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Abstract: Pulmonary rehabilitation (PR) is an important, evidence-based treatment that
improves outcomes for people with COPD. Individualized exercise programmes aim to
improve exercise capacity; self-management education and psychological support are also
provided. Translating increased exercise capacity into sustained behavioural change of
increased physical activity is difficult. Other unresolved problems with PR programmes
include improving uptake, completion, response and sustaining long-term benefit. We offer
a different perspective drawn from clinical experience of PR, quantitative and qualitative
studies of singing groups for people with COPD, and stroke rehabilitation research that gives
psychological factors a more central role in determining outcomes after PR. We discuss Take
Charge; a simple but effective psychological intervention promoting self-management—that
could be used as part of a PR programme or in situations where PR was declined or
unavailable. This may be particularly relevant now when traditional face-to-face group
programmes have been disrupted by COVID-19 precautions.
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Introduction

People living with chronic obstructive pulmonary disease (COPD) commonly carry
substantial psychological morbidity along with their chest disease.'* Furthermore,
psychological factors can influence uptake and outcomes of the most effective
therapy available for people with COPD — pulmonary rehabilitation (PR).>* PR

service providers aim to be “patient-centred” in their approach’?®
n7

and "empower
patients"’ with both personalized exercise prescription, self-management education
and psychological supports. PR audit reports also recommend services be respon-
sive to people from ethnic minorities.® These goals are challenging, especially as
face-to-face PR services are likely to remain significantly disrupted in a COVID-19
world. Interventions that help people with COPD self-manage their condition
without face-to-face input would be a real advantage.

“Take Charge” is a psychological intervention that potentially meets all these
criteria. It is low-cost, requires minimal training and is effective as an adjunct to
community rehabilitation for people after acute stroke’— another group with sig-
nificant psychological comorbidities that affect outcomes. It is also fully person-
With minor

modifications from the version used in the stroke trials, Take Charge was used in

centred and of proven effectiveness in ethnic minority groups.'’
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a feasibility study for people with COPD following acute
exacerbations requiring hospitalization.'' The stroke study
booklet and training manual are available, free to use
(www.mrinz.ac.nz/programmes/stroke).

In this article, we briefly describe the Take Charge
intervention and evidence for benefit for people with
stroke. We will draw parallels between the evidence con-
cerning stroke rehabilitation and pulmonary rehabilitation,
dominated in stroke by physical therapy approaches, and
by exercise training in PR and suggest an alternative
perspective based on hope, purpose and motivation.
Finally, we will propose options for using Take Charge
for people with COPD as part of pulmonary rehabilitation.

Learning from the Stroke

Rehabilitation Literature
Although the abrupt onset of stroke requires a different
model of rehabilitation from that of pulmonary rehabilita-
tion (PR), PR and stroke rehabilitation (SR) share simila-
rities. Both are supported by overwhelming evidence of
effectiveness.'>'* Nearly 30 randomized controlled trials
(RCTs) confirm a significant reduction in mortality of
patients managed in inpatient stroke and stroke rehabilita-
tion units compared to management in general medical
wards."? Both PR and SR are “black box” interventions —
a complex mixture of components with considerable
uncertainty as to which parts are critical to successful
outcomes.'® Finally, both PR and SR aim for behaviour
change on the part of participants which is likely influ-
enced by the nature and strength of the relationship
between participants and health professionals; an unequi-
vocally “psychological” variable.

Following on from the SR trials, coordinated, therapist-
led interventions are the recommended approach to stroke
rehabilitation.'>'® However, large randomized controlled
trials aimed at optimizing the timing, dose and specific
type of therapy-led intervention (compared to ‘“usual
care”) have failed to show any additional benefit for
patients at the level of independence or quality of life."”
This has led some to question the idea that the improved
outcomes in the SR trials were solely the result of coordi-
nated therapy.'” One alternative hypothesis is that SR has
an important psychological component helping to increase
motivation in the person with stroke. Most of the SR RCTs
were conducted at a time when patients with stroke were
managed on general medical wards, with no specific treat-
ments and a

apart from nursing care, significant

expectation from health professionals, families and
patients that this was a life-ending or life-changing event.
A key component of stroke rehabilitation units was
a shared enthusiasm for managing stroke, mobilizing
patients and working with an expectation that there was
“life after stroke”.'® It is possible that patients (and their
families) with this hope of a positive future, simply did not
die as frequently as those without it. Having hope could
substantially affect engagement in physical therapy both in
the hospital and at home, enhancing physical recovery. So
enhancing personal motivation, in addition to a therapy-led
rehabilitation approach, may improve outcomes, where
a purely therapy-led approach does not.

