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Abstract

Background: Changes in self-concept are an important potential outcome for many interventions
for people with long-term conditions. This study sought to identify and evaluate outcome
questionnaires suitable for quantifying changes in self-concept in people with long-term conditions,
in the context of treatment with acupuncture and Chinese medicine.

Methods: A literature search was followed by an evaluation of three questionnaires: The
Wellbeing Questionnaire W-BQ12, the Patient Enablement Instrument (PEIl), and the Arizona
Integrative Outcome Scale (AIOS). A convenience sample of 23 people completed the
questionnaires on two occasions and were interviewed about their experience and their
questionnaire responses. All acupuncturists were interviewed.

Results: Changes in self-concept were common and emerged over time. The three questionnaires
had different strengths and weaknesses in relation to measuring changes in self-concept. The
generic AIOS had face validity and was sensitive to changes in self-concept over time, but it lacked
specificity. The PEl was sensitive and specific in measuring these changes but had lower
acceptability. The sensitivity of the W-BQ12 was affected by initial high scores (ceiling effect) and
a shorter timescale but was acceptable and is suitable for repeated administration. The PEl and W-
BQI2 questionnaires worked well in combination.

Conclusion: Changes in self-concept are important outcomes of complex interventions for
people with long-term illness and their measurement requires carefully evaluated tools and long-
term follow-up. The literature review and the analysis of the strengths and weaknesses of the
questionnaires is a resource for other researchers. The W-BQI2 and the PEIl both proved useful
for this population and a larger quantitative study is planned.

Background complex interventions, interventions for people with
Relevant, comprehensive, and valid outcome measures long-term health problems, and interventions that aim to
are a pre-requisite for all experimental and observational  bring about a wide range of treatment effects and behav-
evaluations of healthcare interventions. The choice of out-  iour change. In these situations it has been suggested that
come measures is especially problematic in evaluating  a staged process of enquiry should be instituted, and that
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e Monographs included Bowling 1995 (12), Bowling 1997 (52), Teeling Smith 1988
(53), McDowell & Newell 1987 (54), Freeman & Tyrer 1992 (55), Jamison 1996 (56),

and Brown 1997 (57).

e The search of electronic databases, restricted to English language and adults,

included Medline (all years); Embase (all years); AHMED (all years); Social science
citation index (1981-2003); and PsycINFO (1990-2003).

e References and bibliographies were followed up, and citation searches were done

on relevant papers.

e The internet search used Google as a search engine.

Search terms were refined as searches continued, and were mapped onto the thesaurus of

individual databases. They were combined in appropriate ways and included the following:

outcome assessment, treatment outcome, questionnaires, chronic disease, quality of life,

self concept, self efficacy, spirituality.

Figure |
Literature review: sources and search terms.

qualitative and theoretical work may play an important
part in developing research designs [1]. Qualitative meth-
ods are useful in understanding the wide range of treat-
ment effects that may be valued in such situations; in
linking these individual experiences to more theoretically
based concepts; and in designing and evaluating outcome
questionnaires that can be used to quantify these treat-
ment effects. By raising descriptive qualitative findings to
the level of concepts, such preliminary work may be trans-
ferable to other interventions and populations. This paper
is based on a programme of primary research into evalu-
ating acupuncture and Chinese medicine, but the wider
issues of the definition and measurement of changes in
self-concept are relevant to evaluating many other educa-
tional and healthcare interventions for people with long-
term health problems.

Qualitative studies of people with long-term health prob-
lems that use acupuncture and Chinese medicine have
identified a range of valued treatment effects and have
started grouping them into categories and concepts [2-4].
In addition to changes in symptoms, medication, energy
and relaxation, there are other changes that have been
described by different researchers as 'improvement in psy-
chosocial coping' [2] or 'changes in personal and social
identity' [3]. There is considerable overlap in these two
categories. Improvements in psychosocial coping

included an increase in self-awareness, an increased sense
of wholeness, balance, centredness, well-being, increases
in self-efficacy and all round changes in lives; and the cat-
egory of changes in personal and social identity included
changes in self-awareness, self-acceptance, self-confi-
dence, self-responsibility and self-help. In this paper the
broad term of 'self-concept' is used to encompass this
range of descriptors and the definition of the term 'self-
concept' is explored as part of the literature search
reported below. The significance of these changes in self-
concept to some of the individuals studied is in accord-
ance with a whole body of work that has investigated how
people experience and adapt to the 'biographical disrup-
tion' of long-term illness (including survival from cancer)
and the importance of re-negotiating and coming to terms
with changing identities over time [5-7]. They are also of
interest in relation to the use of social cognitive theory in
health promotion interventions [8].

