfoss, & Schick Makaroff,
2010; Skevington & O'Connell, 2004; Wu, 2009). Taking an unusual approach, Skevington
and O’Connell (2004) examined international data about QoL and its importance. They found
that the poorest QoL could be identified where a particular dimension of QoL was rated not
only as poor (low scores), but also as very important (high scores) and that where there was a
large difference (gap) between the two ratings, high importance had a supplementary
disenhancing effect on poor QoL. They suggested that this knowledge could help patients and
professionals target areas of wellbeing for improvement.

The main aim of the present study was to pilot a new procedure to give graphical
feedback on both types of information, and investigate its effect on wellbeing. This is an
original investigation in feedback research. We predicted that self-generated empirical
information would promote self-awareness of current states, and movement towards future
personal QoL goals. Self-management interventions based on this premise affect wellbeing
positively during chronic illness (Ditewig, Blok, Havers, & van Veenendaal, 2010;
Labrecque et al., 2011) and the feasibility of technology -based symptom monitoring has

been recently demonstrated in cancer patients (Yount et al., 2013). It was, therefore,



important to apply this pilot research in a chronic illness population, and healthy participants
were recruited for comparison purposes.

The investigation was grounded in Carver & Scheier’s self-regulation theory (SRT)
(Carver & Scheier, 1982, 1998) which asserts that the function of self-regulation is to reduce
sensed discrepancies between an individual’s judgement of their actual state and their desired
state. To do this, individuals use information from feedback to adapt to, or steer towards their
goal(s). Perceived progress, or lack of it, is theorised to have affective and behavioural
consequences. This is relevant to our study because achieving one’s goals is also theorised to
be an important source of information that people use to judge their QoL. The present study
is underpinned by the World Health Organization (WHO) definition of QoL: ‘An
individuals' perceptions of their position in life, in the context of the culture and value
systems in which they live, and in relation to their goals, expectations, standards and
concerns.” (The WHOQOL Group, 1995, p. 1405). In view of the synergy between self-
regulation mechanisms and QoL feedback, we sought to measure goal-related QoL.

Based on previous findings on the positive effects of QoL feedback (De Wit et al.,
2008; Velikova et al., 2004), we hypothesised that inspecting and interpreting individualised
QoL feedback after completing these measures would promote general wellbeing. In the
absence of suitable prior research, we could not predict whether chronic illness and healthy
participants would differ under these conditions, and if so how. However, we expected that
chronic illness participants would report poorer physical QoL than healthy (Dickson, Toft, &
O'Carroll, 2009; Kilian, Matschinger, & Angermeyer, 2001).

We investigated whether verbal guidance on how to interpret the QoL results delivered
at the time of feedback would be more strongly associated with improvements in wellbeing
than following written guidance from printed instructions. Patients are keen to discuss their

QoL results in clinical settings following verbal guidance (Detmar, Aaronson, Wever, Muller,



& Schornagel, 2000), but little comparative work with written feedback has been conclusive
so we had no predictions about modes of administering feedback. As prior research identifies
the poorest QoL (Skevington & O'Connell, 2004), we predicted that people with chronic
illness would have poorer QoL on some dimensions of the profile, and would rate these
aspects of QoL as more important than healthy participants, so resulting in greater differences
between core QoL and importance. Furthermore, this is the first study to use a new short-
form WHOQOL Importance measure compatible with facets of WHOQOL-BREF.
Methods
Participants
A UK sample was purposively recruited in the local community and primary care. We
designed a pilot study for a feedback intervention where participants acted as their own
individual controls, and comparisons were made between chronic illness and well subgroups.
Ethical approval for the study was granted by the University of Bath Psychology Department
Research Ethics Committee, and the South West 5 NHS Research Ethics Committee. The
sample was designed to target 70% participants with a chronic illness, and 30% healthy, for
comparison. Pragmatically, it is important for health and social care services to know whether
this intervention is effective in limiting long-term conditions. The illness subgroup was
screened for length of diagnosis, to ensure their condition was chronic. They were included if
diagnosed with a chronic physical illness 12 or more months previously. Co-morbidities were
recorded and participants were asked which chronic condition most affected their QoL.
Advertisements inviting participation from healthy and chronically ill people were
installed on UK websites of the Multiple Sclerosis (MS) Society; Asthma UK; the National
Eczema Society; Epilepsy Action and the British Lung Foundation, and n=104 responded, of
which 87 (84%) participated. Supplementary recruitment of mostly healthy participants was

conducted on a university campus where 33 responded and 17 (52%) participated.



