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FOREWORD

Crises accelerate history. Sometimes it feels like life moves at a steady speed — then
everything seems to change at once. That's how it felt for people with chronic conditions
in spring 2020. For years, we've heard people talk about the dramatic impact technology
would have on healthcare. It would usher in a new era of patient-centred care, we
were assured.

Those of us advocating for people with asthma and chronic obstructive pulmonary
disease (COPD) for decades have often wondered if this vision would ever translate
into day-to-day patient care during our lifetime. While most of us have smartphones
and can read the news or book cinema tickets online, the story of information
technology in healthcare has unfolded more slowly.

You know what happened next: a pandemic. The fast-forward button was pressed. To
ensure continuity of care while minimising social contact, healthcare providers turned
to new tools which were embraced by many patients. Video calls and e-prescriptions
spared us visits to the clinic, as health systems — with varying degrees of success —
underwent the most rapid period of change most of us will ever witness in our lives.
Patients were offered a more central, more active role, in the healthcare and the health
data ecosystems.

Our asthma and COPD community of patients is diverse in its appetite and aptitude
for this technological shift. For some of us, the leap to digital tools wasn't a big one;
for others, it was a major adjustment that strained our connections with our clinicians.
And we know that there are some people — perhaps still a minority — who have gone
beyond remote consultations and are using everything from apps to digital spirometers
to monitor and manage their lung care.

The question now, as we hope to slowly emerge from the COVID-19 pandemic, is how
this experience has changed healthcare for people with asthma and COPD. To understand
the impact of the crisis and how patients view digital healthcare, we need data. Will
patient care revert to the pre-2020 status quo? Are the changes permanent? Are there
differences between countries, age groups, or socio-economic groups? These are but
a few of the questions that the EFA DIG_IT study sets out to answer.

Striking elements of this data-rich report include the comments received from
patients. We see a patient community that will use tools that make their lives easier,
but that still values direct contact with healthcare professionals. Technology, it seems,
is complementary to — rather than a substitute for — healthcare services. However,
the report shows that those patients who use digital tools view them favourably. The
digital technology sector should therefore take these findings as a springboard for
enhancing engagement with the patient community. Together, industry and patients
can address barriers to adoption and the future needs of technology users.

We also see that access to technology varies widely, with significant differences
between countries: those countries that had invested in eHealth over a sustained
period of time were best placed to make the shift towards more use of technology
at a moment of crisis. There are differences too between better off, higher-educated
patients and those with less education and fewer resources. Here, investment in health
literacy and digital skills is essential. As patients value training from healthcare
professionals, we need to equip clinicians with the tools and with enough time to
coach their patients. It is also clear that patients - like other European citizens —
have concerns about their health data, and that their privacy and security must be
comprehensively addressed whenever digital equipment is used.

We hope that in reading these pages you find EFA's report enlightening and its
recommendations insightful. For us the key message to policymakers, healthcare
providers and industry, including the digital sector, is clear: patient empowerment is
the future of digital health. If we want to build modern, patient-centred health
systems using technologies designed to improve patients’ lives, patient voices must
be included early and often in the process.

e

Patient empowerment is the
future of digital health.

If we want to build a modern,

patient-centred health system

using technologies designed to
improve patients’ lives,
patient voices must be
included early and often

Carla Jones, EFA President
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EXECUTIVE SUMMARY

Digital technologies are aimed at making healthcare more efficient, data-driven
and patient-centred. While patients with asthma and COPD (chronic obstructive
pulmonary disease) have indicated a willingness to embrace tools that empower
them and improve outcomes, uptake of innovative devices and services has been
slower in healthcare than in other sectors.

The COVID-19 pandemic has been a catalyst for digital transition in healthcare.
Many patients have used remote consultations and other online tools to ensure
continuity of care at a moment of crisis. As Europe begins to look beyond the
pandemic, and the European Commission (EC) is developing the framework for
its European Health Data Space (EHDS), it is vital that the patient voice is heard.

The DIG_IT survey was conducted by the European Federation of Allergy and
Airways Diseases Patients’ Associations (EFA) in the summer of 2021. It set out
to capture the views of asthma and COPD patients on Europe’s digital future.
The initiative surveyed close to thousand patients in five countries (Belgium,
the Czech Republic, Ireland, Norway, and Spain) to understand their needs,
perceptions, and use of digital technologies throughout their patient journey.

The survey showed that some tech-savvy asthma and COPD patients routinely use
digital tools in their daily lives. For many, video calls and electronic prescriptions
are becoming the norm. However, awareness and use of tools, such as smart
inhalers or digital peak flow meters, are low.

The research also revealed variation between countries and patient communities.
Some disparities arise from the availability of digital services, while others are
a function of patients’ age. For example, the findings showed that patients in
Spain are more likely than those in the Czech Republic to use digital tools. This
finding reflects the stronger digital public services and better connectivity in the
former.

Beyond access, some patients are hesitant about a variety of aspects of
digital products and services. Many raised data privacy and security concerns,
others saw little benefit from new technologies or had low levels of awareness.
There are real worries, on the part of patients, that technologies could replace
face-to-face contact with healthcare providers.

However, the survey points to a broad willingness by patients to try out new tools
which present clear benefits from trusted providers. Patients are more likely to
share personal health information if it improves their condition, but are also open
to data sharing if they expect this will contribute to overall improvements in how
diseases are understood and managed. The good news is that, when patients
have embraced digital technologies, satisfaction is high. Patients appreciate the
convenience and control that these tools can bring.

The results emerging from the DIG_IT survey offer a series of detailed recommendations
for policymakers, academia, and industry which will inform the publication of a
Charter for Digital Asthma and COPD Care. This report offers a timely contribution
to a fast-moving area of health policy, helping to add evidence of how technologies
are used today and the factors that will shape their future adoption. As the European
Union’s health data policy takes shape, it is vital that patients are included in the
conversation from the beginning of this new phase.
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INTRODUCTION

Digital technologies are frequently used by the majority of people in Europe’.
From e-government?3, to e-commerce®, societies and economies are increasingly
digital, with two in three believing these tools have a positive impact on their
lives®. Most Europeans view digitisation® as an opportunity, while some have
reservations on access and data security. Privacy concerns and internet access also
present challenges. However, people tend to develop a positive view of digital
tools once given the opportunity to use them.

More than half of EU adults report having searched online for health-related
information in the first quarter of 2020, this number is lower for those using
health apps and remote consultations’. Technology has the potential to improve
the diagnosis and management of certain chronic conditions, although more
evidence is needed to support the effectiveness of some emerging tools®?°.
Innovative medical technologies promise to make healthcare more efficient and
more patient-centred''. By empowering patients to play an active role in their
own care, apps and wearables offer new ways to monitor wellbeing and improve
access to services by connecting patients to providers as evidenced in areas
such as diabetes' and smoking cessation'.

People living with asthma and COPD, the two most common long-term respiratory
conditions'™, have expressed a desire for effective and secure digital tools to
improve health outcomes and the patient experience’. The EFA 2019 Active
Patients Access Care report, based on a survey of asthma and COPD patients in
Europe, urged policymakers to accelerate the use of digital technologies that can
empower patients while safeguarding their health information.

This is in line with wider policy trends, notably the growing momentum behind
patient engagement and the development of data-driven healthcare systems'. At
an EU level, it reflects the drive to create a society fit for the digital age, and the
EC’s commitment to establish a European Health Data Space (EHDS)", as well as
the World Health Organization (WHO) Regional Office for Europe’s Empowerment
Through Digital Health Flagship Initiative'®. These trends have been gaining
momentum for several years with the advent of new technologies becoming
more readily available and the EC developing Europe’s regulatory framework in
consultation with stakeholders.

That was the state of play until early 2020 when COVID-19 struck Europe. The
sudden emergence of a pandemic respiratory infection disrupted healthcare, as
well as citizens’ social and working lives. For people with asthma and COPD,
COVID-19 brought additional anxieties and uncertainties about the risks
associated with infection. Slow and steady progress on the use of digital tools
was suddenly replaced with dramatic changes to how diagnosis, monitoring and
care were delivered'"%.

In the initial phase of the pandemic response, where speed and patient safety were
of the essence, the use of digital tools may have been uneven and imperfect?. In
Europe, some countries had already advanced in making the digital transition in
health, including Spain and Norway, whose digitalisation is partially assessed in
this report??2%. However, COVID-19 provided a catalyst all over Europe for the
wider and daily use of technologies such as video conferencing — a phenomenon
which could have a lasting impact.

Today, as patients and health systems adapt to the ‘new normal’, and policymakers
step up efforts on digital health, it is vital that the patient voice is heard. In the
summer of 2021, EFA launched the DIG_IT survey to ensure that the views of
asthma and COPD patients are at the centre of Europe’s digital health future.

What is asthma?

Asthma is a chronic inflammatory
lung disease. It often starts in
childhood and affects one in
five school children (20%) in
Europe. There are 30 million
people under 45 years of age
who live with asthma in Europe.

What is COPD?

Chronic obstructive pulmonary
disease (COPD) is an irreversible
disease that makes breathing
progressively more difficult.
COPD mainly affects people over
the age of 40 and becomes more
common with increasing age.

What is patient
empowerment?

Patient-generated data can give
people with asthma and COPD
greater control over decisions
and actions affecting their health.
Such empowerment can improve
communication and encourage
equitable partnerships between
patients and health care
professionals (HCPs).*'




What is digital health?

Digital health refers to healthcare
practices supported by electronic
processes and communication
tools. It includes electronic
medical records, telemedicine,
evidence-based medicine and
health apps and personal
equipment.

For patients with respiratory
diseases, tools such as digital
peak flow meters can be used

to assess lung function; apps are
used to keep track of symptoms
and aid compliance; while
patients can even harness
environmental data to gain
insights on the risk of symptom
exacerbation.