Previous research has suggested that changes in self-con-
cept are not reliably measured by the generic outcome
questionnaires EuroQol-5D and COOP-WONCA charts,
or by the individualised problem-specific questionnaire
Measure Yourself Medical Outcome Profile, MYMOP|[9].
The study reported below aimed to identify and evaluate
outcome questionnaires that would be suitable for quan-
tifying changes in self-concept in people with long-term
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health problems who were having acupuncture and Chi-
nese medicine for the first time. A literature search identi-
fied two questionnaires that were then evaluated,
alongside a third brief generic questionnaire, using mixed
methods. The method and results of the literature search
are described first, followed by the details of the evalua-
tion of the three questionnaires.

Methods
The literature search is reported first and then the meth-
ods employed in evaluating the questionnaires.

Literature search

This search took place in September/October 2003 and
looked for previously used and validated questionnaires
that would be suitable for piloting as outcome measures
for acupuncture. It included papers that contributed to the
meaning and definition of self-concept; and papers
describing the use and validation of outcome question-
naires that sought to measure changes in self-concept in
clinical settings. The sources and search terms are summa-
rised in Figure 1. Relevant papers were used to widen and
refine search terms, as sources of further references, and as
a basis for citation searching. Authors were approached
for copies of questionnaires of interest.

The decision about whether a questionnaire was likely to
be suitable for piloting as an outcome measures for acu-
puncture was made on the basis of their relevance to con-
cepts described in previous research work in this area;
their availability as a written questionnaire; evidence of
some validation work; and face validity in terms of accept-
able length and language for people suffering from a range
of long-term health problems. Potentially useful ques-
tionnaires were discussed by a group of three acupunctur-
ists, all of whom had previous experience of outcome
research.

Evaluating the questionnaires

This study evaluated the two questionnaires identified in
the literature review alongside one brief generic question-
naire, the Arizona Integrative Outcome Scale. The analysis
explored their ability to reflect the changes in self-concept
that were reported in interviews with acupuncture
patients and practitioners. The Arizona Integrative Out-
come Scale, one-month version (AIOS), that asks for a sin-
gle VAS score in response to 'Please reflect on your sense of
well-being, taking into account your physical, mental, emo-
tional, social, and spiritual condition over the past month'. 1t
was included as a generic comparator and chosen because
it is a new scale that has been developed specifically for
use in integrative medicine but sensitivity to change is yet
to be established [47,438].

http://www.biomedcentral.com/1472-6882/6/7

a) Recruitment and questionnaire administration

The study was advertised to all patients who were starting
treatment with one of five experienced acupuncturists
who were registered with the British Acupuncture Council
and practice acupuncture in the context of Chinese medi-
cine in private practice in South West England. All the acu-
puncturists were English. Inclusion criteria were being
over 16 years of age; attending for a new course of treat-
ment (i.e. have not attended in the last three months);
and having a sufficient level of the English language. The
researcher contacted all patients who expressed an interest
in the study to answer questions and obtain informed
consent, and then posted them the W-BQ12 and AIOS to
complete and return. Consecutive responders were
recruited until a minimum of twenty participants was
enrolled. Three months after starting treatment, just prior
to the patient interview the W-BQ12, AOIS and PEI ques-
tionnaires were posted out again. No other quantitative
data, such as socio-economic status was collected. The
study conformed to NHS ethical committee guidelines
but was given written exemption from seeking formal
approval (because of no connection with the NHS) by the
chair of South Western MREC.

b) Patient interviews

Three months after starting their acupuncture treatment
the participants were interviewed in their own home. The
semi-structured interviews were audio taped and tran-
scribed. The interview started by exploring the patients ill-
ness and treatment experience, using open questions and
prompts that encouraged the patient to talk about their
experience in their own words and framework. The sec-
ond part of the interview used cognitive interview tech-
niques to discuss the patient's responses to the outcome
questionnaires. This technique has been used in previous
studies [9] and is similar to that recently described as
'Questerviews' [49].

