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ABSTRACT

Chronic obstructive pulmonary disease (COPD) has a profound impact on people living with the
disease and has a high global economic and social burden. Often, people with COPD are undiagnosed
and those diagnosed are undertreated and undereducated on different aspects of COPD care.
Although there are many published evidence-based treatment guidelines from different expert
groups and societies, they are frequently not adhered to, which results in significant gaps in @
particular, ‘flare-ups’ (known as exacerbations of COPD), which accelerate disease proﬁﬂ, are
often under-reported, despite guidelines recommending an escalation of mainter( eatment to
prevent subsequent flare-ups. Management of COPD should be proactiveﬁ@wt worsening of
symptoms, reduce the risk of future flare-ups and premature death, %r than a secondary
reaction to a worsening health status. Key to this is patient ac%@curate diagnosis, effective
treatment and specialist care, which can vary widely due t@oeconomic differences, geographical
locations and poor guideline implementation. In adﬁ e stigma associated with COPD can act

as a barrier, which can result in people being re 0 access treatment or clinicians being

nihilistic. &@

As global patie d&s, we have co-developed this Patient Charter to set a
standard of care that peo@ with COPD should expect, raising awareness and understanding of
the causes and con xes of COPD as well as the potential to improve patient care. Patients with
COPD should ?ered to live the highest quality of life possible with the least number of flare-
ups. Wefset six principles in line with current COPD guideline recommendations, that should be
im%ted by governments, healthcare providers, policymakers, lung health industry partners and

patients/caregivers to drive meaningful change in COPD care.

Keywords: Caregivers; Chronic obstructive pulmonary disease; Patient advocacy; Patient care;

Quality of life; Socioeconomic factors; Treatment outcome



Key Summary Points
Why provide this perspective piece?

e Although there are many published evidence-based treatment guidelines for COPD from
different expert groups and societies, they are not always adhered to, which results in significant
gaps in care.

e In particular, ‘flare-ups’ (known as exacerbations of COPD), which can accelerate dISE Q

progression, are often under-reported or untreated, despite guidelines recomm@an

\A

What can be learned from this perspective piece? @

escalation of treatment to prevent subsequent flare-ups.

e Management of COPD should be proactive to prevent nlng of symptoms, frequent flare-
ups and premature death, rather than a secog tion to a worsening health status.
eatment and specialist care, which can vary

e Key to this is patient access to effective dia

widely due to socioeconomic dlffer@eographlcal locations and poor guideline

implementation. Q
e Asglobal patient advc@Q have developed this Patient Charter to set a standard of care

quality that pati iving with COPD should expect, to raise awareness and to improve

outcomes. @
DI ATURES
This article is published with digital features, including [list digital features available e.g. a summary

slide and video abstract], to facilitate understanding of the article. To view digital features for this

article go to https://doi.org/10.6084/m9.figshare.13241684.



INTRODUCTION

Chronic obstructive pulmonary disease (COPD) is a progressive lung condition characterised by
persistent respiratory symptoms (shortness of breath, chronic cough and sputum production) and
impaired lung function. Patients also experience ‘flare-ups’ (known as exacerbations of COPD), which
are a period of acute worsening of symptoms, that can accelerate disease progression, markedly
worsen quality of life, and when severe, lead to hospitalisation and even death. The severityQ
symptoms, lung function impairment, impact on daily life and frequency of flare-ups v O
considerably between patients and are driven by numerous factors [1, 2]. In addiq%as been

estimated that 70% of cases of COPD worldwide may be underdiagnosed [333@)PD management

often does not follow treatment guidelines [4-7]. \

COPD is estimated to affect 384 million people de [8] and is the third leading
cause of global death [9], impacting high-, middle- and me countries (Fig. 1) [10]. In
addition, the burden of COPD is growing: In 2015 iflion people died from COPD worldwide, an

increase of nearly 12% compared with 19%@% COPD therefore places a significant burden on the
global economy, of which direct medic&)s account for 61-86% [2, 12, 13]. Indirect costs, such as

lost productivity, are significae:'n C , as many people suffer with the disease for years, often

developing further chron@

An @ of guidelines and strategy documents that define best practice in COPD care

ons that can add to the suffering and result in early death [2].

based on th@&vidence (including those from the Global Initiative for Chronic Obstructive Lung
Dis ase@D) [2], the American Thoracic Society (ATS) [14], the European Respiratory Society [15]
and the Canadian Thoracic Society [16]) are available. However, further enhancements in the
diagnosis and treatment of COPD are required [17], along with significant improvements in guideline

implementation.