Evidence to support this hypothesis comes from two
large RCTs involving 572 participants after stroke, testing
a psychological intervention aimed at increasing personal
motivation.”'® The Take Charge intervention was tested in
the early community phase of stroke rehabilitation, 2—16
weeks after acute stroke, in addition to usual community
stroke rehabilitation. One of these studies was with parti-
cipants from ethnic minority populations.'® This very brief
intervention (one or two 60 minute sessions in the person’s
home) uses simple images and prompts, to help the person
look beyond their medical condition — in this case, stroke -
and transform from a “stroke person” into “the real ‘me’
who happens to have had a stroke” (see Figure 1).” Twelve
months after stroke, people exposed to the Take Charge
intervention in the Taking Charge after Stroke (TaCAS)
trial’ were performing significantly more advanced activ-
ities of daily living, were less likely to be dependent on
another person for help, and reported better quality of life.
These are the first trials of a specific stroke rehabilitation
intervention that have shown a sustained benefit at the
level of independence or quality of life."”

“Taking Charge” embraces four fundamental components:
a sense of autonomy, a sense of purpose, a sense of competence
or mastery and connectedness with others. These components
have been extensively studied in the fields of education and
psychology as part of Self-Determination Theory.*
A facilitator, trained to be completely non-directive, guides
the person through the Taking Charge booklet. The first three
pages concentrate on sense of purpose, personal identity and
hopes for the future, modified as necessary for the specific
medical condition of interest (see Figure 2). Further pages
consider the issues of importance for the person (eg physical
activity, mood, finances, supports, information, disease preven-
tion) with a structure that allows them to break down their
hopes for the future into “do-able” steps and identify their key

submit your manuscript

2128

Dove

International Journal of Chronic Obstructive Pulmonary Disease 2020:15


http://www.mrinz.ac.nz/programmes/stroke
http://www.dovepress.com
http://www.dovepress.com

Dove

McNaughton et al

What Taking Charge is all about

. Who | really am

A patient with an illness

A person who happens to
have a medical condition

Figure | Taking Charge: aiming for transformation from a patient defined by their medical condition to the person they really are, who happens to have a medical condition.

Effects of COPD on your life

-

An unwellperson

-

&g. weak, can't do much, hard to walk far, tired,
lonely, sad, coughing, cant work, needs help, burden

Who | really am

4 )

A person who happens to

have COPD

e.g. parent, friend, husbana, wife, hejper, walker,
gardener, worker, matua, whaea. grandmother,
grandfather, KQro, kuia, joker, teacher, reader, strong,
happy, warm, kind, and lots more

Figure 2 The first page of the Take Charge booklet from a feasibility study for people with exacerbations of COPD requiring hospitalization” showing the translation from
the “Taking Charge” concept in Figure | to a specific medical condition, in this case, COPD. The words “matua”, “whaea”, “koro”, and “kuia” are in the Maori language, with

English equivalents of parent, mother, male and female elders/grandparents.

support person/people. All ideas come from the person or their
family, and the facilitator is trained not to provide ‘helpful
suggestions’ ie this is all about the unique individual and is
therefore fully person-centred.

Pulmonary Rehabilitation
PR is also a complex intervention. Exercise-training is
a core component of PR programmes; guidelines indicate

minimum levels of both dose and frequency, tailored to the
individual, aiming to increase exercise capacity.?'*> There
is growing evidence of both the importance of increased
physical activity as part of the efficacy of PR, and the
substantial independent contribution this makes to health
and survival.”> *° Translating a personalized exercise pro-
into the

gramme sustained behavioural change of

increased physical activity remains a significant challenge
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for PR. This will be potentially more difficult in COVID-
19 pandemic environments.”® Other problems with PR
include gross under-utilization of PR (low rates of PR
referral, uptake and completion) and considerable hetero-
geneity in patient responses to PR, as measured by exer-
cise capacity, breathlessness scores, and health-related
quality of life.>”*® Universal barriers to attendance
include: travel and transport, depression, comorbidities,
reduced perceived benefit, and socio-economic depriva-
tion; others are patient or place-specific, eg ethnicity.**°
There is evidence that adaptive coping strategies to ill-
health affect response to PR.*' But although anxiety (36%)
and depression (40%) are common in patients with COPD,
there is no evidence that these conditions impact on rates
of completion or response to PR.'*2

So how can we facilitate behaviour change to increase
physical activity? Various groups have studied the use of
counselling, coaching and goal setting after PR, generally
showing small improvements in physical activity.>**> The
barriers and enablers to increasing physical activity for
people living with COPD are complex and varied, includ-

ing physical, environmental and psychosocial factors.