Recruitment was also conducted in an NHS Primary Care practice where 250 patients were
invited to participate by their General Practitioner. Quota sampling was used to achieve
equipoise in the sample design, across a range of chronic physical health conditions. Replies
were received from 70 (28%), and 61 (87%) participated.

Measures

Quality of Life and its Importance (The WHOQOL-BREF)

The WHOQOL-BREF is a multidimensional international instrument that assesses subjective
QoL over the past two weeks. It contains 26 items covering 25 QoL dimensions; 24 items are
scored in one of four domains: physical, psychological, social relationships and
environmental QoL. Two general items assess overall health and QoL. Item response is on a
five- point Likert interval scale. The WHOQOL-BREF shows good cross-cultural
psychometric properties, including in the UK(Skevington & McCrate, 2012). It is reliable,
valid and sensitive to changes in clinical condition (Skevington, Lotfy, & O'Connell, 2004).
It is widely used in clinical trials, for monitoring interventions, and in various service
settings. Its patient-centred design and psychometric properties make it suited to individual
assessment (Diehr et al., 2006; O'Carroll, Smith, Couston, Cossar, & Hayes, 2000; Saxena,
Carlson, Billington, & Orley, 2001; Skevington et al., 2004; Skevington & McCrate, 2012;
Skevington & O'Connell, 2004; The WHOQOL Group, 1998).

Importance items corresponding to topics of QoL facets in the core measure were
developed concurrently with the WHOQOL-100 (Saxena et al., 2001); these two measures
have very weak correlations in very large datasets (Skevington & O'Connell, 2004). The
Importance measure shows good internal consistency reliability, stability, and has been tested
for some aspects of validity (Molzahn et al., 2011; Molzahn et al., 2010; Skevington &
O'Connell, 2004; Wu, 2009). We used a short form of the WHOQOL-100 Importance scale

based on work by Skevington & O’Connell (2004), where each WHOQOL Importance item



was selected to match one of the 26 topics in the WHOQOL-BREF.

In the present study, scores from the WHOQOL-BREF and the short WHOQOL-
Importance measure were used to produce individualised graphical summary profiles (See
Figure 1). These profiled results displayed the participant’s core QoL responses in bar charts,
overlaid with indicators of their importance ratings (red triangles) for every QoL facet. This
graphical profile was based on an early version of a CD-ROM based system, developed at
[X], and used by patients and physicians to inspect the results in a previous pilot study.

[INSERT FIGURE 1 HERE]
Health Status (EQ-5D)
Health status overall was measured using the visual analogue scale of the EQ-5D (The
EuroQoL Group, 2010) (0 = worst imaginable health; 100 = best imaginable health). The
National Institute for Clinical Excellence (NICE) recommends the EQ-5D as the preferred
UK measure of health-related QoL in adults (National Institute for Health and Clinical
Excellence, 2008), and its validity in assessing chronic illnesses is confirmed (Dyer,
Goldsmith, Sharples, & Buxton, 2010; Janssen, Lubetkin, Sekhobo, & Pickard, 2011; Pickard
et al., 2008).
Mood (PANAS)
The Positive and Negative Affect Schedule (PANAS) (Watson, Clark, & Tellegen, 1988) was
selected to measure positive and negative affect independently. This instrument contains two
internally consistent 10-item mood scales that are largely uncorrelated and stable (Watson et
al., 1988). Items are rated from 1 to 5, and scores summed for each affect type (range 10-50).
The PANAS shows good psychometric properties in general, clinical and non-clinical UK
populations (Crawford & Henry, 2004; Ostir, Smith, Smith, & Ottenbacher, 2005).
Goal-Oriented Quality of Life (GOSS)