We, as clinicians and representatives of patient support groups, have developed a

COPD patient charter comprising six principles of quality care that patients should expect to receive,



wherever they live. The purpose of this charter is to mobilise governments, healthcare providers,
policymakers, lung health industry partners and patients/caregivers to address the unmet need and
burden in COPD, ultimately working together to deliver meaningful improvements in care, both now

and in the future.

This article does not contain any studies with human participants or animals

performed by any of the authors. Q

3
N
<
DEVELOPING THE PATIENT CHARTER @K
Representatives of three national patient organisatio alo$lth seven clinicians
discussed the value of establishing a Patient Charter as a potentia@ing point for discussions on
how to reform care for patients with COPD. This Patient C %s subsequently initiated by
AstraZeneca and aims to set a standard for what peog ng with COPD should expect from their
ongoing care. These expectations are in line wr& rrent best practice understanding from
existing COPD guidelines and aim to offe sensus on global standards of COPD care whilst

driving timely, evidence-based tre t to maintain health status, minimise symptoms and prevent

flare-ups. 6

The thr(&' nt organisations involved are all members of the Global Allergy and

Asthma Patien and are dedicated to COPD awareness, education and advocacy; together

their me ships cover more than 50 million patients with COPD across the USA, the United

Ki d Spain. The principle concepts were developed by a working group of 20 clinicians and

patient representatives, and were debated and refined during a discussion held on 15 May 2020,

organised and funded by AstraZeneca.



Principle 1: | Deserve Timely Access for the Diagnosis and Assessment of My COPD

Symptoms in the early stages of COPD may be absent or mild and are not well recognised by
patients, who often assume their symptoms are a result of ageing or of exposure to cigarette smoke
or other irritants [18]. As such, COPD is often diagnosed at a more advanced stage, when it is
associated with more severe symptoms, increased risk of flare-ups and an increase in other chronic
conditions and costs [19]. In addition, although individual rates of lung function decline v \@
[1, 20], a more rapid decline occurs in those with mild and moderate COPD than with Q
severe COPD [20-22]. While almost 90% of cases of COPD may be undiagnosed w&% [23],
people who were defined as having COPD according to their impaired Iunﬁ n, but were not
diagnosed by a clinician, were shown to use healthcare services for mptoms to the same

extent as diagnosed people but without being properly mana reated [24]. Consequently,

undiagnosed COPD places a significant burden on pe Q e healthcare system.

COPD symptoms are known to h ekly and seasonal variability [25]; people
have reported that the morning is the wor®\e of day for symptoms of COPD, with cough and
sputum production being most trou e [26, 27]. In addition, night-time symptoms and sleep
disturbance are common, yet@r—re gnised and can lead to long-term changes in lung function,
frequency of flare-up i@weart disease, mental function, depression, quality of life and death

[28, 29]. Therefor der for people to better recognise the symptoms of COPD, it is vital to

increase aWC)QOf the types and timings of symptoms that may occur.

O Currently, a diagnosis of COPD can only be confirmed using spirometry, a physiological
teshess the presence of poorly-reversible airflow limitation, which should be performed and
interpreted by trained individuals [2]. However, it is estimated that only one third of people newly
diagnosed with COPD have spirometry performed [30]. In addition, not only are there other causes
of airflow limitation, but people without airflow limitation can have smoking-related lung disease

(such as emphysema), may be at risk of flare-ups [31] and may benefit from COPD therapies. Aside



from stopping smoking, there are no therapies definitively proven to affect the rate of change in
lung function in people with COPD [32], but it is possible to impact symptoms and quality of life and
to prevent flare-ups and early death. As such, spirometry alone is not sufficient to inform treatment
decisions and should be used alongside other tools, including diaries, that measure and record
symptoms and flare-ups, including the modified Medical Research Council questionnaire (mMRC)
and COPD assessment test (CAT) [2]. Patients and healthcare professionals should have acce@
and use the tools required to support them to recognise the initial symptoms of coprD" @
access to the right resources to make an informed and accurate diagnosis. &%
46
Principle 2: | Deserve to Understand What Having COPD Means f@&-d How the Disease May

Progress. 6

COPD is a highly variable disease, which can be clinic egorised based on symptom severity and

history of flare-ups [2]. However, symptoms m% or worsen over time and can lead to more
/7

frequent and more severe flare-ups. Pe{ ith COPD also have other diseases such as heart

disease, which further contribute ta 1@ ced quality of life and worse disease course [33, 34]. These

factors should drive a change@w the condition is managed through both pharmacological (i.e.,

medication) and non- @)Iogmal means (e.g., exercise, education and stopping smoking).