COPD and Pulmonary Rehabilitation:

The Psychosocial Dimension
Living with COPD has social and psychological conse-
quences besides physical constraints. Anxiety, depression,
impaired ability to work, problems with sexual function
and limitations in social activities impact on wellbeing.
An individual’s symptoms of breathlessness, and level of
disability are complex. The Breathe Oxford group argue
that this is beyond the complicated pathophysiology,
incorporating prior experiences and expectations as well
as the personal perception of body signals.’> Most PR
programmes include an educational component usually
concentrating on self-management, including how to
manage breathlessness, medication adherence, inhaler
technique, action plans for exacerbations and nutrition,
as well as promotion of mental health and facilitation of
advanced care plans. Delivered as education, they are by
definition health-professional-centred, and in terms of
sustained behavioural change, their effectiveness is
variable.***’

Outside of PR, many non-pharmacological interven-
tions have shown positive outcomes in terms of mood

for people with COPD, including home-based cognitive

behavioural therapy, mindfulness, motivational interview-
ing and singing.*®*

Two randomized controlled trials of singing group
interventions in COPD report improvements in quality of
life and reduction in anxiety, although not in lung
function.*’*? In our singing group study, there was
a significant reduction in the Hospital Anxiety and
Depression Scale (HADS) anxiety score between baseline
and one year, as well as a significant increase in 6MWT.*
One explanation for the improvement in 6MWT after sing-
ing group programmes is that participants are personally
motivated — they attempt more themselves (autonomy),
have realistic personal goals for improvement (compe-
tence/mastery), look forward to the activity and the future
(purpose), and feel more socially connected — all compo-
nents of Take Charge.’ In our qualitative study of a COPD
singing group, it was clear that social connection in a safe
place was a key priority for participants,** confirmed in
other studies of PR.*>? The participants in these studies
appreciated the camaraderie of the singing group, with
the once-weekly sessions at a community venue being
a crucial part of their social schedule. Many of the group
overcame significant barriers — transport, weather, inter-
mittent ill-health, exercise restriction — to attend at unex-
pectedly high rates (85%) over a full year.*> We think that
the social connection component of the singing group,
while at the same time doing something that is both
challenging and enjoyable, was influential in maintaining
the high attendance rate as well as the improved outcomes.

The Importance of Social

Connection, Mood and Hope

The importance of social connection for health and well-
being is well established. Social isolation, loneliness, and
living alone are associated with a 26-32% increased like-
lihood of mortality in the general population,*® and there is
no reason to think the COPD population is any different.’
Furthermore, in the general population, social isolation has
a significant bidirectional relationship with depression and
anxiety.*’ It makes sense that the same should hold for
people with COPD.

Just as people with stroke managed on dedicated
stroke rehabilitation wards may be more likely to hope
(and believe) in a “life after stroke”, we feel one of the
key contributors to the consistent benefits of PR, cogni-
tive behavioural therapy and community activities such
as COPD singing groups, is that involvement provides
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a person with COPD the hope (and belief) in “life
beyond COPD”. For people living with progressive dys-
pnoea and exercise limitation, often accompanied by
social isolation, that hope may be the catalyst for enga-
ging in physical and social activities that were previously
thought “too hard”.*® Other evidence supports this
view.*” Arnold and colleagues showed that improve-
ments in quality of life scores after PR were associated
with increases in measures of self-efficacy and suggested
that “focussing more explicitly on the enhancement of
perceptions of personal control in COPD patients may be

an important aim of pulmonary rehabilitation”.>

A ‘“Take Charge” Approach for
People with COPD?

There is nothing stroke-specific about Take Charge and
early qualitative work showed that patients with a range of
medical conditions valued this idea.”’ Morgan and others
have called for a more “person-centred” approach to the
person with COPD without being specific about how to go
about this.” Take Charge is such a person-centred inter-
vention. A feasibility study using a modified Take Charge
intervention for people with a recent exacerbation of
COPD requiring hospitalization is complete, and results
are awaited."" In that study, there was no problem mod-
ifying Take Charge for people with COPD. Building on
that work, Take Charge could be tested as an adjunct to
standard PR programmes, or for people who decline PR,
as a standalone intervention. Meantime, some services
wanting to provide a validated tool for person-centred
interaction, might choose to incorporate the Take Charge
approach into existing PR programmes, at minimal cost.
Service configurations have changed dramatically with the
advent of COVID-19, both for people with stroke and
COPD. Although Take Charge has, so far, only been
tested face-to-face, it is possible to deliver the facilitator
input by telephone, video link or online chat with the
person interacting with a hard copy of the booklet. In
a COVID-19 world of limited face-to-face interactions
and restrictions on group activities, the built-in social
interaction of a regular PR group or singing group will
be diminished. There will be a greater onus on the indi-
vidual with COPD to undertake some or all components
of a PR programme on their own. An intervention like
Take Charge that explicitly encourages self-management,
along with identification of key supporters would be
a significant advantage.

Conclusion

The psychological dimension of PR may be crucial to its
effectiveness and enhancing that effect is worthy of further
consideration by providers, audit authorities and research-
ers. A better understanding of this idea and trials of
focussed psychosocial interventions may allow a broader
range of effective interventions for people with COPD.
Our view is we should help the person with COPD get
as much out of their life as they want rather than settling
for self-management of their condition alone— ie to
become “a person who happens to have COPD” rather
than remain a “COPD patient”. The Take Charge interven-

tion is one option to help make this happen.
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