TERMINOLOGY

Digitisation: converting
information from a physical to
a digital format e.g. electronic
patient records

Digitalisation: the use of digital
tools and data to change how
healthcare is delivered

Wearables: small electronic
devices, placed on the body,
that can measure temperature,
breathing rate, blood oxygen,
location etc.

eHealth: healthcare practices
supported by electronic tools
and processes

mHealth: the use of mobile
devices (phones/tablets) to
support healthcare
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Digital health in respiratory care

New digital tools are playing a role in the shift towards patient-centred healthcare.
The wealth of data generated by eHealth and mHealth applications raises fresh
questions about data security and privacy. Trust, affordability and intellectual
property of data are increasingly important features of the current policy debate
on the use of digital health solutions.

A growing digital health sector, populated by the established medical technology
industry as well as IT companies, are poised to take an increasingly prominent role
in the future of healthcare. Many of these companies have a strong track record
of developing consumer technologies, some have links to academia, and all stand
to benefit from engaging with patients to understand their needs and concerns.

The benefits of digitalisation can outweigh the potential downsides, as long
as digital health issues are carefully managed, and major policy decisions are
made with patients. Patient empowerment is one of the key benefits of digital
health in the management of chronic respiratory conditions?*?°. Equipped
with an unprecedented amount of data, patients gain knowledge, insights and
control over their disease and wellbeing. Digital tools demonstrate that timely,
accurate information is power.

Diagnosis and digitalisation

Among the major clinical concerns for patients with asthma or COPD are
underdiagnosis and misdiagnosis??’. In fact, more than 75% of people with
COPD remain undiagnosed?®. Earlier diagnosis could be improved using data
to help researchers better understand the cause of disease, anticipate its
development, and address it as soon as possible to preserve lung function.
This could enable earlier and more specific treatments, leading to enhanced
quality of life. In short, data-driven health can become a critical enabler of a
more personalised approach to medicine.

Treatment and digital tools

The analysis of datasets from digital tools, such as apps or wearable devices,
provides excellent information to improve efficacy. This can help to increase
adherence - a persistent challenge for people with long-term conditions — by
enabling behavioural changes in patients?’. In addition, monitoring can help
improve understanding and predict different patient outcomes in response to
medicines, leading to more precise prescriptions, personalised medicine and
innovation.

Care through digital means

People with chronic respiratory diseases can better manage their own conditions
when equipped with their data and health status along with data on external
factors which may lead to exacerbations®*®'. Digital health can combine information
on the patients’ condition with crucial variables such as air quality, temperature
and humidity, or the presence of pathogens. This broader spectrum of information
can assist patients in taking informed decisions and achieving optimal daily
care. Digital tools enable stronger and faster dialogue with healthcare providers.
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I Table 1. DIG_IT 2021 Survey sample structure

B Asthma HEl corp

Total sample 464 506

18-29 years 111

30-39 years

~

-
0
[9%)

40-49 years 114

50-59 years [EER /)

60-69 years 158 166

70-79 years 125 NEN

The EFA's DIG_IT project

The early 2020s are a crucial moment in the short history of digital health. Three
factors, the COVID-19 pandemic, forthcoming EU regulation on the infrastructure
of health data, and the growing number of innovative technologies entering the
health market, have together moved digital solutions centre stage. It is therefore
time to dig deep on the impact, opportunities, and challenges of the digital
revolution in healthcare.

The EFA's DIG_ITal I-nformation T-echnology (DIG_IT) Project aims to put patient
voices at the heart of these conversations. In doing so, it paves the way to a
patient-informed transformation of digital technology use throughout health
services.

From this strong foundation, EFA's DIG_IT Project will build a framework for
continued digitalisation in the respiratory conditions’ field. In addition to providing a
deeper understanding of the benefits, barriers, and concerns around digital health,
the initiative aims to develop insights into the patient digital journey in respiratory
health.

We have surveyed 970 patients (506 with asthma and 464 with COPD) in five countries
(Belgium, Czech Republic, Ireland, Norway, and Spain) to understand their needs,
perceptions, and use of digital technologies. The participating countries were
selected according to several criteria such as access to digital solutions, impact
of COVID 19 on national healthcare systems, and with regards to a geographical
representation of EFA’s European membership. In addition, EFA preferred to
conduct the survey in countries where no much data on digitalisation in the
respiratory area were available.

The survey findings have been translated into patient recommendations for
policymakers, academia, and the technology sector. The evidence generated by
this survey will inform forthcoming regulations and the continued evolution of a
fast-moving field, and it will also serve to develop an EFA Charter for Digital
Asthma and COPD Care. By building on insights from the patient community, EFA
will ensure that its positions reflect the current perspectives of the association’s
members and patients it represents.

DIG_IT survey sample

The typical asthma patient
responding to the survey is of
middle age while most COPD
patients were more than 70 years
of age. In terms of educational
attainment, 89% of asthma patients
has a secondary or higher level of
education, compared to 70% of
COPD patients.

The average degree of

severity is higher in COPD
patients interviewed: 74% have
moderate to severe COPD, while
61% have moderate to severe
asthma. The typical respondent
lives in an urban area (49%) with
smaller numbers in suburban and

rural settings.




ACCESS TO
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INFORMATION AGE
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ACCESS TO HEALTHCARE
IN THE INFORMATION AGE

Tech-savvy patients use digital services in their daily lives,
but healthcare lags behind sectors like entertainment and
communication. COVID-19 accelerated the widespread use
of digital health, especially among asthma patients.

Whether the examples are social media, streaming platforms such as Netflix, or
online shopping - for most people in Europe, online services and digital devices
are a fact of life. Booking cinema tickets, ordering food, or transferring money
can be done at the click of a button. However, health systems are embracing
the digital revolution at a slower pace. For example, health systems handle very
sensitive personal data.

Wary patients are cautious about the use of personal health information: some
prefer the direct personal/human touch of the healthcare system, while others
see little need to engage with apps and online tools. These kinds of viewpoints
have historically been hard to shift. But in recent years, other patients — especially
younger people with long-term conditions — have tapped into social networks
for advice, engaged with health and fitness apps, and shown a willingness to use
telemedicine to supplement real-world interactions with health professionals.

Early adopters aside, this trend was generally far from the norm - until the
COVID-19 pandemic sparked a mass movement into the use of online spaces. At
a time when health systems were under immense strain, patients sought continuity
of care while reducing their risk of contagion during the series of lockdowns.

Today, a growing and dynamic industry, which includes the consumer-facing
information technology (IT) sector, is increasingly focused on meeting the health
and wellbeing needs of the public.
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Access to digital healthcare

The DIG_IT survey, conducted in the summer of 2021 when the most intense
waves of the pandemic had receded, finds use of digital services is high
overall, particularly among people with asthma. This group is on average
younger than the COPD patient community. However, eHealth and mHealth
and wellness apps are not yet widely used, and familiarity with these tools is
relatively low. Overall, women are more inclined to use digital services and
digital health services, while people in urban areas tend to be more open to
digitalisation than those in rural areas.

I Table 2. Asthma and COPD patients’ use of digital services

B Asthma T corD

Internet

Social Media (e.g. Facebook, Instagram, Twitter)
Video telephony (e.g. FaceTime, WhatsApp)
Apps from appstore

Online shopping

Video conferencing (e.g. Zoom, MS Teams)
Streaming services (e.g. Netflix, Amazon Prime)
Wellness tracking apps (e.g. sports, diet, GPS)
Fitness wearables (e.g. Smartwatches, Wristbands)

eHealth and mHealth care services

Digital access to physical services
(e.g. online physiotherapy, online fitness courses)
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Question 13: Which of the following digital services and tools do you use, or have you used within the past 12 months?

Basis: n=970 asthma/COPD patients

Those people who have used digital health services report high levels of familiarity
with these services and tools. In fact, while COPD patients are generally less
digitally engaged than asthma patients, they are more inclined than people with
asthma to use eHealth and mHealth services. This suggests that user-friendly
digital health tools can be accepted by patients of all ages, provided that such
tools address their needs, and they are given the time and training required to
use them. Patients who are hesitant about digital health may find reassurance in
the positive experiences of some of their peers who have taken the leap into the
world of online services. Experience with video telephony, fitness wearables, and
other online booking systems can be readily transferred to digital health where
patients see real potential benefits to using them.
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mmm Asthma and COPD patients’ familiarity with digital services

I Table 3. Asthma and COPD patients’ reported familiarity with general digital services

[ ] Asthma [ COPD

Video conferencing
Apps from Appstore
Video telephony
Online shopping

Social Media

Internet

eHealth and mHealth care services
Digital access to physical services
Wellness tracking apps

Fitness wearables

7,9
7,8
7,7
7,9
7,9
8,2
7,8
7,7
71
7.6
0 2 4 6 8

10

Question 14: For all that you use, how would you describe your familiarity with it on a 1-10 scale, where 1 is ‘l am not very familiar’

and 10 is 'l am very familiar with it’.

Basis: asthma n=506, COPD n=464

While the use of digital services is high across the five countries surveyed, the
range of services is higher in Ireland, Norway and Spain than it is in the Czech
Republic and Belgium. When it comes to e-health and m-health, Norway, Spain
and Belgium report higher levels of use than Ireland or the Czech Republic since
the beginning of the COVID pandemic. This broadly reflects national digitalisation
policies and higher levels of investment and use prior to the pandemic.
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I Chart 1. Use of various digital services among asthma and COPD patients in different European countries
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Question 13: Which of the following digital services and tools do you use, or have you used within the past 12 months?