The goal-oriented subjective status scale (GOSS) Dibb and Yardley (2006), measures



perceptions of how quickly people believe they are moving towards, or away from five
specific goals relating to: family/relationships, health, work/finances, social life/activities,
spirituality and beliefs. The GOSS has good internal consistency (alpha > 0.8) and is
meaningfully related to the ‘change in health’ item of another health status measure - the SF-
36 (Jenkinson, Wright, & Coulter, 1993). For this study, the wording of the GOSS was
adapted so as to map it conceptually onto the six QoL domains of the WHOQOL-100 (The
WHOQOL Group, 1995): physical health, psychological, social relationships, environment,
independence and spiritual QoL. Each of the six items in this revised measure (the GOSS-Q)
asks about perceived movement ‘today’ in relation to ideal QoL (1 = “moving very quickly
away”; 7 = “moving very quickly towards” (range from 7 — 42). The adapted measure has
good internal consistency reliability (alpha > 0.8) (Llewellyn & Skevington, 2014).
Procedure

Having given fully informed consent, participants completed all baseline (T1) measures at
home, online or on paper, and returned their questionnaires to the primary researcher (AL).
Participants were stratified by health status (illness or health), then randomly allocated to one
of two conditions - verbal or written guidance - using independent computer generated
randomization (www.randomizer.org). Individualised graphical summary profiles from the
WHOQOL-BREF and the short WHOQOL-Importance measures were printed, in colour, to
provide the mechanism for subsequent feedback according to experimental condition.

In the verbal guidance condition, feedback session appointments were made by
telephone and individual graphical summary profiles were sent by post or email to the
participants in time for these appointments (within 1-3 weeks of baseline measurement,
depending on participants’ availability). During the appointment, participants reviewed and
interpreted their graphical summary profile while receiving guidance on how to understand

the profile from the researcher (AL) over the telephone, using a prepared script. In the written



guidance condition, the graphical summary profile was sent to participants within one week
of baseline measurement, together with printed instructions providing directions about how to
review and interpret the profile by following a series of steps. The design of the graphical
summary profile was identical in both conditions and instruction protocols were matched in
terms of the steps participants should follow when reviewing and interpreting their graphs.
Any interaction with participants concerning their scores was restricted to factual and
descriptive comments; the researcher was careful not to impute meanings. The methodology
of the two conditions had been piloted and tested previously for feasibility and acceptability
(Llewellyn, 2012).

In both feedback conditions, participants were first directed to look at all of his/her
QoL core scores, and to identify the facets where QoL was rated as good (>3.0). Then they
examined Importance scores to find any large differences between Importance and core QoL.
In particular they focused on facets where scores indicated poor QoL (<3.0) and where that
facet was also considered to be very or extremely important (>3), implementing procedures
based on Skevington and O’Connell’s (2004) findings. It was pointed out to participants that
these were the areas where they might want to consider what they could do to make the gap
smaller. For ethical reasons, the final instruction was for them to attend to facets where they
had rated both QoL and Importance as high, and so were positive.

Participants were asked to complete the time 2 (T2) measures immediately after
reviewing the graphical summary profile, but without referring back to it. We thereby
intended that the T2 measures would capture their new post-feedback self-judgements, not
ones they might have derived through systematic comparisons with previous answers.

Data analysis

The WHOQOL-BREF scores were transformed so that the four domains (physical health,

psychological, social relationships and environment) were scored from 0-100, using a



WHOQOL Group SPSS syntax file (obtainable from:
http://apps.who.int/iris/bitstream/10665/77932/1/WHO_HIS HSI Rev.2012.03 eng.pdf). A
new syntax was written by the authors to similarly transform the WHOQOL Importance
scores into Importance domains. SPSS v18 was used for statistical analysis. Normality testing
showed that skewness and kurtosis were acceptable for most variables. Negative Affect
scores (PANAS) were reciprocally transformed (Hair, Anderson, Tatham, & Blacke, 1999).
Factorial repeated measures MANOVA was used to examine differences over time, by
health status (ill or healthy), and by experimental condition (verbal or written guidance). In
the first analysis we included five dependent variables (DVs): each of the four WHOQOL-
BREF core domains and the EQ-5D VAS rating. All were acceptably correlated. MANOVA
was applied to the WHOQOL Importance domain scores, which were poorly correlated with
the WHOQOL-BREF. Mixed-factorial ANOVAs examined differences over time and
between groups for the other DVs: GOSS-Q and PANAS. Bonferroni corrections and
Greenhouse-Geisser adjustments factors were applied (Dancey & Reidy, 2004). Effect size
was calculated using Cohen’s guidelines for interpreting ' (Cohen, 1988), with equivalent
values of partial eta squared , as generated by SPSS (Kinnear & Gray, 2010). We investigated
the differences between core QoL and Importance scores for each health status group at each
time point, using dependent #-tests, with Bonferroni corrections. Significance was set at p =
0.013 to correct for multiple testing.
Results
Baseline questionnaires (T1) were completed by 165 participants, 129 of whom also
completed T2. Seventy-four % of those with chronic illness completed both sets of
questionnaires, compared to 87% of healthy people, suggesting physical health may have
been a factor in attrition. Of those completing questionnaires twice, 66%were women; 35%

