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evidence not perception

To the Editor:

We thank HOUBEN-WILKE et al. [1] for their comments on the Assessment of Burden of COPD (ABC) tool.
They raised questions about the purpose of the ABC tool. The aims of ABC were clarified before its
development, in the study protocol [2]. The ABC tool is multifaceted and was developed to measure
burden of disease, facilitating shared decision making and formulation of a personal treatment plan [2–5].
All of these purposes relate to increasing self-management and stimulating behavioural change, which are,
most often, important components of individual treatment plans. The goal of most treatment plans is to
increase health status. Health status was therefore the primary outcome of our study [2–5].

We agree with HOUBEN-WILKE et al. [1] that comorbidities play a major role in the burden and
management of COPD. Both in the study protocol [2] and the article describing the effectiveness study
[5], we describe that comorbidity is part of this tool.

The ABC tool was developed by a nationwide, multidisciplinary working group and has been proven to
have an impact on care [2–5]. The ABC tool goes beyond assessing health status. It provides a
visualisation of outcomes and treatment advice, based on national guidelines, to help patients and
healthcare providers set a personal goal and make an individual treatment plan. The added value of the
ABC tool is the combination of these characteristics in one simple tool. In our qualitative evaluation of the
ABC tool [4], we described that patients and healthcare providers evaluate the ABC tool as a very useful
instrument that has important added value in daily care. HOUBEN-WILKE et al. [1] suggest that the
simplicity of the balloons masks the lack of scientific and clinical evidence. However, we believe that
simplicity is, if anything, the strength of the tool, confirmed by patients and healthcare providers
participating in the trial [4], and by the significant positive results of the trial: the use of the ABC tool
significantly increased health status and quality of care [5]. The ease of use of the ABC tool makes it
attractive and practical as an instrument for shared decision making. The balloon diagram can be used as
a starting point for good communication between the patient and healthcare provider, which is requisite
for personalised care [3].

In addition, HOUBEN-WILKE et al. [1] raised some issues regarding the methodology and interpretation of
the study results. Regarding potential baseline differences, we have indeed not tested for between-group
statistical differences at baseline. This is in line with the international CONSORT (Consolidated Standards
of Reporting Trials) statement, which states that it is “illogical to test for baseline differences” in
randomised trials [6]. The appropriate method is to adjust the analysis for possible differences at baseline,
as we did in our study [5]. The baseline difference of the outcome at hand was, in fact, adjusted for in two
different ways, one corresponding to including the baseline as repeated measure and one corresponding to
including the baseline as covariate (for technical details, see the articles by LIU et al. [7] and VAN

BREUKELEN [8]). Both methods led to very similar conclusions.

HOUBEN-WILKE et al. [1] suggest that although there was a statistically significant difference in patients with
a clinical relevant improvement in health status, the mean difference in health status score did not change.
In figure 4 of the original article of our study [5] (reproduced here as figure 1), we visualised the change
and differences between the intervention and control groups. The differences were indeed statistically
significant at 12 and 18 months (p=0.004 and p=0.008, respectively), as shown in table 2 of the original
article [5]. For details of our analyses, see the Statistical Analyses in the Methods section and see the
legend of table 2 in our original article [5].
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HOUBEN-WILKE et al. [1] correctly state that we did not report a minimal clinically important difference for
the Patient Assessment of Chronic Illness Care (PACIC) in our study as this cut-off point is not available
in the literature. The statistically significant improvement we found, however, is comparable to changes
observed in other studies [9, 10].

We checked whether there is a correlation between a change in health status of patients and an
improvement in perceived quality of care, as HOUBEN-WILKE et al. [1] suggest. These post hoc analyses
showed that there is indeed a significant correlation between the difference in the St George’s Respiratory
Questionnaire score between baseline and follow-up, and the difference in the decision support subdomain
of PACIC (r=−0.160, p=0.008). This indicates that the improved health status might at least partially be
related to an improved perceived healthcare. The underlying mechanisms of the effect cannot be fully
clarified on the basis of data collected in this pragmatic, randomised controlled trial.

We might have had a case of “never the two worlds shall meet” from the moment we made the evidence-based
decision not to use the instrument developed by Vercoulen and colleagues, the Nijmegen Clinical Screening
Instrument [3]. We did so based on a well-documented appraisal of measurement properties of 21 available
instruments [3]. On one thing we do agree, however: our ABC tool is simple to use. It was intended to be, it is
supposed to be, and we have provided evidence that its use has an effect on quality of primary and secondary
care [2–5]. HOUBEN-WILKE et al. [1] are all affiliated with tertiary referral centres for home rehabilitation. We have
not tested our instrument in that setting but we invite them to do so. Finally, we do admire the valuable work of
these highly specialist centres, in their settings with their specific group of patients.
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FIGURE 1 Mean change in predicted St George’s Respiratory Questionnaire (SGRQ) total scores at 6-, 12- and
18-month follow-up compared with baseline, with a higher score indicating worse quality of life. Reproduced
and modified from [5] with permission from the publisher.
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