Basis: asthma n=506, COPD n=464
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Usage of health services: welcome to the age of the e-prescription

Given the routine use of digital services outside the field of healthcare, it t t

is perhaps unsurprising to find that a slim majority of respondents have booked

medical appointments online and made use of e-prescriptions. Most asthma I am very much in favour of
patients, who are generally younger than their counterparts in the COPD patient digital - it solves problems
community, use online booking systems. 41% say they use ‘only digital’ options for quickly. But sometimes it is
making appointments, with a further 20% saying they use both digital and physical necessary to have an in-person
methods. COPD patients are not far behind: a total of 49% state that they use consultation

only digital tools to book their appointments or that they have booked their
appointments online at least once.

Asthma patient from Spain

Meanwhile, respondents with COPD eclipse their peers in the asthma community , ,
when it comes to using electronic prescriptions. In fact, 48% of people with COPD

- surveyed in summer 2021 — say they use ‘only digital’ prescriptions. A further
21% use both digital and paper for this purpose, suggesting that the digital option
is becoming the norm. Although 40% of people with asthma use e-prescriptions,
28% declare that they use both digital and physical options, meaning more than
two in three patients have embraced the online option.

The results indicate that there is a lot of potential to facilitate care through
digital services and tools. The majority of asthma patients are only engaging
with treatment plans, disease monitoring, consultations and examinations/
diagnostics through physical means, but this could change with the right support.
Better access to, and familiarity with, digital tools could make care more
accessible. This is particularly clear for asthma patients who already use or are
more familiar with digital tools than their COPD counterparts.

I Table 4. Use of healthcare services among asthma and COPD patients

Booking appointments Asthma 2%
COPD 4%
Prescriptions Asthma 3%
COPD 3%
Medical records Asthma 17%
COPD 18%
Treatment plan Asthma 24%
COPD 23%
Disease monitoring / Management Asthma 32%
COPD 22%
Consultation Asthma 7%
COPD 7%
Examinations / Diagnostics Asthma 10%
COPD 8%
0 20 40 60 80 100
Only digitally Digitally and physically Only physically Not used at all

Question 16: Which of the following healthcare services do you use either digitally or physically or both?
Basis: asthma n=506, COPD n=464
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Healthcare providers: national differences and local service gaps

For people with COPD and asthma, general practitioners (GPs) and specialists
play a key role in disease monitoring and management®®. People with COPD see
more specialists than those with asthma. Previous research has indicated that 61%
of healthcare professionals believe they have not received sufficient training in
digital skills**. This is reflected in an Organisation for Economic Co-operation and
Development (OECD) report suggesting that between 30% and 70% of frontline
health professionals do not have the skills required to use digital technologies®.

The DIG_IT survey finds that, for both asthma and COPD, engagement with digital
tools can be influenced by where patients receive care. Medical centres offer
digital services most frequently (72% and 64% for people with asthma and COPD,
respectively), followed by GPs (52% and 41%). The study shows that there are gaps in
digital services offered especially among respiratory and allergy specialists (31% and 28%).

I Table 5. Healthcare professionals providing digital services to asthma and COPD patients

Medical centre/Health office Asthma 10%
COPD 16%
GP/family doctor Asthma 16%
COPD 24%
Hospital Asthma 33%
COPD 21%
Physiotherapist Asthma 19%
COPD 22%
Specialised nurse/consultant Asthma 39%
COPD 35%
Specialist (e.g. pulmonologist) Asthma 20%
COPD NN 0%
0 20 40 60 80 100
Yes Bl o Don’t know

Question 18: Which of these offer digital healthcare services?

Basis: All patients who declare using the specific healthcare service

I Table 6. National differences in healthcare professionals providing digital services to asthma and COPD patients

Belgium 14 26
Czech Republic
Ireland
Norway 31 59
Spain 47 78

| Specialist Hospital B Specialized nurses B Medical Physiotherapist
(e.g. pulmonologist) /consultants Care Centres
/ Health Offices

Question 18: Which of these offer digital healthcare services?

Basis: All patients who declare using the specific healthcare service
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Significant differences between countries are also evident, with Spain and Norway
most likely to offer health services digitally®**, while Ireland and Belgium — and
the Czech Repubilic, in particular — have been slower to embrace digital tools3#2?4°,

tt

Doctors can examine us

Looking to the future of healthcare provision, one of the big questions is whether remotely, but they must be
patients want digital healthcare to become standard. The survey finds a broad skilled — and they must know
willingness to use new tools, but also highlights barriers to their widespread their patients
uptake. Overall, asthma patients tend to be more open to digital healthcare
solutions, while the number of COPD patients who are ‘very sceptical’ is higher,
as compared to asthma patients. The majority of asthma (76%) and COPD (67%)
patients are very or somewhat open to digital healthcare solutions. Service
providers must take this into account in any transition to digital services. , ,
Crucially, patients have a role to play in co-designing how technologies and

services are delivered.

Patients’ openness to digitalisation

COPD patient
from Czech Republic

COPD patients are more sceptical of digital healthcare solutions than asthma
patients. While they use fewer digital tools in their daily lives, COPD patients
use slightly more eHealth and mHealth services than asthma patients and
report higher levels of familiarity. This suggests that more widespread use of
tools is feasible for COPD patients but there are other barriers to understand
in promoting their use.

I Table 7. Asthma and COPD patients’ openness towards digital services and tools

TOTAL ASTHMA - 16 8
TOTAL COPD 19 15
Belgium 20 13
Czech Republic 27 5
Bl Very open Somewhat open [ Somewnhat sceptical [l Very sceptical

Question 19: In general, how open are you to using digital services and tools in the context of your Asthma/COPD?
Basis: Total n=970, asthma n=506, COPD n=464 / BE n=200, CZ n=200, IE n=200, NO n=170, ES n=200

Evidence suggests patients in Norway are among the most tech-savvy while those
in the Czech Republic are less familiar with digital tools, in parallel patients display
greater openness to digital health in Norway, while Czechs are the most reluctant.
This is likely the result of better integration of digital tools in healthcare over
several years.




RECOMMENDATIONS FROM THE LEARNINGS ON COVID-19

POLICYMAKERS:

e Adopt digital health and public health policies that increase asthma and COPD patient
empowerment in digital health and put them at the centre of decisions regarding their
health through the sep up of Stakeholder Expert Groups attached to

e National Digital Authorities

e Share European best practices on digital health frameworks, processes and solutions
that improve asthma and COPD clinical outputs

® Support the integration of Patient Reported Outcomes (PROs) arising from digital means,
including evidence on ashtma and COPD patient quality of life

e Strengthen the digital infrastructure at regional, national and EU levels, to grant access to
digital health services to all patients

* Investin the digitalisation of healthcare services for chronic respiratory diseases to offer
patients a broader range of chances and choices for self-management

* Incentivise patient use of digital health tools, establishing reimbursement and digital
insurance frameworks and providing subsidies for digital devices for people living with
chronic respiratory diseases

* Integrate digital health education, use and design in the medical curricula

® Accelerate the cross-border application of digital health services and tools to ensure
seamless delivery of care

FOR HEALTHCARE PROVIDERS:

* Enhance digital health lifecourse training for healthcare professionals, including continued
medical education for respiratory specialists in primary, secondary, and tertiary settings

e Communicate clearly about digital services and actively promote and offer appropriate
options to patients

* Improve patient familiarity with digital tools through information and training sessions
delivered by trusted professionals, such as respiratory nurses

e Partner with patient groups and medical societies to develop and disseminate educational
material on the use of digital health in their disease area and engage in sustained dialogue
with community groups and services

FOR THE DIGITAL SECTOR:

e |dentify the needs and areas of development for patient-centered digital health, in close
collaboration with asthma and COPD patients and healthcare providers

* Co-design and co-create with respiratory patients disease-specific digital health tools that
offer real solutions to them. Tools that provide holistic digital services, responding to
patients’ disease and accessibility needs, and demographics

e Build solutions using technologies that patients are already using, to ensure interopera-
bility, easier transition for the users, and lower costs for patients

m FOR PATIENTS:

* Individual patients should proactively discuss with healthcare professionals about digital
health choices to monitor and self-manage their disease

e Patients should propose, participate in the evaluation, validation and recommendation
of solutions addressed to respiratory diseases

® Patient groups should engage with digital health developers to inform them about pa-
tient needs, use and expectations of digital health solutions

* Engage with professional medical societies to disseminate evidence showing patient
interest in digital tools
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COVID-19: CATALYST FOR
re THE DIGITAL TRANSITION
R —— IN HEALTHCARE

treatment during COVID.
| prefer the real thing, but it

: The sudden introduction of restrictions on travel and social gatherings in March
was better than nothing

2020 had a significant effect on people with life-long lung conditions. As a
novel respiratory virus spread globally, people with asthma and COPD faced
added uncertainty and anxiety.

Asthma patient from Belgium

, , Face-to-face services, including medical appointments, were cancelled. For
many, this moment of crisis was marked by a rapid shift to online tools
for work, entertainment and healthcare — a move which helped preserve
a degree of access to services while minimising personal contact. Remote
medical consultations, enabled by phone and video conferencing platforms,
quickly become the norm for patients previously diagnosed with chronic
conditions, while the use of electronic prescriptions also grew*'42,

I Table 8. Asthma and COPD patients’ reported increased use of digital services during COVID-19 pandemic

B Asthma T corD

Question 15a: In case your usage of digital devices and Question 15b: Please indicate what exactly you have used
services has increased during the Corona pandemic. more (or started using) during the Corona pandemic.
What usage has specifically increased?