A constant comparative method of analysis was used, in
which analysis and interviews are carried out side-by-side,
one feeding into the other. Reflexive memos were written
throughout the project, and emerging hypotheses were
checked out in future interviews. The interview data was
coded using a descriptive framework that was developed
in a similar previous study and adapted for the present
study by adding, removing, or redefining categories until
all the interview data could be coded into unambiguous
categories. A second, more conceptual, level of coding was
developed and applied to all data that had been coded as
‘effects of acupuncture'. Within this second level coding
was the category 'changes in self-concept'. In addition,
within-case analyses summarised each individual account
as a vignette (a summary of the account written in the first
person and using the participants words as much as pos-
sible). All names were replaced by pseudonymes.
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¢) Acupuncturist interviews

At the end of the study each acupuncturist was inter-
viewed to explore the practitioner perspective on what
changes the patients reported to them and what they
observed themselves. The semi-structured interviews were
taped and transcribed and a summary of the data for each
participant was made and used in the final analysis.

d) Final analysis

The analysis reported in this paper was primarily an eval-
uative analysis that focuses on the performance of the
questionnaires. The final analysis used matrices (table for-
mats) to summarise the data from the different sources
and systematically ask questions of the data and look for
negative cases. For each patient the response to each ques-
tionnaire item and its change over time, were tabulated
and compared with the treatment effects as expressed in
the patient interviews. The similarities and discrepancies
between questionnaire and interview data were consid-
ered in the light of the discussion of the questionnaires
during the second part of the patient interviews and the
data from the acupuncturist accounts. The data was also
examined using simple descriptive statistics and correla-
tions. This paper reports on the analysis of the data relat-
ing to change in self-concept.

e) Minimal important change for the questionnaires

The analysis required some estimation for each question-
naire of what change in score constituted a 'real’, or clini-
cally significant, change. Rather than make a qualitative
judgement that, say, if the questionnaire scores only
changed one or two points that would be labelled as no
change, an attempt was made to use the literature to esti-
mate a minimal important change. None of the question-
naires came with guidance on this issue, but papers
describing change scores in other populations were avail-
able.

The W-BQ12, used in the UK with people with diabetes,
demonstrated a within group change of 3.4 and a between
group change of 3 and these were statistically significant,
and mirrored other outcome measures [50]. Conse-
quently I have taken a change of 3 as the minimal impor-
tant change.

Studies using the PEI in different patient populations in
the UK have found mean enablement scores of 5.39
among acupuncture patients [45], 3.1 among general
practitioner patients [51], and 4.7 among homeopathy
patients [44]. Consequently I have taken a change of 3 as
the minimal important change.

The AIOS is a standard VAS scale. Mean (SD) scores in dif-
ferent populations were 32.53(23.77) for patients in a
rehabilitation ward, 60.58 (20.36) for their carers, and

http://www.biomedcentral.com/1472-6882/6/7

65.8 (19.7) for students. However no studies reporting
change scores have been published. I have taken a change
of 10 mm to be a minimal important change.

Calculation of sensitivity and specificity of the
questionnaires

Using these minimal important change scores, each par-
ticipant was categorised as showing no change or a posi-
tive or negative change on each questionnaire. For each
questionnaire this was cross tabulated with a qualitative
assessment of change derived from the interview data and
standard methods used to derive specificity and sensitiv-
ity. The correlation between the change scores of pairs of
questionnaires was calculated (Pearson's coefficient). In
view of the small numbers, this numerical assessment is
useful as a description but should be viewed as having a
wide margin of error.

Results

These results are reported in two sections. Firstly the
results of the literature search and secondly the evaluation
of three chosen questionnaires.

Literature search

These are described under three headings: papers that con-
tributed to the meaning and definition of self-concept;
papers describing questionnaires that had some relevance
but were not appropriate for the final pilot study; and
papers relating to the questionnaires chosen for further
study. A number of monographs and papers were exam-
ined that are not referenced below because they did not
add any new relevant material or were purely the source of
a primary reference that was then examined.