\@Q&asmg demand for COPD services, it is important for patients to become

active pagti s in their own care. Self-management interventions in people with COPD are

with improved health-related quality of life, a reduction in hospital admissions and
improvement in symptoms [35]. At an individual patient level, this is not just understanding about
disease progression, but a broader concept regarding what having COPD means, understanding their
current disease state, the expectations of worsening disease and what that would mean for day to
day life. It is likely that greater understanding of the consequences of the disease would improve

patient engagement with their treatment regimen, and encourage them to raise their expectations



about how their life could and should be, with access to the right tools and the right treatment at
their disposal. Patients should receive personalised education and training about their COPD, and
how it interacts with any other diseases that they may have, to enable them to actively participate in
their own care, learn to detect and react to changes in symptoms according to their personalised
action plans and report changes to their healthcare professional to prevent further disease
progression. To enhance patient engagement, this education could be delivered not only by Q
healthcare providers, but also through patient support groups/societies, online resour @fhe
provision of the latest clinical research in the form of plain language summaries. &
<

N\

Principle 3: | Deserve Access to the Best Available Evidence-Base®xnalised Treatment, to

Ensure | Can Live as Well and as Long as Possible. 6

Goals for the treatment of COPD are based on reduci ptoms and the risk of future flare-ups,
prevent lung function decline and premature d& . 2) [2]. Many therapies have been shown to
be beneficial across these goals, includin stions of reduced mortality [36-39]. However, many
gaps exist in both the non-pharma @ and pharmacological treatment of COPD, with access to
smoking cessation support, v@tions and pulmonary rehabilitation often difficult to obtain [40].
Over two thirds of pe@mosed with COPD are not prescribed maintenance inhaled therapy [41]
and, of those re@Qeatment, up to three quarters of people who experience two or more flare-

ups continu@e undertreated according to GOLD recommendations [42]. Conversely,

ph?cgéical overtreatment has been found in approximately one third of people, with non-

pharmacological treatment used too rarely [6].

Undertreatment and overtreatment of COPD can happen for several reasons. Lack of
clinician education could contribute to treatment guidelines not being followed and/or poor
knowledge of new treatments. Access to specialist care is vital in this respect. For example, patient

access to care in the US varies widely, and healthcare systems struggle to meet their goals for



improving COPD burden [43]. In addition, it is essential that people are appropriately diagnosed and
that their treatment regimen is reviewed regularly and escalated quickly, if needed. Thus, people
with COPD should request an evidence-based and personalised management plan with the treating
clinician at both the initial diagnosis and follow-up, to enable a more proactive, timely prevention of

disease progression, rather than reacting to a worsening of health status.

GOLD recommends that the management of COPD should include 5 steps: diaghosi
3

initial assessment, initial management, review and adjustment (Fig. 3) [2]. Diagnosis i & n
symptoms, risk factors and measurement of airflow limitation. This is foIIowe@%ial
assessment, which delves further into the specific details of the disease, sucR as*fistory of flare-ups,
smoking status and other illnesses. The initial management involve including encouraging
stopping smoking, lifestyle modifications, non-pharmacologic armacological treatment,
amongst others. This is followed by regular and repeat ieWw of patients’ disease and health
status, followed by adjustment of both pharmacolegital @agd non-pharmacological treatment, as

required [2]. It is this proactive, regular revj 4hd adjustment of treatment that is key to effective

management of the disease and ens e%a each individual can maximise their potential to live as

normal a life as is possible. e
Principle 4: | De?Q Urgent Review of My Current Management Plan if | Experience a ‘Flare-

Up’, to Preventfurther Flare-Ups and Disease Progression.

Alt any people with COPD experience flare-ups, over half of flare-ups go unreported [44].
Hospitalisations resulting from severe flare-ups account for approximately two thirds of all
healthcare costs associated with COPD [45] and frequent moderate (community-treated) flare-ups,
or one severe (hospitalised) flare-up, significantly increases the risk of death [46]. In addition to this,
flare-ups are associated with an increased risk of complications, such as heart attacks and strokes

[47]. Flare-ups also appear to have a significant impact on mental and emotional well-being and this



may be underestimated by clinicians [48]. Thus, flare-ups have a detrimental impact on both

patients and society.