were aged 18-44 years, 52% 45-74 years and 10% 75+. Attrition rates were similar for men
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(25%) and women (20%), and varied little by age band. After randomization, 71 participants
(55%) received verbal guidance, of whom 65% reported a chronic illness; and 58 (45%)

received written guidance (67% ill).

Most participants (64%) had received tertiary education (college, university or
postgraduate), were White (96%), and lived with a spouse, partner or family (76%). Most
resided in sub/urban areas (69%) and 28% were retired, 34% were employed full-time, and
12% part-time. The chronic illness group (n = 85) was a heterogeneous sample of people
reporting chronic illnesses (defined by the International Classification of Diseases (World
Health Organization, 2010)). These included musculoskeletal and connective tissue (21%);
respiratory system (19%); nervous system (19%); circulation (13%); dermatology (11%); and
endocrine, nutrition and metabolic conditions (8%); others 9%.

Outcome Changes between Pre-test (T1) and Post-test (T2)

The MANOVA analysis of the WHOQOL-BREF and EQ-5D VAS showed a significant
main effect, with scores increasing over time (p <.05, n® =.10) (see Table 1). Examination of
contrasts revealed that although mean scores were mostly higher at T2, only the WHOQOL-
BREF psychological domain was significant (p <.01, n* = .06), indicating that the main effect
was associated with change in this domain. These findings support our hypothesis that being
guided through individualised QoL feedback would bring about improvements in wellbeing.

The EQ-5D VAS and WHOQOL-BREF domain scores distinguished between ill and
healthy groups (p <.001, n* = .21), showing a large effect size. As expected, participants
reporting chronic illness rated their physical health as poorer on both measures than healthy
people (EQ-5D VAS: p <.001, n* = .17, WHOQOL-BREF physical domain: p <.001, n* =
.16). No significant differences were found between verbal and written guidance groups on
any variable. Furthermore there were no significant interactions between time, health status

and experimental condition.
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[INSERT TABLE 1 HERE]

The PANAS subscales showed no significant differences between T1 and T2 and
effects of health status or experimental condition, or any significant interactions. Therefore
our findings did not support earlier predictions of improvement in affect. GOSS-Q scores did
not change significantly over time, however there was a significant between-subjects effect in
health status, with medium effect size (¥ (1,125) = 15.16, p <.001, n2 =.11). Goal-oriented
QoL scores were significantly lower for the ill group than for healthy participants. Although
the overall means indicated that both groups were moving towards, rather than away from
their ideal QoL, higher scores for healthy participants indicated more rapid movement in this
positive direction. There were no significant interactions between time, health status and
experimental condition.

MANOVA showed that WHOQOL Importance domain scores did not change
significantly over time. However, contrary to our hypothesis, healthy participants rated the
importance of QoL more highly than ill participants (p <.01, > = 0.11). Contrasts revealed
that this between-groups difference was related to WHOQOL Importance scores in both the
physical and psychological domains (df = 1,122, Importance physical: p <.001, n* =.09;
Importance psychological: p <.05, n° = .04)(See Table 2).