a) The meaning and definition of terms such as self-concept

This was not the focus of the review but several texts and
papers defined and discussed the concepts self-concept
and self-esteem [10-13]. A commonly quoted definition
of self-concept, is "the sum total of all that a person feels
about himself/herself", which can be subdivided into four
compartments: the body self (physical function and body
image); the interpersonal self (psychosocial and sexual
interaction); the achievement self (job/role function); and
the identification self (spiritual and ethical beliefs) [10].
However because these subdivisions have proved difficult
to use in practice, Curbow has suggested that 'The self con-
cept is best viewed as a collection of self representations' some
of which will be core conceptions and some will be more
peripheral, and that self-concept is dynamic: active, force-
ful and capable of change [13]. The affective component
of the self-concept is self-esteem, which has been
described as 'the disposition to experience oneself as competent
to cope with the basic challenges of life and as worthy of happi-
ness.'[14].Self-esteem has two interrelated components:
self-efficacy and self-respect. 'Self-efficacy describes an indi-
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vidual with confidence in the function of her mind, in her abil-
ity to think and to understand the facts of reality within the
sphere of interest and needs ... When an individual experiences
self-efficacy she also generates a sense of control over her life,
which contributes, to her well-being. Self-respect means assur-
ance of ones value; ones right to live and to be happy.'[11]

Whetstone & Hansson, investigating the relationship
between self-concept and self-care in the context of health
promotion, provide a more psychodynamic description
of self-concept [15]. They note that self-concept, consist-
ing of ‘one's perceptions, thoughts, feelings and conscious
beliefs about the self', is 'acquired throughout a child's early
developmental stages, socialization patterns, educational expo-
sure and significant life experiences'.

b) Questionnaires of some relevance, but not appropriate, or not
available, for further study

The literature search revealed a large number of question-
naires that, whilst they apparently covered the concepts of
interest, were found on close inspection to be not appro-
priate or not available. The reasons that they were not
appropriate included a lack of face validity; a focus on dif-
ferent concepts; designed for different populations, such
as life-threatening illness; very negative or distressing
wording; too narrow a focus on self-efficacy; and extreme
length. Sometimes a questionnaire was described in part
but not published and further enquires drew a blank, such
as the modified Rosenberg Self Esteem Scale [16], and the
Personal Concerns and Goals Assessment [17,18]. Ques-
tionnaires could be broadly categorised as follows,
although there was some overlap between categories: sat-
isfaction with/orientation of life [19-22]; coping with/
adjustment to illness [23-27]; quality of life [28-34], Self-
efficacy [21,35-39]; self-concept [15,22]; spiritual wellbe-
ing [18,40,41].

Several questionnaires were considered in more detail but
were not chosen for the final pilot. The FACIT measure-
ment system has been extensively tested and used and
translated into many languages, and combines generic
and specific measures [29]. It has a spiritual measure,
FACIT-Sp [40] which includes appropriate questions such
as 'l feel a sense of harmony within myself, but it was
rejected because overall it appears appropriate only for
people with cancer and life threatening illness. Similarly,
the thoughtful empirical and conceptual work that has led
to the McGill Quality of Life Questionnaire [30,31] is also
focused on people with life-threatening illness. The
broader quality of life measures such as WHOQOL-BREF
[34] and the patient-generated questionnaires SEQoL [33]
and PGI [32], all had aspects that related to self-concept,
but they were considered too broad in scope (including
the environment, finances and social capital) and were
long and complicated.

http://www.biomedcentral.com/1472-6882/6/7

¢) Questionnaires suitable for piloting as outcome measures for
acupuncture

Two questionnaires, the Patient Enablement Instrument
(PEI) [42] and the twelve item Well-Being Questionnaire
(W-BQ12) [43] fitted the inclusion criteria and had the
advantage of brevity and self completion. Patient enable-
ment 'describes the effect of a clinical encounter on a patients
ability to cope with and understand his or her illnesses'
[44]and the PEI It has six questions: able to cope with life;
able to understand your illness, able to cope with your ill-
ness; able to keep yourself healthy; confident about your
health; able to help yourself. Each question has four
response options: much better/better (questions 1-4) or
more (questions 5-6)/same or less/not applicable. The
PEI was originally designed and validated as an immedi-
ate assessment of the general practice consultation, com-
pleted as soon as the consultation ends [42]. Since then it
has also been used with homeopathic patients [44] and
acupuncture patients [45] but it has not been fully vali-
dated in such settings. At the time of this study there were
no published studies that used PEI to measure change
over a period of weeks and months. In order to explore the
use of the PEI to detect changes in self-concept that
emerge over several weeks or months, the PEI was adapted
by replacing the original wording of 'As a result of your visit
to the doctor today, do you feel you are:' with 'As a result of vis-
iting the acupuncturist over the last few weeks or months, do
you feel you are:' The 12- item Well-being Questionnaire
(W-BQ12) is an outcome measure that is geared to people
with long-term illness and it has three subscales covering
energy, positive wellbeing and negative well-being [46].
The positive wellbeing questions relate to self-concept,
such as 'I have been happy, satisfied, or pleased with my
personal life' and all the questions are scored on a four-
point scale anchored with 'all the time' and 'not at all'.

