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DO PATIENTS AND INFORMAL CARERS AGREE ON
SYMPTOM BURDEN IN ADVANCED COPD?
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Introduction Informal carers are a valuable source of information
on patients’ symptom experiences for clinicians, and carer assess-
ment determines decisions regarding symptom management by
carers themselves. However, previous studies have reported that
proxies overestimate symptom burden, particularly subjective
psychological and emotional symptoms, but proxy studies in
COPD are few. We sought to assess congruency between patient
and carer assessment of symptom burden, and to identify factors
associated with incongruence.

Methods Well-characterised patients with advanced COPD and
their carers (n = 117 patient-carer dyads) independently rated
patients’ breathlessness, fatigue, constipation, diarrhoea, anxiety
and depression on a 4-point scale, and average breathlessness in
prior 24 hours using a Numerical Rating Scale (NRS). McNe-
mar’s and Wilcoxon signed rank test were performed to identify
differences between patients and carers in proportions reporting
presence and reporting of severity of symptoms respectively.
Intraclass correlation (ICC) was used to assess agreement on
symptom scores in dyads.

Results Patient mean age was 71.4 (SD 8.7) and 62% were male;
carer mean age was 64.2 (SD 14.5) and 27% were male. 87% of
patients lived with their carer and 84% of carers were spouses.
There were no significant differences between patients and carers
in total proportions reporting presence or assessment of severity,
of any symptom. ICCs (Table 1) showed patient-carer agreement
was only fair to moderate. Higher agreement was found for phys-
ical symptoms (constipation, diarrhoea) than psychological (anxi-
ety, depression) or those with emotional valence (breathlessness,
fatigue). Carers more frequently underestimated than overesti-
mated symptoms, with the exception of physical symptoms.
Conclusions Patient-carer agreement on symptom burden was
generally low, and differed depending on symptom type. Poorer
agreement  for  emotional  symptoms and  symptom
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underestimation by carers in this prospective population-based
study may reflect patient concealment within dyads or the differ-
ences of a cohort recruited through primary care, compared to
previous proxy studies in secondary care. These findings may
also be due to longer disease trajectories in COPD, compared to
previous studies in cancer, leading to carer compassion-fatigue or
response-shift. Our findings have implications for the interpreta-
tion of proxy data in COPD, and suggest the need for carer edu-
cation and support in symptom assessment.

Abstract M2 Table 1 Intraclass correlation coefficients for
patient-carer dyads of symptom scores

n® 1cc® (95% Cl) Interpretation®

Breathlessness 106 0.23 (0.05 to Fair
0.40)

Fatigue 105 0.33 (0.14 to Fair
0.49)

Constipation 91  0.49 (0.32 to Moderate
0.63)

Diarrhoea 93  0.46 (0.29 to Moderate
0.61)

Anxiety 9 0.37 (0.19 to Fair
0.53)

Depression 100 0.45 (0.27 to Moderate
0.59)

Average breathlessness in prior 24 hours 100 0.38 (0.20 to Fair

(NRS) 0.54)

(a) Different numbers of pairs for each symptom as not all symptoms assessments were
completed by both patient and carer in each pair. (b) Two-way mixed effect model; abso-
lute agreement definition; single measure ICC. (c) <0.20 as poor agreement; 0.20-0.39 as
fair agreement; 0.40-0.59 as moderate agreement; 0.60-0.79 as substantial agreement;
and 0.80-1.0 as excellent agreement

ATTITUDES AND BARRIERS TO RESPONSIBLE
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Post Polio

Disease Gravis

¥ Agreed oxygen should be prescribed ™ Did not agree oxygen should be prescribed

Abstract M3 Figure 1

Ability to identify groups at risk of hypercapnic respiratory failure by attitude to O, prescribing
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