Despite this, medical review after a flare-up is suboptimal. Studies have estimated
that only one quarter of people receive adequate treatment to prevent or reduce symptoms after an
flare-up [49] and over half of flare-ups go unreported [44]. Government policymakers and healthcare
professionals should appreciate the significant burden associated with COPD and ensure fIar@

i
trigger an immediate review of the chronic treatment and disease management. A shift ded
toward a proactive, evidence-based approach to treatment to maintain health status, Minimise

symptoms and prevent future flare-ups, as opposed to waiting for diseasﬁe ration before

review. Q\,

Principle 5: | Deserve Access to Specialist Care When Neede ther Provided in Hospital or in

the Community) to Manage My COPD, Irrespective o& Live.

Specialist care refers to care provided by a heal&e rofessional who has the expert skills and
understanding of COPD required to prov'c@)/ropriate care. Staffing levels and the availability of a
specialist respiratory review is link gjuced risk of death and quality of service in COPD [50, 51].
In one study, people who rec@speualist review within 24 hours of admission to hospital for a
severe flare-up were @ikely to die as an inpatient compared with those who did not receive
specialist review, ilarly, barriers exist in access to outpatient specialist COPD services and
pulmonary @l itation. This is mainly attributed to limited resources and underfunding,

pa?’ |£¢R/ithin rural areas [53], with one study estimating that only 35% of adults in rural areas
of th@ USA had access to specialist care within 10 miles, and residents of many counties in the
Midwest had no access to a specialist care within 50 miles [54]. The development of a proactive,
planned-care orientation to empower patients and families to collaborate actively with the

healthcare team may improve this situation [55].



With increasing availability of smartphones and other digital technologies, including
remote consultations, COPD should become a benchmark of how such technologies can improve
current services and enable the provision of tailored, specialist care, regardless of where a person
lives. A systematic review and meta-analysis of the effect of smartphone interventions on people
with COPD found an 80% reduction in the odds of experiencing a flare-up in people using
smartphone intervention compared with usual care [56]. Although the patient numbers invo@
were small and there was variability between studies, these findings suggest a potentl'a\fo
smartphone interventions to reduce the frequency of COPD flare-ups and furtheﬁ%ation is
warranted. However, as many people with COPD may not have access tom@nology, itis vital

that its use does not exaggerate health inequalities. \

6@

Principle 6: | Deserve to Live with COPD Freely WhiIeQ%ng Quality of Life without Stigma or

Guilt.
N

Worldwide, the most common risk facto PD is tobacco smoking [2] and, as a result, there is a
stigma that it is largely self-inflicte ition of the older population. Due to this stigma, many
people experience seIf—bIam and shame [57]. People with COPD also describe feeling
stigmatised by healthcate essionals in some cases, which can lead to a reluctance to access
treatment [58]. Qf comparison, although people with lung cancer experienced similar self-

blame and duiltgthey did not feel stigmatised by healthcare professionals and did not describe

tthQs being undeserving of treatment [58].

It is becoming increasingly clear that smoking is only one of a number of risk factors
linked with COPD, others include indoor (household) and outdoor air pollution, occupational
exposure to dust and gases, burning of solid fuels, socioeconomic status and poverty, genetic
predispositions, abnormal lung development and accelerated ageing [2, 59-63]. Healthcare

professionals, patients and the general public should therefore be educated about the numerous risk



factors associated with COPD in order to reduce the associated stigma of the condition, ensuring

that people are not discouraged from seeking help.

DISCUSSION

The global burden of COPD on patients and society is substantial. Despite this, standards of care and

appropriate funding can vary widely, and many people do not have adequate access to accurate

timely diagnosis and optimal treatment and management programmes. There is a need togaisgthe
3

levels of patient education and expectations of diagnosis, treatment and the opport@&to

maximise quality of life, rather than people accepting their current disease an tom status as

something they have to live with. A

The current approach to COPD management of res;@ng to treatment failure is
inadequate. Through empowering patients and families to@%ate actively with the healthcare

team, COPD management should be transformed into

@ nned-care approach of pro-active review

and adjustment [55]. This may need to incIude% ghing healthcare delivery systems to provide

same-day primary care appointments, c clinical information systems accessible to multiple

users, decision support procedurei cians and remote specialist consultations. Furthermore,

patient activation and educa cluding self-management skills, will enable people to take care of
themselves in betwee\' are visits within the community they live in [64, 65]. Brought

together, this mj rove efficiencies for both patients and the healthcare system and make the

treatment ahd mpanagement of COPD more cost effective.