Evaluating the questionnaires

Participants

Recruitment took place over a five-month period in 2003/
4. The five acupuncturists handed out 65 information
sheets; 27 of these were returned; 25 consented and com-
pleted the first set of questionnaires (I ineligible, 1 with-
drew); and 23 completed both sets of questionnaires and
the interview (one withdrew due to illness, one couldn't
be contacted). These 23 participants were all white Euro-
peans, between 22 and 82 years of age and 16 were
women and 7 were men. People sought acupuncture for a
variety of problems including musculo-skeletal problems
such as back, knee, hip, shoulder, elbow pains; hot flushes
and period problems; psychological and emotional prob-
lems; acid stomach; eczema, asthma, and several less
clearly defined conditions. Half of the participants had
problems of over five year's duration. Two people had
reduction of medication as their main aim, and for many

Page 5 of 11

(page number not for citation purposes)



BMC Complementary and Alternative Medicine 2006, 6:7 http://www.biomedcentral.com/1472-6882/6/7

Figure 2

Increases in self-awareness and self-acceptance
Jenny, a 45 year old woman with recurrent anxiety and depression
JENNY: ‘And times of um, | also tend to you know, oh I've got to do this and I've got to get that done
and, 1, | find it very difficult to allow myself space just to sit down and read the newspaper or whatever
it is I want to do, but there's just been a slight shift in that way of thinking and oh actually | don't have
to get the washing up done before | have a look at the newspaper type thing and you know | can give
myself some space first.’ [1:385]
Questionnaires completed at 3wks and 10 wks, PEI = 4; change score W-BQ12 = 12; change score AIOS =38

Mo, a 58 year old woman waiting for an operation for severe hip pain
‘And | don't really think I've ever really sat and thought about myself, and | think that started me
thinking about myself and getting a bit selfish.
C: Well done.
Mo: We women don't tend to be very selfish do we, we do tend to think of others and look after them
because that's our nature | think isn't it. It's the instinct | think and | hadn't really for a long time you
know thought about me. So | think that, that did help and | have relaxed a lot more since so I've
noticed that. .... rather than try to be super women | have let my, | have forgiven myself for not doing
the housework, for not taking the dog for a walk you know.’ [Mo 14:226]

Questionnaires completed at 3wks and 9 wks, PEI = 4; change score W-BQ12 = 0; change score AIOS = 10

Changes in self-confidence, often linked to an increase in self-efficacy and sense of control.
Carol, a 50 year old woman seeking help for hot flushes and anxiety
‘it sort of gave me the confidence because I've ended up getting rid of my job as | say, its scaring me
a bit now but I don't think | would have done that probably before. I've just realised that yes | can take
control um and it, its not going to be that frightening .... and think well you know it can be sorted,
things can be controlled, rather than before | would just go to pieces and spend an awful lot of time
crying and blaming myself for absolutely everything that was going on you know so from that side |
feel a lot more well balanced.’ [Carol 9:309]
Questionnaires completed at 1wk and 12 wks, PEI = 12; change score W-BQ12 = 12; change score AIOS =57

Jason, a 33 year old man with bi-polar disorder who sought help with ‘grounding’ his energy.
Jason: ‘But it's been very, very useful | think, it's been, | feel a lot more in control of myself than |
have done in my life. It's been very beneficial.’ [17:238]
Questionnaires completed at 4wks and 14 wks, PEI = 2; change score W-BQ12 = -5; change score AIOS = 2

Increased self-responsibility and self-help

Fran, a 48 year old woman looking for relief from the pain and noises in her head.

FRAN: Only maybe I'm, coping with it better, um | just want it to go away.

C: Sure, and coping with it better in what way do you think?