Video conferencing Video consultations __
Online shopping Make appointments __
Video telephony Public health service _

Streaming services Online prescriptions __

Dlgltal aC(_ZQSS _ Health insurance app _
to physical services
56 Health apps NS
internet ">
E-health/M-health ISA  On|ine test results Corona (e.g. COZO) I
Social Media . More email communication I
[ 4]
Fitness wearables 3 Online search s
[ 6]
Apps from Appstore 33 Online sport session or physiothera _3
PP PP P P Y
Wellness tracking apps 3 Social media, chats | |
9epp
Doctor a |
PP
Digital oxymeters
g Y|
Other N

Basis for Q15a: Patients that use each specific service

Basis for Q15b: asthma n=58, COPD n=53
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The survey, taken at a time when patients were beginning to look beyond the t !

pandemic, explores this catalyst from a patient perspective to determine whether

the use of digital health technologies is likely to continue as the acute phase of I’'ve had three video calls with
the pandemic fades. It finds that not only has the COVID-19 pandemic increased my consultant in the past year:
usage, but there are also signs of more positive attitudes towards digital services. check-ups, follow-up on blood
This suggests that, rather than being a transient change in response to a short-term test results, and tweaking

medication

and exceptional crisis, the digital trend is here to stay and support healthcare services
and delivery. Rather than being on the periphery of healthcare, the digital sector is
now an integral part of the patient experience, creating new opportunities and
responsibilities for the IT industry.

COPD patient from Ireland

In patients with asthma and COPD, there is a clear increase in positive sentiment , ,
towards digital health services and devices. One in two asthma patients reported
a more positive view of these tools over the past 12 months, while 41% of COPD
patient say the same. It can be concluded that exposure to these technologies had
a generally positive impact on attitudes.

I Table 9. Changed attitudes towards digital devices and services due to the COVID-19 pandemic in different European
countries

Belgium [ 32 4 60
Czech Republic 21 9 69
Ireland 28 36 9 28
Norway 11 28 4 57

Spain 28 34 38

[ | Yes, | am much more [ Yes, | am a bit more - Yes, | am more negative - No, it has not
positive about it positive about it about it changed

Question 15: Has your attitude towards digital devices and services changed in the last 12 months, due to the Corona pandemic?
Basis: Total n=970, asthma n=506, COPD n=464 / BE n=200, CZ n=200, IE n=200, NO n=170, ES n=200

Between nations were discerned a variety of attitudes, this in relation to the
range of digital services and in the degree to which attitudes shifted. In Spain
and Ireland, the range of digital services used increased most. In line with this,
Spanish and Irish patients reported the highest increase in positive attitudes
towards digital devices and services (64% and 62%, respectively). For Norway,
the increase in usage is relatively low, but this is likely to be due to Norway's

higher level of use of digital tools prior to the pandemic. t t

I had a video call with a
psychologist to manage
mental health issues during
the lockdown

The increase in usage of digital health is lowest in the Czech Republic. The
relatively low use of digital tools in the Czech Republic is also reflected in
Czech patients’ infrequent use of eHealth and mHealth services.

Patients in need of care will use whatever channels and tools are available to -

ensure their needs are met. While the use of digital services increased out of COPD patient from Ireland
necessity, the patient population was ready to embrace the change in order to
ensure continuity of care. Rather than seeing an increase in scepticism among J ,
patients towards digital tools, familiarity with them led to greater acceptance.

In short, the more people use digital health, the more they seem to like it.
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For policymakers, one of the lessons from the pandemic is that when research
is tightly connected to implementation — for example when vaccine science is

swiftly translated into policy action — public buy-in is strongest. Meanwhile,
the positive experience with digital prescriptions has illustrated to healthcare
professionals that digital tools can make constructive contribution to improving
the patient experience as well as the efficiency of health systems. COVID-19
also showed that the digital sector now has an established role both in everyday
healthcare and in responding to health emergencies.

RECOMMENDATIONS ON THE DIGITAL TRANSITION
OF HEALTHCARE

FOR POLICYMAKERS:

® Invest in health emergency preparedness and response based on an expanded use of
digital means for the delivery of care in chronic patients, including targeted processes and
tools to follow up at the post-diagnosis stage and through broad operational partnerships
with civil society organisations such as patient groups

e Develop crisis communication plans to respond to health crisis with specific messages
addressed to vulnerable groups and respiratory patients

* Invest in digital systems for public health education by identifying a set of trusted
sources of information, solid health networks and crisis communications plans developed
during quiet times

FOR HEALTHCARE PROVIDERS:

e Build capacity and knowledge in digital technology to create resilient healthcare systems
to sustain chronic management and care. This requires thorough planning of minimum
chronic care services and the availability of digital health and care

e Educate and train healthcare professionals to deliver non-urgent prevention and care
through digital means

e Enable nurses to liaise with chronic respiratory patients during health emergencies, and
support their function with emergency interventions from social services and patient groups

e Test patient-to-patient training as a means of familiarising patients with technologies and
reducing fear of the unknown

® Provide smooth access to to eHealth during emergencies, through pre-agreements on
reimbursement for digital

FOR THE DIGITAL SECTOR:

e Support healthcare providers and academia in building population-based data systems
to health

e Become a frontline sector responding to health emergencies, by adapting existing
telehealth to a broader digital use

FOR PATIENTS:

® Request a written self-management plan from your doctor and make it digital

®* Become a member of a patient organisation and develop a support network

e Familiarise yourself with digital solutions and technologies by accessing digital health
services such as online physiotherapy, electronic consultations and prescriptions during
non-emergency times
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Now | make my appointments
online and ask for electronic
prescriptions to be sent
directly to the pharmacist

COPD patient from Belgium

J)
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| use a digital oximeter, linked
to Bluetooth to my tablet.
| can send the results to my
GP or the hospital

COPD patient from Ireland

J)
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THE ASTHMA AND COPD
PATIENT JOURNEY IN A
DIGITAL AGE

When patients embrace digital technologies, satisfaction is high.
However, awareness of key digital respiratory devices is low, and
uptake varies widely among countries

The patient journey is the entire sequence of events that a patient experiences
within the healthcare system. It entails all the interactions between patients and
the healthcare system: access, diagnosis, treatment, adherence, education, and
behavioural changes. Understanding this pathway is essential to identifying areas
and methods in which digital technologies can deliver improvements. At every
step of this journey, the medical technology and IT industry has developed a
growing range of tools for people living with chronic respiratory disease.

People with asthma and COPD can benefit from practical services, such as online
booking systems, as well as more sophisticated digital peak flow devices to measure
their lung function and connected asthma inhalers to take their medication. In
addition, new apps and wearables have opened up unprecedented possibilities
for monitoring, that help reduce the risk of exacerbations and create opportunities
for early intervention at the first sign of a deterioration in a patient’s condition.

The trouble is that the use of many of these digital options remain low for patient
use. The picture is a little brighter for digital diagnosis than for technologies
used in disease management, but overall uptake is hampered by poor awareness.
Among patients who do not use digital tools, some are aware of these
technologies but prefer not to use them. Most of those not currently engaging
with digital care are simply unaware that this option is available to them. On
the other hand, where patients have embraced digital tools and technologies,
satisfaction is high.

As described earlier in this paper, it appears that there is a large cohort of patients
open to using technologies — who would most likely enjoy the benefits of these
innovations. If issues of access, cost and familiarity are addressed, there is real
potential to offer patients tools that would improve their healthcare experience. It
is also clear that healthcare professionals play a key role in the use of digital tools.
By offering or recommending specific technologies, and familiarising patients with
how they work, physicians and nurses can be trusted guides to the large — and
sometimes — non-patient-centric range of technologies on the market.
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Awareness and usage of digital diagnostics is low

Overall, awareness of digital diagnostic tools and services is quite low apart
from online searches and appointment booking. This is equally true for asthma
and COPD patients, although awareness and accessibility of digital offerings
in diagnosis is generally greater among asthma patients. Awareness of digital
peak flow, which is used to monitor patient lung function capacity, or spirometry,
which can determine the degree of airway obstruction, is much more limited.
This must be addressed by policymakers and healthcare professionals if patients
are to embrace new technologies.

g ¢

When the doctor can listen to
your chest, it's better.
That can’t be done online

Asthma patient from Ireland

J)

I Table 10. Asthma and COPD patients’ use of digital tools and services to diagnose respiratory disease

Asthma

Online search

(e.g. Google)

53%

Social media search/exchange 31%
21%

Digital interaction via support group(s)
/patient organisation(s)

15%
8%

Digital diary/Apps to collect values

.. 15%
and conditions

10%

Online booking for medical appointments

46%

Online/video consultations

16%
Digital spirometry (at home)
5%
Other digital diagnostic devices used at home

(e.g. digital peack flow)

6%

Aware of Bl Offered/accessible Used at least occasionally

COPD
L 50%]

50%
42%

26%
18%

20%
1%

12%
8%

44%
38%

20%
12%

7%

10%
7%

Question 22: Which ones are you aware of? Which of these are offered or accessible for you, regardless, if you use them or not?

Do you use them and if yes, how often do you use them?

Basis: asthma n=506 COPD n=464
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Patients may not use digital tools, despite high levels
of awareness

Awareness does not always translate into uptake. Consider online booking
systems, for example. The majority of patients are aware of this service but only
t t 16% of asthma patients and 18% of COPD patients use this regularly. Similarly,

while awareness of video conferencing reaches 42% among asthma patients, only
3% use this feature frequently with a further 13% saying they use video consultations
occasionally. The reasons for sub-optimal uptake are teased out in the later section

| would like to be offered more

tools to use to control

my illness on barriers to usage, but one thing is clear: cost is not a major deterrent. Most
— respondents report that they are fully or partially reimbursed for the cost of digital
COPD patient from Spain tools that they use.
33 Patients who have tried digital technology like it

Self-management is critical to the treatment and management of asthma*. For
example, the self-monitoring of asthma with a connected mobile spirometer is
feasible, safe and satisfactory for patients with asthma, yet it remains to be
established whether unsupervised home spirometry measurements improve
early diagnosis and outcomes of self-management in cases of exacerbation
or loss of asthma control*. Patients and health systems can benefit from
self-management by improving clinical outcomes, quality of life and reducing
the costs of chronic conditions such as COPD%.