[INSERT TABLE 2 HERE]
Differences between Quality of Life and the Importance of Quality of Life

A number of significant differences were found between WHOQOL core domain
scores and respective Importance ratings of ill participants at T1 and T2. Table 2 shows that
core physical and psychological QoL scores were rated lower than Importance (p <.001) on
both occasions. This effect was found for the environment domain at T1 (p <.01), but not for
the social domain. Healthy group means showed a similar pattern, but only psychological

core and Importance scores differed at T1 and T2 (p <.001). These findings support the
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prediction of greater differences between core QoL and Importance for those with poorer
QoL living with chronic illness.
Discussion
The aim of this study was to explore whether a novel approach to receiving feedback on
subjective judgements would lead to changes in how people consider their QoL, their
orientation towards their QoL goals, and their mood. Within this design, we also examined
whether the method by which feedback was administered had different effects. Our findings
confirm that receiving feedback on subjective QoL and importance judgements was be
positive for the psychological domain, suggesting improved mental health although the size
of this effect was modest. This result supports the prediction that sharing QoL results with
individuals who have provided the information leads to improved self-judgements. It shows
the advantages of a highly patient-centred process, in line with current NHS health care
policy. Furthermore these findings demonstrate that the WHQOL-BREEF scores are sensitive
in detecting change in a community sample. This information has not been widely available.
There was no significant change in the three other WHOQOL-BREF domains or
health status on the EQ-SDVAS. These results are consistent with reports by Velikova et al.
(2004) and Del Wit et al. (2008) who showed that that emotional wellbeing and mental health
improved after QoL feedback but physical QoL showed no change. It therefore seems
plausible that physical health indicators like pain, medication, energy, sleep, work, mobility,
and daily activities, are more receptive to physical or pharmacological interventions, than to
increased self-awareness via a psychological feedback intervention. They may also possibly
have greater intrinsic strength than emotional wellbeing, so are more resistant to change.
Similarly, no intervention effects were found on core variables of social or environment QoL
domains, or on QoL Importance variables, indicating that feedback alone is insufficient to

bring about changes in self-judgements in these QoL areas. Combining our approach with
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other psychological interventions that would benefit from structured self-regulation and self-
monitoring could promote mutually enhancing effects. Secondary components relating to
behaviour change, such as goal setting, or motivational interviewing, could be usefully
developed and applied alongside QoL feedback.

While we had predicted post-feedback changes in mood and goal-related QoL, these
were not detected. However, this is consistent with previous studies investigating the effects
of QoL assessments with outcome measures other than the WHOQOL-BREF, for example
the Functional Assessment of Cancer Therapy (FACT), Palliative Care Quality of Life Index
(PQLI) and the Functional Living Index (FLIC) (Hilarius et al., 2008; Mills et al., 2009;
Rosenbloom et al., 2007). In the present study it is possible that there were changes but these
were not detected by the measures we used. Whether this is due to subtle differences in
concepts investigated, or measurement construction is worthy of further investigation.
Furthermore, most measures were designed for cross sectional rather than longitudinal
research, and for group rather than individual use. It is also plausible that not using disease-
specific measures may have made a difference to our ill sample, as these are generally found
to be more responsive to change (Santana et al., 2010), but this would neither have been
practicable, nor enabled us to test the generic principle of the impact of QoL feedback.

The present study examined whether providing written or verbal guidance would
differentially impact on QoL feedback. We found that both feedback modes worked equally
well. As neither showed a superior effect on wellbeing, this has implications for the future
implementation of QoL feedback interventions. As a self-management tool, providing written
instructions to assist feedback review would be less costly than time spent by a health
professional or facilitator providing verbal guidance. The consistency of the same script
would improve the reliability of the intervention. It would also allow individuals to review

their own feedback in a much wider variety of settings than if a clinical assistant was needed.
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We confirmed an overall QoL difference between those with chronic illness and
healthy, but found no difference in psychological QoL. This finding contrasts with previous
studies where both physical and psychological QoL of those with chronic illness was poorer
than healthy individuals (Dickson et al., 2009; Ovayolu, Ovayolu, & Karadag, 2011; Salaffi,
Carotti, Gasparini, Intorcia, & Grassi, 2009; Slatkowsky-Christensen, Mowinckel, Loge, &
Kvien, 2007). However, the ill sample in the present study comprised a wide variety of
health conditions. Arnold et al. (2004) found that although patients with back problems,
rheumatoid arthritis and heart problems reported poorer physical QoL than healthy, patients
with lung disorders and migraine differed in psychological functioning. Illness type therefore
adds complexity to these group differences in different domains. Future studies comparing
QoL in different chronic illness types may enhance our current understanding.