FRAN: Well I've um, I've returned to work um and | think I'm doing things, its like I joined

weight watchers, | feel more motivated about my food [4:224]

Questionnaires completed at 4wks and 13 wks, PEI = 5; change score W-BQ12 = 6; change score AlIOS =5

Examples of changes in self-concept. [Questionnaire scores provided as weeks after start of acupuncture and as a positive
score = improvement]
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Table I: Sensitivity and specificity of the questionnaires: correlation between the interview data and the questionnaire data, n = 23
[change in questionnaire score refers to a positive change of at least the minimal important difference, as described in methods

section]

Sensitivity (proportion of patients whose
interview data does indicate changes in self-
concept that show a change in questionnaire

Specificity (proportion of patients whose
interview data indicates no changes in self-
concept that don't show a change in

score) questionnaire score)
Wellbeing questionnaire, W-BQ12 66% 75%
Patient enablement instrument, PEI 80% 88%
Arizona Integrated Outcome Scale, AIOS 60% 33%
One or both of the W-BQ12 and PEI 87% 63%

others avoiding or reducing medication or surgery was an
important factor.

The interviews lasted between 40-80 minutes and they
were held between 10 and 20 (median 14) weeks after the
start of their acupuncture. During this time the partici-
pants had between one and 15 acupuncture consultations
and 13 of them were still having acupuncture at the time
of the interview.

Changes in self-concept

The qualitative analysis of data has been supplemented at
times in this paper with an indication of the numbers of
participants in certain categories (added in brackets) and
in one case with a statistical correlation. These numerical
descriptors are useful as a guide to the spread of the data
but as the sample for this study was a convenience sample
rather than a representative sample, such numbers cannot
be used to generalise in a quantitative sense to any wider
population.

Analysis of the interview data provided evidence of some
change in self-concept in over half of the participants (15)
and this included one or more patients of each of the acu-
puncturists.

Changes were noted across the whole range of self-aware-
ness, self-acceptance, self-confidence, self-responsibility
and self-help. Increases in self-awareness and self-accept-
ance included becoming more aware of the triggers to
headaches and stomach problems and being able to
accept one's own needs, such as the need for rest. Changes
in self-confidence, often linked to an increase in self-effi-
cacy and sense of control, included confidence to seek a
new partner, to cope with or to change jobs, or to assert
oneself within a relationship. Increased self-responsibility
and self-help led to taking more care with diet, taking
more exercise and giving themselves more time to relax.
Examples of these aspects of self-concept are given in Fig-
ure 2.

People were more likely to experience changes in self-con-
cept if they had continued with acupuncture for six or
more appointments. Although changes in self-concept
were usually associated with improvement in the original
symptoms or reason for going to acupuncture, this was
not always the case (such as Fran, see Figure 2).

Questionnaire performance

The performance of the questionnaires in relation to
detecting and measuring these changes in self-concept was
evaluated primarily by a qualitative analysis, supple-
mented by some simple quantitative analysis when
appropriate. The first time the questionnaires were com-
pleted was between one and four weeks after the start of
the acupuncture and the second time was between 10 and
20 weeks after the start of their acupuncture. This variabil-
ity is taken into account in the qualitative and combined
analysis but limits the accuracy of the quantitative data
and consequently mean change scores for the question-
naires are not presented. Each of the questionnaires was
incorrectly completed, or refused, by one or more par-
ticipants.

The sensitivity and specificity to changes in self-concept
was calculated for each of the questionnaires (Table 1)
The PEl-ac and the W-BQ12 questionnaires given in
detected all but two (out of 15) of the patients who had
changes in self-concept at interview. Quantitative tests of
correlations between the change scores for each of the
questionnaires showed significant correlations between
the three questionnaires: PEI and the WBQ-12 (.567); PEI
and the AIOS (-.462); AIOS and the WBQ-12 (.537).

In order to gain more in-depth understanding of the dif-
ferences between these three questionnaires, qualitative
negative case analysis was used to explore each case in
which these three questionnaires did not all show the
same change. All of these individual in-depth analyses,
along with the data from all the direct discussions about
the questionnaires that were part of the interviews, were
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used to produce a summary of the strengths and weak-
nesses of each of the questionnaires

Strengths and weaknesses of the questionnaires,

for measuring changes in self-concept

Patient Enablement Instrument, PEI

Weaknesses

¢ A few people were using acupuncture alongside several
other interventions and had difficulty attributing change
to acupuncture itself (the question asked is 'As a result of
visiting the acupuncturist over the last few weeks or months, do
you feel you are:").