I Table 11. Level of asthma and COPD patients’ satisfaction with digital tools and services for diagnosis

B Asthma W corD

Online search (e.g. Google)

Social media search/exchange

~

Digital interaction via support group(s)
/patient organisation(s)

Digital diary/Apps to collect values and conditions

©

Onnline booking for medical appointments

Onlines/video consultations

0

Digital spirometry (at home)

Other digital diagnostic devices used at home
(e.g. digital peak flow)

~
N
N k3
~ ~
& oo -
~ N
w

o
N
I
o
@

10
Question 22e: How satisfied are you with the tools you have used?

Basis: All patients who declare using the specific healthcare service

Most patients are not using digital tools and services to diagnose asthma or COPD.
However, for those who have experience with these technologies, the verdict is in:
they like it. Based on the minority of asthma patients who have tried online tools,
digital booking systems, digital spirometry and other devices that can be used at
home (such as digital peak flow devices), support is strong. For digital spirometry
— a technology for which awareness and usage are low — satisfaction ratings hit 8.2
out of 10. It's the same story for COPD patients: most have never used a digital
spirometer or peak flow device, but those who have report positive experiences.
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Convenience is an attractive feature of new technologies

As in other aspects of life, the most appealing aspect of any digital tool is
its convenience: if it makes our lives easier, we will use it. This explains the
strongly positive rating of systems such as online appointment booking which
a solid majority of patients with asthma (73%) and COPD (63%) view as useful.
This is a clear signal that increasing the uptake of existing digital tools depends
on how convenient they are for patients. Similarly, this should be kept in mind
when developing new technologies. This can best be achieved by involving
patients from the start.

I Table 12. Asthma and COPD patients’ perception of the usefulness of digital solutions for diagnosis

Online search (e.g. Google) Asthma 7%
COPD 15%
Social media search/exchange Asthma 14%
COPD 21%
Digital interaction via support group(s)/ Asthma 23%
patient organisation(s) COPD 29%
Digital diary/ Asthma 21%
Apps to collect values and conditions  COPD 29%
Online booking for medical appointments Asthma 8%
COPD 14%
Online/video consultations Asthma 16%
COPD 22%
Digital spirometry (at home) Asthma 34%
COPD 36%
Other digital devices used at home Asthma 29%
(e.g. digital peak flow) COPD 37%
Very Useful Useful B somewnhat Useful Not Useful Don’t know

Question 23: Where do you feel digital options are specifically useful when it comes to diagnostics? Please use a 1-4 scale,
where 1 means ‘not useful at all’ and 4 means ‘very useful’.

Basis: asthma n=506, COPD n=464

National differences: past investments pay off

In keeping with earlier results, the findings for the usage of digital diagnostic
tools are not universal across the five countries surveyed. When it comes to online

booking systems or the use of video consultations, there is a clear frontrunner: t t
Spain. Patients in Spain, supported by their healthcare providers, are much more
likely to have integrated these tools into their diagnostic experience. This reflects
previous investments in digital services and connectivity*.

It does have advantages when it

comes to making appointments
and talking to the doctor, but
he prefers to go physically to

While the figures for Ireland and Norway are also high, awareness and accessibility the examination
of digital offerings for diagnosis is markedly lower in the Czech Republic —
— continuing the trend emerging from the data which suggests Czech asthma and Asthma patient from Ireland

COPD patients are the least likely to use digital tools. Czech respondents are also
least likely to rate digital technologies as highly useful. J ,
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I Chart 2. Use of digital tools and services to diagnose asthma or COPD

Online search (Google, etc.)
for diagnostics 1%

Social media search/
exchange for diagnostics 23%

Digital interaction via support group(s)/
patient organisation(s) for diagnostics 7%

Digital diary / Apps to collect values
and conditions 9%

Online booking for medical appointments
(for diagnostics) 54%

Online/video consultations for diagnostics
11%

Digital spirometry (at home)

3%
Other digital diagnostic devices used at = 3%

home (digital peak flow, etc.) = 19

I 1%

1%

Other 0%
5%

2%

Bl Bclgium Czech Republic Ireland Norway Spain

Question 22c: Do you use digital health solutions for diagnosis and if yes, how often do you use them?
Basis: Total n=970, asthma n=506, COPD n=464 / BE n=200, CZ n=200, IE n=200, NO n=170, ES n=200

tt

It's not always easy to get an
appointment with my doctor so
if | could see him faster online,

I’d jump at the chance

Asthma patient from Ireland

J)
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Digital tools in asthma and COPD treatment

When it comes to the use of digital tools in treatment, the key takeaways from
the survey echo the findings for digital diagnostics. Awareness and usage are
strong, but only for a limited number of tools and, again, Spanish patients are
the most likely to use new technology. E-prescriptions are now an everyday fact
of life for a majority of people with asthma and COPD. Of course, these are tools
that can be used by patients being treated for any condition, reflecting a broader
shift to digital healthcare. Meanwhile, the use of disease-specific technologies,
such as smart inhalers and disease management apps, is considerably less common.

I Table 13. Asthma and COPD patients’ use of digital tools and services to treat respiratory disease

Asthma COPD

Online search
9
(e.g. Google) L3 SRR

52% 43,1%

Social media search or exchange

37%
25% 22,9%

30,4%

Apps to manage and follow up on treatment

(e.g. electronic diary)
10% 7.3%
Online/video consultations for treatment [ 248%]

10% 16%

Digital treatment plan from physician

17% 12,9%
10% 9.7%

E-prescription
(e.g. via email, website of physician)

74% 62,3%

69% 58,4%
Participation in asthma register(s)
5% 7,3%
Participation in clinical trials
.
(e.g. e-documentation) o, R
Smart inhalers with feedback option B 6.2%
7%
Aware of B Offered/accessible Used at least occasionally

Question 24: Which ones are you aware of? Which of these are offered or accessible for you, regardless, if you use them or
not? Do you use them and if yes, how often do you use them?

Basis: Total n=970, asthma n=506, COPD n=464 / BE n=200, CZ n=200, |IE n=200, NO n=170, ES n=200
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Ranges of use: early adopters versus laggards

Once again, Spain is ahead of the pack. In fact, it appears to be the only country
of the five included in the DIG_IT survey where digital services — aside from social
media and online prescriptions — are used to a significant degree. Spain shows a
higher uptake of digital treatment diaries and applications, video consultations
and online treatment plans devised by physicians.

I Chart 3. Use of digital tools and services to treat asthma or COPD

. 47%]

Online search (Google, etc.)

for treatment 36%
Social media search
or exchange for treatment 28%
Digital (treatment) diary / Apps to manage
and follow up on treatment e

Online/video consultations for treatment
18%

2%
Digital treatment plan from physician
8%
E-prescriptions
(via email, website of physician, etc.) e

Participation in Asthma/COPD register(s) 0%
7%

Participation in clinical trials o
(e-documentation) —

B 2%

2%

Smart inhalers with feedback option I 1%
7%

M 2%

0%

Other related to treatments 0%
2%

0%

[ Belgium Czech Republic Ireland Norway Spain

Question 24c: Do you use digital health solutions for treatment and if yes, how often do you use them?

Basis: Total n=970, asthma n=506, COPD n=464 / BE n=200, CZ n=200, IE n=200, NO n=170, ES n=200
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Patients in most countries say their use of digital tools for disease management
are usually reimbursed, with lower reimbursement rates for the use of apps and
smart inhalers. Moreover, online connectivity does not appear to be a key factor
in shaping uptake of digital health: 94% of respondents have a good or very good
internet connection, and the majority have a computer or smartphone (87% and
91%, respectively).

When looking at the results from patients in the other countries surveyed a few
results stand out. A notable outlier in the data collected is the relative lower use
of e-prescriptions in Belgium, despite generally good awareness of digital tools.
However, the situation in Belgium may improve following the introduction of new
rules in September 2021 allowing general practitioners to stop giving paper
prescriptions by default’’. Furthermore, Irish patients report lower usage of social
media for seeking information on treatment. Finally, Norwegian patients reported
being less inclined than others to use online search engines to inform treatment
decisions. This finding is at odds with previous surveys showing Norwegians to
be more inclined than other Europeans to seek health information online*. The
DIG_IT survey's finding that 48% of respondents use search engines to seek
treatment information is in line with previously findings showing one in two EU
patients searches for health information.

However, the situation in Belgium may improve following the introduction of new
rules in September 2021 allowing general practitioners to stop giving paper
prescriptions by default®. Furthermore, Irish patients report lower usage of social
media for seeking information on treatment. Finally, Norwegian patients reported
being less inclined than others to use online search engines to inform treatment
decisions. This finding is at odds with previous surveys showing Norwegians to
be more inclined than other Europeans to seek health information online*. The
DIG_IT survey's finding that 48% of respondents use search engines to seek
treatment information is in line with previously findings showing one in two EU
patients searches for health information.
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Strong satisfaction with e-prescriptions and demand
for smart inhalers

Levels of satisfaction with digital tools and services is generally high, notably for
e-prescriptions. This service is also considered to be by far the most useful digital
offering. Again, the message is plain: patients are willing and ready to use digital
technologies that they find to be beneficial. Strikingly, one in two patients considers
smart inhalers to be a useful digital tool - a significant number given the relatively
low current usage of these technologies.