We found participants reported overall movement towards their ideal QoL. However,
this movement was perceived to be faster for healthy people, so it is plausible that those with
chronic illness may see positive change as more difficult than healthy, or that they invest
their energy in coping with the ramifications of their illness, rather than making plans to
achieve their QoL goals. This mechanism is in keeping with Schwartz and Drotar’s (2009)
study where health status was found to affect the pursuit of personal goals during chronic
illness in young adults. The present study also showed that physical and psychological QoL
were more important for those who were healthy than ill, possibly indicating that chronic
illness accompanies lower expectations of QoL in these domains. Although tentative, this
interpretation could be fruitfully investigated further.

The results also revealed that the differences between core QoL and Importance scores
were larger for those with a chronic illness and were more prevalent across domains. This
indicates that those living with chronic illness are more often distant from the QoL goals that

they consider to be important, than well people. Furthermore, as other results we obtained
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showed, those with chronic illness are also slower in moving towards their QoL goals than
the healthy group. Theoretically this is in keeping with the WHOQOL Group’s definition of
QoL which indicates that those with the poorest QoL are least likely to meet their “...goals,
expectations, standards and concerns’ (Skevington & O'Connell, 2004) and has important
implications for clinical practice, where health professionals may need to revise their
expectations of what someone with chronic illness can do.

A limitation of the study was the absence of a control group against which to compare
those receiving QoL feedback. Including a condition where participants completed
questionnaires twice, but did not receive feedback, would have strengthened the study rigor.
Similarly, convenience sampling meant we were unable to purposefully match the
demographic profiles of the ill and healthy groups in this pilot study and future research with
a larger sample would provide a more conclusive understanding. It is also possible that the
relatively short duration of the assessment period may have attenuated the potential feedback
effect. Allowing longer for feedback to be cognitively and affectively processed may have
had greater effect. To our knowledge there is no test of an optimum period for consideration
of feedback, and further research would be valuable.

The present study used two different modes of data collection: completing the
questionnaires online or using paper and pencil. Paper versions have been employed in the
majority of prior studies involving the WHOQOL-BREF, although recently computer-based
formats have been reported (Baumann, lonescu, & Chau, 2011; Fellinger et al., 2005; Mason,
Skevington, & Osborn, 2004; Skevington & Day, unpublished). Arguably, having two data
collection formats in this study may have introduced an additional variable, however, Chen et
al. (2009) found no significant differences between domain scores collected either
electronically or using paper and pencil. Paper and touch-screen versions of the EQ-5D VAS

also have equivalent properties (Ramachandran, Lundy, & Coons, 2008) and together these
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results suggest that administration mode does not make an important difference to the way
people report their subjective QoL using questionnaires.

At a qualitative level, several participants commented that thinking about QoL was a
novel experience. French and Sutton (2011) found that when people were asked to complete
questions about issues they had not previously considered, they can provide responses that
are generated on the spot, on the basis of normative understandings, rather than on genuine
personal reflections. We have no additional information about whether this process was
active in our study, but this interpretation has implications for the validity of PROMs
measures in general, and for QoL assessment in particular, especially where QoL issues are
novel to participants. However, in the present study, all our participants consented in advance
to think about their QoL, and therefore had a pretest period to reflect on their QoL before
assessment. Providing additional comprehensive information about wellbeing dimensions
before recruitment may have made the task less novel but could have conversely served to
shape the answers. It is also plausible that self-selection recruitment bias meant those who
opted to participate already had an interest in QoL, and may have been considerably self-
aware before reviewing their feedback. As such their self-assessments would have been less
likely to change after feedback. Similar conclusions have been reached in behaviour change
studies, where the effects of planning interventions have been attenuated by the prior plans
that participants had already made before taking part in the research (Sniehotta, 2009).

Although we collected data from healthy individuals and a heterogeneous chronic
illness sample, small sample sizes precluded analysis of subgroups by illness type. Future
studies should investigate the effects of feedback for individuals with different types of
chronic illnessess who could be differentially affected by pain, disability, mobility and
specific symptoms (Arnold et al., 2004).

The findings indicate that receiving feedback on subjective judgements is associated
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with changes in the way people consider their subjective QoL, and in particular with
significant, but small, improvements in psychological wellbeing. This could be an important
precursor in making behavioural changes to further improve wellbeing, and ensure longevity
of effect. Previous findings suggest that without additional behavioural efforts, these
beneficial psychological effects diminish over time (De Wit et al., 2010). However, it may be
that psychological QoL change is the necessary foundation upon which changes in physical,
social and environmental QoL could subsequently be built. Future studies over longer

timescales will be helpful in testing this proposition.
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Table 1 Changes in QoL and comparison of administrative mode and health status groups
(WHOQOL-BREF Domains and EQ-5D VAS MANOVA).