¢ A few people felt the questions were not relevant to their
aims and experiences of acupuncture and would not
engage with the questionnaire. These people either put N/
A or 'the same' for all questions, or left it blank. For some
of these people there were suggestions elsewhere in the
interview that this perspective might change with further
treatment.

e Several people commented that the word 'illness' was at
odds with the reason they were having acupuncture. For
example they viewed their hot flushes as just a sign of
aging, or were seeking a more general boost to energy.

Strengths
¢ The questions were simple and straightforward, and rel-
atively unambiguous.

e The scores were reasonably independent of other life
events that would affect wellbeing more generally. For
example high enablement could occur at the same time as
emotional turmoil around a marriage break-up.

e Positive enablement could be scored independently (to
some degree) of a deterioration, or lack of change, in
physical health. However better physical health usually
had a direct enabling effect.

¢ The explicit timescale 'As a result of visiting the acupunc-
turist over the last few weeks or months' was interpreted
as directing an overall assessment that was not affected by
the most recent ups and downs.

Well-being Questionnaire, W-BQ 2

Weaknesses

¢ A number of people wanted more response options,
especially as the questions were quite complex and subtle.
(However one person liked to have few choices)

¢ Individual criticism of the wording of many of the ques-
tions included:

o Crying was not always a negative sign

http://www.biomedcentral.com/1472-6882/6/7

o Afraid 'for no reason at all' didn't apply to them, but
wanted to show they were worried (e.g. a woman with
cancer)

® A static score often hid changes in subscales, such as pos-
itive wellbeing improving but energy worsening due to
poor sleep. Reporting the separate dimension scores may
therefore be important.

e Ceiling effects in negative and positive wellbeing were
found on several occasions. In these instances benefits
relating to self concept were not picked up.

¢ The timescale of 'the past few weeks' made scores suscep-
tible to being swayed by recent events and it didn't sit eas-
ily with the positive wellbeing questions.

¢ Increased self-awareness could lead to an apparent wors-
ening of positive wellbeing

Strengths

* Many people found the questions straightforward and
preferred them to the VAS style of the Arizona Integrative
Outcome Scale. Even those people who found the positive
wellbeing questions difficult or seemingly irrelevant usu-
ally completed them thoughtfully.

e The three dimensions were clear and their separate
changes were meaningful in the context of the interview
material

e The scores were able to demonstrate good wellbeing
even when physical disability was present

¢ The four positive wellbeing questions were relevant to
many people and showed up changes even in the less
reflective respondents.

¢ There was only one partial non-completion and the lack
of N/A option forced choices that appeared relevant on
analysis

Arizona integrative outcomes scale

Weaknesses

¢ Changes in these scores did not enable any distinction
between changes in physical, emotional, social or spirit-
ual wellbeing

¢ Some people found it difficult to average out all of these,
especially if changes were occurring in several dimen-
sions, some good and some bad.

e Some people thought their score would not be repro-
ducible, and analysis found one instance of a change in
score that was not reflected in the interview data.
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e Subtle changes in self-concept were sometimes lost
amongst other changes in physical health and life events.

Strengths
® The VAS line allowed for an instinctual approach to scor-
ing, which suited some people better than choosing a
number.

e It was very quick to do (for most people)

e Some people appreciated having the spiritual and emo-
tional aspects taken into account and thought that giving
a combined score made sense and could be done.

e The timescale of one month was useful in people who
had varying symptoms, although some people found it
difficult to think back that far and focussed more on their
present health

Discussion

Methodology

The topic of defining, understanding and measuring
change in the many aspects of self-concept is a complex
one, and a single study such as this can contribute only
one part of the whole jigsaw. Despite the thorough and
methodical nature of the literature search it is likely that it
did not find all the validated questionnaires and it is
hoped that others can build on this to make it more com-
plete. The three questionnaires that were further evaluated
were chosen on the basis of prior research for a particular
patient population, and as such should not be taken to
dismiss other questionnaires or preclude their testing and
use in future studies. Future plans include a quantitative
study using a larger sample of patients.

Notwithstanding these limitations, this study attended to
many of the quality issues for qualitative research. The
sampling strategy achieved a sample with both men and
women and a wide range of age, long-term condition and
practitioner. The researcher built on previous experience
in the field, and the inclusion of interviews with the acu-
puncturists brought a wider perspective to the analysis.
The data analysis included systematic coding of the data,
reflexive and analytic memos, and the use of negative case
analysis. The final stages of analysis took the form of
checking hypotheses suggested by a quantitative method
by returning to the qualitative data, and vice versa. This
combination of methods and perspectives helps to over-
come the limitations of the small sample and produces
findings that are more transferable to other contexts.