I Table 14. Perceived usefulness of digital solutions to treat asthma and COPD

Online search (e.g. Google) Asthma 8%
COPD 16%
Social media search or exchange for treatment Asthma 1%
COPD 20%
Apps to manage and follow up on treatment Asthma 17% 22%
(e.g. electronic diary) COPD 27%
Online/video consultations Asthma 13%
COPD 20%
Digital treatment plan from physician Asthma 23%
COPD 26%
E-prescription (e.g. email, website of physician) Asthma 5%
COPD 1%
Participation in asthma/COPD register(s) Asthma 30%
COPD 42%
Participation in clinical trials (e-documentation) Asthma 28%
COPD 8°o 38%
Participation in clinical trials (e-documentation) Asthma 27%
COPD 36%

Very Useful Useful [ Somewhat Useful Not Useful Don't know

Question 25: Where do you feel digital options are specifically useful when it comes to the treatment for asthma/COPD?
Please use a 1-4 scale, where 1 means ‘not useful at all’ and 4 means ‘very useful’

Basis: asthma n=506 COPD n=464

Despite rather low levels of use, patients in most countries consider digital options
for treatment to be useful. According to chart 3, ratings are especially high for
patients in Ireland and Spain. As before, the benefit of digital solutions is rated
lowest in the Czech Republic. (When interpreting the figures for Norway, it
should be noted that many respondents did not express an opinion and that
the overall response level is therefore low.)
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I Table 15. Patients’ satisfaction with digital tools and services used for treatment

B Asthma Hl corD

Online search (e.g. Google)
Social media search or exchange for treatment

Digital (treatment) diary/
ApPs to manage and follow up on treatment

Online/video consultations for treatment

Digital treatment plan from physician
E-prescription (e.g. via email, website of physician)
Participation in asthma/COPD register(s)
Participation in clinical trials (e-documentation)

Smart inhalers with feedback option

T2
69/
75
81
19
79
92
I
74
81
L I
0 2 4 6 8

10

Question 24e: How satisfied are you with the tools you have used? Please use a 1-10 scale, where 1 means ‘| am not satisfied at all’
and 10 'l am extremely satisfied’?

Basis: All patients who declare using the specific healthcare service

Many patients are unaware of digital care

The DIG_IT survey investigated how patients’ perceived the use of digital
tools and services to manage care for their respiratory conditions.

Digital technologies are least commonly used in the ‘care’ part of the patient
journey. Compared to digital diagnosis and treatment, digital care is barely
on the radar. In fact, for both COPD and asthma patients, awareness of
digital care solutions is low and access to these technologies is even lower.
The most familiar and accessible digital care tools are general health apps,
digital devices, electronic consultation, and interaction with peers on social
media. However, frequent users of these tools constitute a small minority of
the patient population.

Intriguingly, while asthma patients generally enjoy better awareness and
access than COPD patients, the latter has more social media interaction with
peers from the patient community. Given the age profile of COPD patients —
who tend to be older than people with asthma — this may be surprising, but
it reflects the fact that people with COPD use digital tools to avoid the loss
of human contact. These observations are also reflected in a United States
of America study indicating that chronic disease patients aged above 50
years of age show an increase in online search for information®.
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I Table 16. Asthma and COPD patients’ use of digital tools and services to manage care for respiratory disease

Asthma COPD
General disease self-management apps
(e.g. electronic diary)
9% 6%
Digital devices
(e.g. oxygen, inhaler, peak flow, spirometer)
21% 19%
Tele-monitoring
(sharing data with physicians
for monitoring purposes) 9% 10%
Wellness apps
(e.g. exercise, diet, sleep)
30% 24%
Wearables
(e.g. chest patch, SmartShirt)
4% 4%
Tools to monitor air quality
1% 9%
Regular e-consultations
with physicians or nurses
25% 20%
Social media interaction
with other asthma patients
17% 23%
Digital interaction via
support group(s)/patient organisation(s)
9% 12%
Aware of Bl Offered/accessible Used at least occasionally

Question 26: Which ones are you aware of? Which of these are offered or accessible for you, regardless, if you use them or
not? Do you use them and if yes, how often do you use them?

Basis: asthma n=506 COPD n=464

In terms of national differences, the spectrum of volumes of people who use
digital tools/services to manage the care of their respiratory conditions is highest
in Spain and lowest in Czech Republic (we refer to this as ‘from technophiles to
technophobes’). In Spain, two-thirds of the patients surveyed are aware of digital
devices such as electronic inhalers, and one in two say they have access to such
devices. Conversely, both awareness and access in the Czech Republic are much
lower. Belgium and Ireland indicate higher numbers of people showing awareness
and accessibility for digital interaction via support groups and social media.

Most patients do not use digital tools for care

Only a handful of asthma and COPD patients frequently use digital technologies in
their care. The highest level is among asthma patients (16%) for general health apps,
and among COPD patients for digital devices (13%) and general health apps (14%).
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mmm Paying for apps leave patients out of pocket

The share of costs covered by patients themselves appears to be the highest in
digital care. Namely costs for general health apps and tools to monitor air quality
(COPD), are paid in large by the patients themselves which may be a factor in low
patient reported use of digital tools for care.

I Table 17. Reported reimbursement of costs for digital tools and services in asthma and COPD care

General disease self-management apps Asthma 63%
(e.g. electronic diary) COPD 55%
Digital devices Asthma 45%
(e.g. oxygen, inhaler, peak flow, spirometer) COPD 49%
Tele-monitoring  Asthma 63%
(sharing data with physicians for monitoring purposes) COPD : 29% 67%
Wellness apps Asthma 56%
(e.g. exercise, diet, sleep) COPD 39%
Wearables Asthma 50%
(e.g. chest patch, SmartShirt) COPD 58%
Tools to monitor air quality Asthma 46%
COPD 35%
Regular e-consultations Asthma 55%
(e.g. with physicians, nurses) COPD 64%
Social media interaction with other asthma/ Asthma 66%
COPD patients COPD 44%
Digital interaction via support group(s)/ Asthma 60%
patient organisation(s) COPD 45%
Out of own pocket [ | Partially reimbursed Fully reimbursed

Question 26d: Do you have to pay for this service fully out of your own pocket,
with partial re-imbursement or does it get fully reimbursed?

Basis: All patients who declare using the specific healthcare service

tt

| have learned to live with my
asthma so | feel that | do not
need any of the digital tools

offered today

Asthma patient from Norway

J)
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Digital devices rated most useful

Although most patients are not using digital tools in their care, those who
do report high satisfaction levels. In this cohort of digital care users, digital
devices for oxygen, inhalers, and peak flow are considered most useful. This
is especially true for Spain, Ireland and Belgium, with Czech patients rating
digital tools for care as least useful. Given that these tools are viewed positively
but are not widely used, access may likely be the key barrier to uptake.

I Table 18. Perceived usefulness of digital solutions to manage care for asthma and COPD

General disease self-management apps Asthma 20%
(e.g. electronic diaries) COPD 32%
Digital devices Asthma 17%
(e.g. oxygen, inhaler, peak flow, spirometer) COPD 24%
Tele-monitoring Asthma 21%
(sharing data with physicians for monitoring purposes)  COPD 27%
Wellness apps Asthma 13%
(e.g. exercise, diet, sleep) COPD 22%
Wearables Asthma 33%
(e.g. chest patch, SmartShirt) COPD 43%
Tools to monitor air quality Asthma 17%
COPD 26%
Regular e-consultations Asthma 13%
(e.g. with physicians, nurses) COPD 22%
Social media interaction with other asthma/ Asthma 13%
COPD patients COPD 23%
Digital interaction via support group(s)/ Asthma 18%
patient organisation(s) COPD 29%
Very Useful Useful [l Somewhat Useful Not Useful Don't know

Question 27: Where do you feel digital options are specifically useful when it comes to care for asthma/COPD? Please use a
1-4 scale, where 1 means ‘not useful at all’ and 4 means 'very useful’

Basis: asthma n=506 COPD n=464

e

We are even more isolated
with our diseases and human
contact is essential in
recurrent diseases

COPD patient from Belgium

J)

Patient satisfaction: new technologies can drive
empowerment

Most patients are broadly satisfied with their disease management and feel per-
sonally involved in their wellbeing. However, almost two thirds believe there is
scope for further empowerment through digital solutions. The remaining one
third is not sure. For the digital sector, this highlights opportunities for innovations
that empower patients, as well as the need for raising awareness and delivering
training to users. However, if the digital sector is to succeed in improving its
uptake of digital tools they need to address the factors that affect satisfaction.

Satisfaction seemed to differ depending on the demographics of the respondents.
Overall, female respondents expressed lower levels of satisfaction than males.
The divide was also present when looking at age with older patients reporting
lower satisfaction than younger patients. Socio-economic status also appears
to determine satisfaction, satisfaction rates were higher among those with higher
incomes than those with lower incomes. Education also a factor in patient
satisfaction with those with higher education levels reporting higher rates.
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I Table 19. Patients’ satisfaction with digital tools and services used for care management

P Asthma T corD

Digital interaction via
support group(s)/patient organisation(s)

[ec]

Social media interaction
with other asthma/COPD patients

[ee]

Regular E-Consultations with physicians or nurses

Tools to monitor air quality

Wearables for monitoring (e.g. chest patch, SmartShirt)
Apps to manage other aspects of health that beneficially

affect your asthma/COPD (e.g. exercise, diet, sleep)

Tele-monitoring (e.g. sharing data with physicians
for monitoring purposes)

~

Digital devices (e.g. oxygen, inhaler, peak flow, spirometer)

Apps for general disease
self-management/electronic diaries

~ [oe]
s © ®
N N
@
(o]

o
N
I
o
©
-
o

Question 26e: How satisfied are you with the tools you have used? Please use a 1-10 scale, where 1 means ‘| am not satisfied at all’
and 10 ‘| am extremely satisfied’?