O

each individual’s treatment regimen and following a flare-up, as indicated in the GOLD guidelines [2].

To implement these principles, we recommend the continual and regular review of

Flare-ups of COPD are common, but adequate treatment is only received by a minority of people. It
is becoming increasingly clear that even one flare-up can have a significant impact on disease
burden, long-term outcomes and the likelihood of future flare-ups. As flare-ups generally occur

outside of the regular review cycle, treatment options should be reviewed immediately following a



flare-up and escalated as necessary and, in the event of a severe flare-up that results in
hospitalisation, patients should not be released without a written action plan, agreed by both the
patient and the treating clinician. Treatment should be further reviewed to ensure treatment
optimisation and the risk of further flare-ups is reduced following any treatment escalation. The key

recommendations of our COPD Patient Charter are outlined in Fig. 4.

CONCLUSION OQ

3
As global patient advocates, we believe it is essential to raise the level of awareness \

understanding among patients, caregivers, healthcare professionals, poIicyma@&d the public
about the impact of COPD and opportunities to reform and improve patia&re. The principles we
have set out in this COPD Patient Charter are the core elements o@care that people with
COPD should expect to receive. We urge policymakers and sta@ders to use these principles to

build consensus on the care of patients with COPD. Q
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Goals for the treatment of stable COPD

¢ Relieve symptoms

* Improve exercise tolerance » Reduce symptoms

¢ Improve health status

and

* Prevent disease progression

* Prevent and treat exacerbations » Reduce risk Q

¢ Reduce mortality o

Fig. 2 Goals for the treatment of COPD @

Reproduced with permission from Global Initiative for Chronic Obstructiv%@mease 2020

Report; Table 4.1. Available from https://goldcopd.org/gold-repor ssed 11 November 2020.
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Management of COPD

Diagnosis

* Symptoms )
e Risk factors
* Spirometry (repeat if borderline)

Initial assessment
*FEV,-GOLD1-4

Adjust

* Pharmacotherapy
* Non-pharmacological therapy

e Symptoms (CAT or mMRC)
¢ Exacerbation history

e Smoking status

* a1-antirypsin

Review

¢ Symptoms (CAT or mMRC)
* Exacerbations
* Smoking status
e Exposure to other risk factors
¢ Inhaler technique and adherence
¢ Physical activity and exercise
* Need for pulmonary rehabilitation
* Self management skills
— breathlessness
— written action plan
* Need for oxygen, NIV, lung volume
reduction, palliative approaches
* Vaccination
* Manage comorbidities
* Spirometry (at least annually)

e Comorbidities

GOLD
ABCD

¢

Fig. 3 Management of COPD

Reproduced with permission @G

Report; Figure 4.1. Av

Initial management

¢ Smoking cessation
* Vaccination
¢ Active lifestyle and exercise
e |nitial pharmacotherapy
« Self management education
- risk factor management
— inhaler techique
- breathlessness
- written action plan
¢ Manage comorbidities

lobal Initiative for Chronic Obstructive Lung Disease 2020

om https://goldcopd.org/gold-reports/, accessed 11 November 2020.

CAT COPD asse@nest; COPD chronic obstructive pulmonary disease; FEV; forced expiratory

vqume'G nd; GOLD Global Initiative for Chronic Obstructive Lung Disease; mMRC modified

Me

search Council dyspnoea score; NIV non-invasive ventilation




Principle Key recommendations of the COPD Patient Charter

Patients should be educated to better recognise the types and timings of symptoms of COPD. Patients
and healthcare providers should have access to the right tools to make an informed and accurate
diagnosis of COPD.

Patients should be educated on the consequences of living with COPD and in how to participate in their
own care: detect, react and report changes in symptoms.

Patients should receive a personalised management plan with regular, proactive reviews and adjustment
of treatment to ensure each patient can maximise their potential to live as normal a life as is possible.

National policymakers and healthcare professionals should appreciate the significance of COPD
exacerbations and ensure exacerbations trigger an immediate review of treatment and disease management.
Management of COPD should be proactive and evidence-based to prevent future exacerbations.

All patients with COPD should have access to specialist care. Utilising tools such as digital health
technology could improve the current issues around accessing specialist care.

Healthcare professionals, patients and the general public should be educated about the numerous risk
factors associated with COPD in order to reduce the associated stigma of the condition, ensuring that

@O E)

patients are not discouraged from seeking help.

Fig. 4 Key recommendations of the COPD Patient Charter 6
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