Variable: T1 T1 T2 T2
N mean SD mean SD
111 79 63.78 19.15 6494  18.81
Eﬁ = Healthy 42 79.54 16.07 81.46  14.95
n <
5 &) Verbal guidance 55 70.54 18.41 72.62 17.00
Written guidance 66 68.17 20.58  69.06  20.85
- = 11 79 63.44 15.27  65.61 15.99
= RS
'g &<  Healthy 42 67.64 11.95 70.08 11.20
< s
< el = Verbal guidance 55  63.94 1555 67.65 1536
= &
§ A Written guidance 66 65.69 13.23  66.76 14.08
i z 1l 79 68.35 1821  69.36  19.18
8 = @: Healthy 42 69.84 19.73 7252 20.93
) g .e :
) A = Verbal guidance 55 66.82 20.25 69.85 21.25
Q
2 A Written guidance 66 70.58 1723 7096  18.60
e 79 74.25 13.25  75.59  13.47
O]
g Healthy 42 78.79 12.89 7947  12.96
o
‘2 Verbal guidance 55 75.57 13.14  78.06  12.08
=
M Written guidance 66 76.04 13.44  76.01 14.39
a 11 79 68.80 17.40  69.14 17.22
0 2 Healthy 42 82.64 11.94 82.12  12.98
8 > Verbal guidance 55 74.02 18.18 7420  16.70
Written guidance 66 73.26 16.10 73.18 17.35
MANOVA df=5,113 F p n’
Within subjects effect of time 2.42 040" .097
Between subjects’ groups:
Health status (ill / healthy) 6.16  .0017 214

Experimental condition (verbal / 0.42 .836 018
written guidance)

Interactions:

Time*health status 0.33 .896 014
Time*experimental condition 1.00 421 .042
Time*health status * experimental 0.36 877 016
condition

Health status*experimental cond’n 1.23 298 .052

* p <.05; *** p<.001
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Table 2 Differences in the importance of QoL in relation to health status groups, and differences between core QoL and Importance

F

WHOQOL Importance between subjects contrasts within MANOVA p n
Physical Health 12.39 001*** 092
Psychological Health 5.42 .022% .043
Health status WHOQOL Importance ] ] )
Social Relationships 2.71 .102 .022
Environment 0.79 376 .006
Dependent 7 tests 1111 Healthy
3 8 3 8
i i = = i i = =
=~ =~ < < S S < <
Domain NS & £ £ Mem | p S & £ £ Mem p
v S o e = o diff. N o2 o e = o diff.
s 35 £§ Es sf 353 EE Es
T1
Physical 82 64.06 19.10 77.50 10.18 -13.44 -5.84 001* | 44 79.00 16.54 84.50 1244 -549 -2.03 .049
Psychological 85 63.86 1549 7511 11.43 -11.25 -546 001* | 44 6731 12.44 78.77 14.10 -11.45 -3.60 .001*
Social 85 68.73 18.03 6853 1534 0.20 0.08 933 |44 7045 19.81 73.58 18.24 -3.12 -0.85 401
Environment 85 7430 13.30 7891 11.19 -4.61 -2.67 .009* | 44 7834 1320 7998 13.31 -1.64 -0.60 555
T2
Physical 81 6493 18.65 78.16 10.10 -13.23 -5.77 001* | 44 81.25 1546 8494 1278 -3.69 -1.44 158
Psychological 84 6553 1597 7523 1255 -9.70 -4.64 .001* | 44 70.02 11.67 81.53 11.76 -11.52 -5.02 .001*
Social 85 69.56 1892 69.55 15.72 0.01 0.01 996 44 7320 20.85 73.86 17.75 -0.66 -0.18 .857
Environment 84 7530 13.38 79.02 10.17 -3.72 -2.22 .029 44 79.27 13.54 81.65 12.17 -2.37 -1.03 311

*Significance set with Bonferroni adjustment at p =.013 for ¢ test
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Figure 1 Example of a graphical summary profile of WHOQOL-BREF and Importance
physical and psychological domain scores
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