Basis: All patients who declare using the specific healthcare service

I Chart 4. Asthma and COPD patients’ satisfaction with how their disease is currently managed

Asthma COPD
4% 1% 3%
12%
29% 24%
11%
54% 53%
Very positively Satisfied Neither nor [ Dissatisfied R Very dissatisfied

Question 37: Overall, how satisfied are you with your current disease management?

Basis: asthma n=506, COPD n=464
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I Chart 5. Asthma and COPD patients’ perceived impact of digital services and tools on their health

Asthma

3%

41%

3%

Very positively

Positively Neither nor

COPD

5%

22% 18%

54%

21%

32%

1%

[ ] Negatively

Does not apply

Question 38: Would you say that the usage of digital services and tools has overall impacted your health condition?

Basis: asthma n=506, COPD n=464

tt

| wish devices were more
available in Belgium, we are
lagging behind in comparison

to the Netherlands

COPD patient from Belgium

J)

Lack of awareness and access prevent some patients
from ‘going digital’?

Those using digital services and tools see benefits for their health and are
embracing new opportunities to connect with providers and to move care to
locations convenient to them — outside the clinic or hospital. However, many
experience fundamental barriers such as awareness and accessibility which
impede their ability to embrace. This section explores some of the spontaneous
reasons patients gave for not using digital tools and services. (Further analysis of
future barriers barriers and drivers are addressed in page 48)

The most cited barrier is lack of knowledge and availability but one cannot neglect
that there is also a sizeable minority (25% and 17% of asthma and COPD patients,
respectively) who simply do not see the need for using digital devices. 16% of all
respondents express a preference for personal contact, while COPD patients also
cite a lack of skills and devices as a reason for not opting in.



RECOMMENDATIONS ON THE ASTHMA AND COPD PATIENT
JOURNEY IN A DIGITAL AGE

POLICYMAKERS:

® Policymakers should ensure that commercialised digital technologies are evidence-based
and effective in delivery to patients, using such indicators as: quality of care, convenience,
and the prospect of better outcomes. Non-evidence-based solutions should be better
regulated

* Policymakers and payers should increase the uptake of high-quality apps and devices by
offering reimbursement for patients and incentives for healthcare providers who tran-
sition their care services to also offer digital health services

e Digital healthcare tools and services should be reimbursed according to the appropriate
scheme for diagnosis, treatment, and management of respiratory disease

FOR HEALTHCARE PROVIDERS:

* Monitor and refer patients who use digital devices and programmes according to
their clinical outcomes, and always monitor and adjust digital management plans at each
consultation

®  Encourage physicians and nurses to best become acquainted with the upcoming vast range of
devices and which ones are worth recommending.

® In line with patient preference for training by healthcare professionals, ensure clinicians have
the capacity to deliver education and coaching to service users

® Increase the use of digital tools in physiotherapy services

® Enhance awareness and accessibility of digital tools designed to be used in patient care
rather than in diagnosis

e Build on patients’ positive experiences with online tools to raise awareness and uptake
of advanced digital tools

FOR THE DIGITAL SECTOR:

e Seek patients and patient organisations in planning committees to discuss phases and
areas in the respiratory care pathway where innovation is most needed

* Involve patients in developing standards/standardisation

* Engage with patients in concrete planning and design procedures of new apps and devices
and via use of “design methodologies”

e Offer patients tools and services that are embedded in the patients’ lives, which include
digital management plans and are designed to improve their health outcomes and user
experience, through Patient-Reported Outcome (PROs) and Patient-Reported Experience
Measures (PREMs)

e Seek user-patient input and evaluation through ePolls and eSurveys

m FOR PATIENTS:

e Communicate about the benefits of digital health such as access to a range of diagnosis,
treatment and management formats, and how daily engagement with digital tools can change
the relationship with healthcare professionals and hugely boost patient self management

* Inform patients about access to basic equipment or tools to enable self monitoring at home

* Participate in the development of digital tools through partnerships with companies and
focus on substantial problems and unmet needs




HEALTH DATA IN ASTHMA
AND COPD: BALANCING
EMPOWERMENT
WITH PRIVACY
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HEALTH DATA

IN ASTHMA AND COPD:
BALANCING EMPOWERMENT
WITH PRIVACY

Patients view personal health data as highly sensitive information, (ol ¥
with many having concerns about privacy and security.

The one thing that would

Privacy is the dilemma of our time: people want a data-driven, personalised service, concern me would be privacy
but are uneasy about handing over personal information. Nowhere is this tension issues and hacking

more acute than in the health sector. People’s individual and collective hesitancy
to hand over their own data explains, at least in part, why healthcare lags behind
other sectors in embracing the tools of the digital age®. The public at large feels
more comfortable about sharing sensitive data with banks and insurance companies , ,
than it has been to hand over personal health details, especially when patients
perceive a risk of discrimination and stigmatisation arising from their health status.

Asthma patient from Ireland

Part of the problem with personal health data handling is a lack of trust, as well as a
sense that sharing data may not bring clear benefits to the individual. Banks have
generally managed data well and consumers rarely incur losses arising from infor-
mation sharing. The benefits — the ability to securely transfer funds online or purchase
items with a credit card — outweigh the perceived risks. In healthcare, patients are not
always certain who holds the data in which part of their health records; they may worry
about how careful a commercial app developer is with the data they collect. On the
other side of the equation, patients need to see personal benefits to data sharing if
they are to take the leap into using more data-driven services.

I Table 20. Asthma and COPD patients’ views on digitally sharing health and personal data

Sharing health and Asthma 14% 41% Al 12%
personal data digitally COPD 12% 34% 34% 20%
Sharing anonymized Asthma 9%
health data digitally COPD 22% 35% 279 17%
0 Veryopen [0 Somewhatopen [ Somewhat sceptical Very sceptical

Question 32: How do you feel about digitally sharing health and personal data?
Question 33: And how do you feel about digitally sharing anonymized health data?
Basis: asthma n=506, COPD n=464
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K Trust is key to data sharing

From a security point of view, Patient data are the building blocks of digital healthcare. Patients have significant
I’m afraid of sharing too power to generate and choose to share this valuable asset. Willingness to share
much data health information depends on the type of data requested and the entity requesting it.
o Patients share some data, sometimes with some healthcare professionals. Overall,
asthma patients tend to be more likely than COPD patients to share all types of
, J data. This may be due to the age differences revealed by the survey: younger
patients are broadly less concerned about privacy and more willing to share data,

regardless of whether they have COPD or asthma.

COPD patient from Ireland

Personal data, such as names and contact details, are shared most frequently
overall and mainly with physicians/nurses (69% for asthma patients, 57% for COPD
patients), but also with hospitals or medical centres (55% and 45%, respectively).
All the statistics that follow refers first to asthma patients, and then to COPD
patients. General health data (67% asthma, 51% COPD) and specific health data
(50%, 45%), as well as treatment data (60%, 52%), are also frequently shared
digitally with physicians/nurses. Sports tracking data are less frequently shared
and, when it is, it is most frequently forwarded by COPD patients (23%) to
physicians/nurses. This trend may reflect the fact that promoting physical activity
is an important part of COPD patient care. Other personal information is disclosed
only 30% of the time, mainly to healthcare professionals.

I Table 21. Asthma and COPD patients’ views on digitally sharing their anonymised health data, according to data holders

B Asthma Bl corD

Physician/Nurse
72,8

Hospital/Medical care center

(%)
[ee]

Health insurance .

State/public healthcare system
(e.g. part of social or citizens’ insurance)

Patient organization/support group

N
[e5]

Any health related registers s

w

Pharmaceutical company/medical device company

N

6

N
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N
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App provider 9

Other patients (e.g. social media)

N
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None of these

O

Question 34 i: And with whom would you share anonymized health data?
Basis: asthma n=506, COPD n=464

Patients have mixed feelings about sharing data digitally and COPD patients
are more sceptical than asthma patients (54% are ‘rather concerned’ or ‘very
concerned’). Adding the factor of anonymisation did little to increase patient trust:
44% of COPD patients remain sceptical when data are anonymised. For asthma, it
is 46% in general and 31% for anonymised data. This tendency may be due to the
fact that patients view anonymised data as impersonal and therefore less likely to
bring direct personal benefits.
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However, levels of education also influence a shift of attitudes towards anonymisation,
suggesting a role for health literacy in ensuring informed decisions on data sharing.
The percentage of patients with low education levels who are very or rather
concerned about sharing their digital health data goes from 61.7% to 51.1%
when data are anonymised, while in patients with higher education levels, the
percentage goes from 43.5% to 26.2%. This reveals that data anonymisation provides
more comfort to patients with higher education. The low level of comfort with
sharing data through apps may reflect a general lack of trust in apps. Efforts to
overcome this lack of trust should include involving patients in developing apps for
use in their own patient community.

It is also clear from the survey that patients are most comfortable with sharing
information with individuals and organisations close to them e.g. physicians/nurses
and hospitals. Patients are less willing to share information with pharmaceutical
companies, app providers and via social media, all of which are relatively distant
from the patient. This reluctance has implications for policymakers legislating on
the primary, secondary and tertiary uses of health data in the context of the future
European Health Data Space (EHDS). It also points to the need for the digital sector
to engage proactively with patients to address their concerns and build trust.