Findings

The three questionnaires had different strengths and
weaknesses in relation to measuring changes in self-con-
cept. As expected the generic Arizona Integrative Out-
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comes Scale (AIOS) lacked specificity and one participant
found the VAS scale confusing, but this study confirmed
its face validity and is the first to demonstrate its use in
measuring change over time. The Patient Enablement
Instrument (PEI) was both sensitive and specific in meas-
uring these changes but had lower acceptability. In this
study the PEI was slightly adapted in order to ask partici-
pants to assess their change over a three month period. In
this respect the results contribute to validating its use as an
outcome measure beyond the immediate outcome of the
consultation. Theoretical concepts about measuring
change retrospectively suggest that such assessments are
likely to be inaccurate, and the fact that this did not
emerge as a major problem in this study may relate to the
fact that the 'gold standard' was a single qualitative inter-
view that also assessed change retrospectively. The PEI has
recently been successfully used to track changes over time
(3 months and 12 months) in patients attending the Glas-
gow Homoeopathic Hospital, [1. Bikker AP, Mercer SW,
Reilly D. A pilot prospective study on the consultation
and relational empathy, patient enablement, and health
changes over 12 months, in patients going to the Glasgow
Homoeopathic Hospital. J Alt. Comp. Med. 2005, 11 (4),
591-600] and these authors report that enablement at
contact consultation (the validated use of the measure)
predicted ongoing enablement over time. There is there-
fore some preliminary evidence that PEI may prove useful
as an outcome measure beyond the immediate consulta-
tion.

The Wellbeing Questionnaire (W-BQ12) is a more tradi-
tional outcome questionnaire. The sensitivity of the Well-
being Questionnaire (W-BQ12) for detecting changes in
self-concept was affected by initial high scores (ceiling
effect) and a shorter timescale but the questionnaire was
acceptable and is suitable for repeated administration.
The fact that the W-BQ12 also has a subscale for energy
increases it's usefulness in situations, such as acupuncture,
where this is an important outcome. The energy change
data is not reported in this paper but it broadly supports
other work that shows the subscales to be meaningful, rel-
evant and reliable [43]. In situations where both PEI and
W-BQ12 can be used, the combination provides many of
the advantages and less of the disadvantages of using
either one by itself. For example individuals who found
the PEI unacceptable were able to complete the W-BQ12,
and individuals who had a ceiling effect on the W-BQ12
were able to reflect their changes using the PEI. The fact
that changes in self-concept were associated with having
six or more sessions of acupuncture and that increased
self-awareness could lead to temporary worsening of well-
being both highlight the importance of measuring such
outcomes over a long period of time.
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Conclusion

This study confirms the finding that changes in self-con-
cept are one of a range of outcomes experienced by people
having acupuncture and Chinese medicine in the UK. The
literature search revealed a large number of measurement
scales for certain aspects of self-concept in different
patient populations, such as people with cancer, diabetes
and other long-term illness, and two of these question-
naires were assessed as potentially applicable for this
patient population. The subsequent in-depth mixed
methods evaluation of these two questionnaires, along-
side a new generic outcome scale, largely confirmed their
usefulness in the context of acupuncture and Chinese
medicine as well as providing more transferable informa-
tion about their strengths and weaknesses. These findings
are now available for researchers to use when choosing
outcome questionnaires for other interventions.

Most striking of all in this study was the emergent and
complex nature of these changes in self-concept, the diffi-
culty that some interviewees found in articulating such
changes, and the fact that for some people these were the
only benefits they experienced. This confirms the impor-
tance of including these outcomes in evaluations of com-
plex interventions and of following up participants for six
or twelve months. The results of the in-depth evaluation
of the three outcome measures demonstrate how thought-
ful and focused we need to be in choosing the best tool for
the particular intervention and population. Qualitative
methods provide in-depth information about how people
interpret and score questionnaires, and results that can be
useful to researchers in other fields. The Wellbeing Ques-
tionnaire W-BQ12 and the Patient Enablement Instru-
ment both show promise for measuring changes in self-
concept and further work is planned. It is hoped that this
paper provides a basis on which to build more collabora-
tion and work in this area, across a wide range of long-
term health problems and questionnaires.
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