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The conceptual framework for providing palliative care for people with chronic obstructive
pulmonary disease (COPD) is a timely step forward and the authors are to be commended for
this contribution (Philip et al., 2017). The impact of the inexorable decline experienced by
people with advanced COPD is reflected strongly in the framework.

The framework could be further strengthened by using contemporaneous data that reflect
the lived experience of caregivers of people with chronic respiratory diseases (Currow et al.,
2011). Through undertaking population-based surveys, caregivers of people who have died
from end-stage respiratory disease outline the longer duration of the care they provided
(when compared with other people with end-stage organ failure) and their perceived unmet
needs in help with physical care, information about the disease, and emotional and spiritual
support (Johnson et al., 2012). To maintain care over such long periods is one of the greatest
demands that anyone can experience and ensuring that people are able to be supported in the
role is a crucial part of providing good care. People with advanced respiratory disease were also
half as likely to access specialist palliative care services (Johnson et al., 2012) and, given that
needs are similar for people late in life whatever the underlying life-limiting illness, this fails to
reflect the support that caregivers require (Luddington et al., 2001).

People providing informal care for those with COPD share the burden experienced by
many caring for those with chronic progressive illnesses (Gysels et al., 2009). However, they
also have concerns directly related to the COPD. Important qualitative studies outline the
enormity of the challenges that are faced by caregivers in this setting, especially with fears
of breathlessness and acute exacerbations (Farquhar et al., 2017; Gysels et al., 2009) The
more breathlessness the person, the greater the burden on caregivers. A meticulous program
of work led by Farquhar et al. 2017 (Cambridge Institute, 2016) confirms and expands this
understanding, with six caregiver-identified key areas for support and education: (1) under-
standing breathlessness; (2) managing anxiety, panic, and breathlessness; (3) managing infec-
tions; (4) keeping active; (5) living positively; and (6) knowing what to expect in the future.
The paucity of information shared with people about their future has been previously noted
(Gysels et al., 2009); however, despite these needs, caregivers’ education is rarely given system-
atically and, if they have any at all, it is mostly as a “by-product” of patient clinic attendance
(Ewing et al., 2017). A routine approach that addresses these concerns, ideally jointly with the
patient, should increase caregiver confidence, improve self-efficacy, and potentially reduce
emergency hospital attendance, which mostly occur during “out-of-office” hours when
responsibility lies heavily with family members (Hutchinson et al., 2017).

The framework proposed by Philip et al. (2017) would ideally look at the support that care-
givers need given the very long periods for which patients will have symptomatic disease
requiring support.
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