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Our patients’ fears may be getting the
better of them: how do we deal with it?
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Two research papers in this issue of the PCRJ focus on patients’ fears in the context of
obstructive airways diseases."? These papers are both welcome and timely. Clinicians
traditionally base their approach to COPD management on their concept of disease and its
treatment, whereas patients perceive an illness which is impacted by their knowledge, fears
and personal interpretations.® Patient education can improve patients’ ability to cope with
illness* and improve their response to COPD exacerbations.>® Co-morbidities of COPD
include depression and anxiety, both of which are associated with fear, panic, social isolation,
frustration and regret over past smoking behaviours.”® Patients with COPD may feel helpless®
and hopeless regarding the future; they know that their condition is progressive and non-
reversible, and that no intervention will make a difference to symptoms and the likely final
outcomes of respiratory failure and death.

Partridge and colleagues' studied patients from five countries in Europe regarding their
attitudes to their asthma or COPD, using an established computerised questionnaire method
that ensured a realistic spread of demographics and disease severity. Many respondents felt
that their condition had a significant effect on their quality of life, with both stigma and
emotional distress common. Medication-related issues included concern regarding side effects,
and fears that medicines might lose their effect with time. Both relationship and knowledge
gaps were clearly expressed, with patients feeling that their consultations were too infrequent
and that the support they received from clinicians was incomplete. Interestingly, and with
remarkable consistency, whilst clinicians received high scores from patients in communication
skills and disease-specific knowledge, patient involvement in decision-making and
psychological support scored poorly. Patients also reported a specific information gap around
the purpose of, and side effects from, their medication. Little wonder, then, that patients
frequently reported seeking information and support from other sources.

Sheridan and colleagues? studied individuals with moderate to very severe COPD (at least
two hospitalisations) in two New Zealand populations of differing ethnicity. These patients
were all living with daily debilitating symptoms of breathlessness and fatigue. Analysis of
how they interpreted this and how it affected their self-management and coping skills led
to the emergence of three main themes:

a) Helplessness (in all groups), with passive resignation and poor self-management of their
condition

b) Self blame with ‘negative affect’ (in one group) because the condition was caused by
their smoking

¢) Strong belief in God, Church and family (in the other group) with ‘positive affect” which
enhanced coping skills but not their ability to self-manage the condition.

These two articles provide the opportunity for us to review how we care for our patients
overall. We must first evaluate our own attitudes towards patients with COPD. These include
physician attitude, process of care, education, and our approach to the emotional component
of the illness. Patients do recognise our subjective biases — especially when being told “it's
your own fault” during discussions on smoking cessation...™ Their sense of hopelessness will
clearly be worsened if we express ourselves in this way; yet if we can provide hope and
realistic expectations such as improved quality of life and exercise tolerance, and reduction of
exacerbations with guideline-based care, we can reverse this trend.

Patients clearly want to be reviewed by their physician, and yet we don’t seem to meet
their expectations.? This should prompt us to consider how often we see patients for a
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routine asthma or COPD review when their disease is relatively
controlled. Patients also feel that we should (and assume that we do)
stay in contact with their hospital specialist — yet we know that a
communication gap often exists. Patients’ expectations, goals, fears
or concerns need to be delineated in the context of shared decision-
making on optimal care in order to ensure compliance."'? That
being said, previous studies have found that patients with COPD
have low levels of intentional non-compliance with medication,
probably because they are chronically symptomatic.”? Fear of
dyspnoea and feelings of vulnerability also appear to contribute to
good compliance.

Most of the asthma patients in Partridge et al.'s study reported
adjusting their regular therapy in relation to how they feel." We know
that proper adherence is the key to long term control, so this message
needs to be emphasised,>'*'"® encouraging involvement in inhaler
device choice and self-management to validate patients’ involvement
in their own care. But can patients access the best care? This is
particularly important in COPD, where pulmonary rehabilitation (PR)
plays a key role in treatment. Perhaps unsurprisingly, comprehensive
access to PR was lacking in the populations studied by Partridge and
Sheridan."? This is a key issue — and the authors highlight the potential
for PR to identify and indeed fill the gaps in knowledge, skills and
confidence that patients report. For example, we know that exercise
in PR is able to correct some of the fear felt by people who have higher
baseline levels of dyspnoea-related fear."”

As clinicians, we must recognise the need to support patients
and help them manage their condition and lessen their associated
emotional burden. We need to help them deal with helplessness and
low affect, particularly when there is limited social support from
family and social networks — factors negatively associated with
managing illness.” In this complex relationship, we must also
acknowledge and accept those attitudes and beliefs held by our
patients and the potential comfort or conflict that they bring. Finally,
we need to understand patients’ real fears, including terrifying
things like dying of breathlessness or suffocation.”

Simpson and Rocker® divided COPD care into ‘easy’ scientific-
based care and ‘hard’ patient-centred care which deals with
individual patients’ concerns. Unfortunately, it looks as though ‘easy’
COPD care — prescribing medications, for example — may not be as
valuable as we think...?" The 'hard’ care components — smoking
cessation, comprehensive PR programmes, and more collaborative,
supportive patient self-management plans that help with difficult
realities like anxiety, depression, fatigue and social isolation — need
to be attended to, and are often most appreciated by our patients.
These two studies'? are a timely reminder to us to reconsider how
we approach our patients, perhaps with a different model of
interdisciplinary care to make the ‘hard’ care easier and thus relieve
our patients’ fears and hopefully some of their suffering.
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