However, despite the overall scepticism, the majority of patients (90% of asthma
patients, 87% of COPD patients) are open to sharing personal and health data with
healthcare professionals. In other words, just one in 10 remain uncomfortable with
sharing health data with a healthcare professional. Such findings show that chronic
respiratory disease patients can be frontrunners in the use of digital services and
technologies. The percentage of people that do not want to share data with health
professionals rises with age and is higher among people with a low income and

I Table 22. Asthma and COPD patient priorities when sharing data digitally

Privacy Asthma 84% 9% 4%,
COPD 10%

Data security/Data encryption/certificates Asthma 7%
COPD 13%

General Data Protection Regulation Asthma 5%

(compliance/consent) COPD 69% AR 12%

To keep data ownership Asthma 70% 1761 6% 3

COPD 10%
Ability to withdraw data Asthma [ A B 5%

COPD 62% TABAEE  12%

Trust towards the data operator Asthma 68% 18%) 5% 3

COPD 63% AR 1%
Anonymity Asthma 64% 1991 7% 4%

COPD 59% TANASA  13%
Transparency Asthma 63% AR 10%
COPD 61% TABAR  15%
Data used for common good/ Asthma 6%
for better health outcomes  COPD 54% 219 8% 5%IREA
Feedback on the results of the use of my data Asthma 60% 23%) 5% 4T
COPD 59% TABA 1%
Data stored in my country Asthma 51% 24%  11% [ 7% WA
COPD 55% CANCAGA  13%
Data stored in the EU (not asked in Norway) Asthma 38% 24% 14% BEA 9%
COPD 49% 8%  13% 5% 15%
Other Asthma || 0% 00 0% 99%
COPD Il 1.5% 02% 0,6% 98%
I Very Important 0 Important [l Somewhat Important B Not Important at Al Don’t know

Question 35: How important are the following aspects to you when it comes to sharing data digitally?
Basis: asthma n=506, COPD n=464
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low educational attainment. Among the issues that matter most to patients when
sharing data, are privacy and data security (93% and 85% among asthma patients;
85% and 81% for COPD patients). Compliance with data protection rules, retaining
ownership and control of data, and trust in operations are also ranked highly in
terms of their importance to patients. However, patients have relatively fewer
concerns about where their data are stored geographically.

Patients’ reasons for sharing data

Despite their misgivings, most patients are sharing digital data with healthcare
providers. They are most likely to do so when they are incentivised by the prospect
of better health outcomes. The most important reasons given for sharing data
are 'to improve my condition’ (71% for asthma patients, 70% for COPD patients),
‘early warning of deterioration’ (71% for all patients), and to ‘stabilise my condition
(67% for asthma, 68% for COPD).

However, patients also look beyond their own immediate wellbeing. They are
open to sharing information if it improves the understanding of their condition
and, ultimately, leads to better care for the wider patient community. 71% of asthma
patients and 67% of COPD patients say they share data to help the development
of new drugs and therapies’, while 70% and 67% hope ‘to help researchers
to understand the disease/cause of disease’. A further 67% and 58% justify data
sharing to ‘contribute to public health’, with similar levels of support for ‘disease
prevention in future generations’.

I Table 23. Asthma and COPD patients’ motivations for sharing their health data digitally

B Asthma Il corD

To improve my condition

Developement of new drugs and therapies

Early warning of deterioration

To help researchers to understand the disease/
cause of disease better

To stabilize my condition

To contribute to public health

Disease prevention in future generations

To ease the work of my physician/nurse

Ability to manage my asthma/COPD more efficiently

Ability to manage my asthma/COPD more independently

Less costs for the healthcare system
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Question 36: Which of the following aspects justify the sharing of your data digitally?

Basis: asthma n=506, COPD n=464
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RECOMMENDATIONS TO BALANCE EMPOWERMENT WITH
PRIVACY ON ASTHMA AND COPD DIGITAL HEALTH

POLICYMAKERS:

e Adopt digital health legislation and policies that put patients at the core of digital healthcare,
recognising the ownership of patients over their data and the rights and responsibilities of
digital health solutions providers and users conditional on continuous informed consent by the
patient

e Standardise European digital health legislation around the primary, secondary and tertiary
use of patient health data and allow for an operational European Health Data

® Space that allows data sharing in the benefit of the patient

* Define new models for big data collection and use at national level, together with patient
organisations especially on respiratory diseases such as asthma and COPD

e Support public confidence on data systems by legislating and scrutinising how health data
are used through centralised, unbiased, expert oversight and clear and simple information on
consent, access and withdrawal options

FOR HEALTHCARE PROVIDERS:

® Build confidence in data security and privacy by adopting transparent mechanisms for
consent and data use and reuse, in compliance with the General Data Protection

e Regulation (GDPR) and future data legislation

e Seek patients informed consent before collecting any of their health and personal data
digitally, with clarity around context specific and ongoing consent, facilitating the opportunity
to remove data from platforms and prioritising data anonymisation

e Continuously assess each digital system or tool before using it

® Share patient data and outcomes with other related healthcare providers, in an efficient
way agreed with patients

e Advise patients on the importance of collecting data as part of consultation and update
them regularly on how data sharing have improved their care

e Prioritise digital health literacy within patient education in daily practice

FOR THE DIGITAL SECTOR:

e Digital health solutions designed for patient use should be designed with patients to
ensure resulting tools respond to patient privacy needs and empowerment expectations

e Adopt the approach “privacy by design” for all patient programmes, rather than retrospective
application of data policies

* Make consent for digital opt-ins short, clear and easy to understand

e Foster transparency about digital tools and systems conceived and make sure they lead
to data-driven research, communicating results to patients and making them public

e Ensure that individual health data collected by patients through digital means is primarily
gathered and used to improve the individual patient’s clinical outcomes

* |nvest in accessibility of digital health solutions for asthma and COPD, with clear instructions
and support services, including tutorials or trainings tailored to patients

FOR PATIENTS:

e Put value on your data and be open to sharing health data strategically, namely towards
the improvement of clinical and quality of life outcomes

e Always ask to be fully informed about how your data will be used and the implications of
your consent

e Advocate for asthma and COPD patient registries with information on where the data are
stored, what they are used for and how they can be accessed and withdrawn
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THE FUTURE OF DIGITAL
HEALTH FOR ASTHMA
AND COPD: BARRIERS
AND OPPORTUNITIES

Patients are keen to save time, and many appreciate the
safety of remote consultations - especially during the
COVID-19 pandemic. But low awareness of some digital
tools, and concerns about data privacy and loss of personal
contact must be addressed.

The COVID-19 pandemic has been a worrying time for patients with
respiratory conditions. The availability of certain digital technologies,
including remote consultation and electronic prescription spared them
unnecessary trips to busy clinics without sacrificing contact with healthcare
professionals. It brought benefits that many patients want to see continued,
even as society returns to a degree of normality. Why spend hours travelling
to appointments and waiting in clinics — often accompanied by a family
member who may have to miss work — when a teleconference would do
the trick?

Additional benefits arise from new opportunities for disease monitoring
and timely access to information. Not only might this help patients to have
informed conversations with health professionals, but continuous monitoring
can also help to detect and address problems before they become more
serious.

The digital transformation offers opportunities in industry, the technology
sector, skills development and healthcare. Despite the benefits that have
been seen by many patients, uptake of digital tools in healthcare is uneven.
There are differences based on age and location, and varying degrees of
enthusiasm depending on the technology. For many of the more advanced
connected devices in the respiratory field, awareness is low.

This chapter aims to put the spotlight on the major barriers for digital tool
usership and opportunities to build on positive experiences reported by
some patients. It is based on patient responses to a series of questions,
including open questions which allowed patients to offer spontaneous
views on the barriers and drivers of digital health.

tt

My doctor is quite traditional
and doesn’t suggest
digital options

Asthma patient from Belgium

J)

tt

Online GP consultations make
my life easier — the doctor lives
quite far away so it's more
convenient to be online

Asthma patient from Ireland

J)
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Technology is no substitute for face-to-face care

While the convenience of online consultations or remote monitoring are viewed
by some patients as an opportunity for additional contact, many are concerned
that digital connections could replace direct contact with healthcare professionals.
There is a strong preference for face-to-face personal consultations — and an
aversion to anything that might come at the cost of continued real-world contact.

I Figure 1. Asthma and COPD patients’ reasons for not using digital services and tools
Personal contact preferred and/or more appropriate
Nothing against
Lacks access and/or digital skills
Concerns and distrust

Other/don’t know 49

I Figure 2. Reasons against using digital services and tools (selected by patients from a list of options)

| ADVERT ISING
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Digital health services are too Missing interest

intrusive/fear of losing control
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" . DON'T KNOW WHO RECEIVES THE DATA

Insecurity/missing cigital  o°  AND WHAT IT IS USED FOR Too expEnSe,

knowledge/competence /no reimburse

Question 28: what are the main reason for not using any or more digital services or tools for diagnosis, treatment and care?

One in five respondents spontaneously express their preference for in-person
care. In addition, COPD patients also indicate a lack of knowledge about
digital tools and services, and say they lacked familiarity with digital
technologies in general. More than one in five of respondents also see
t t no major barriers to digitalisation.

I don’t see the need for it. These results are also mirrored by the answers to the list-based question
I'm quite happy with things the where patients ranked their concerns rather than offering spontaneous
L iy e responses. Almost two in three patients prefer personal contact and fear

losing it. However, other barriers were also rated highly, notably the fact
that more than half of respondents have not been offered digital services.

COPD patient from Belgium

, , The findings also highlight a fundamental concern about misuse of data.
Patients have fears about the misuse of personal information, concerns
over data security, uncertainty about who can access their data and for what
purpose, and the perceived risk of handing over too much sensitive data.
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tt

mmm Drivers of digitalisation I don’t feel technically
competent with digital
technologies

A sizeable number of patients use at least some digital tools and services. Those
offered the opportunity to benefit from them express high rates of satisfaction. COPD patient from
The question is why do they do it? What are the leads patients to accept digital Czech Republic
technologies when they are offered — and to continue using them once they have

)

become more familiar with them? Existing evidence points to several factors in
driving uptake, including clinical evidence; motivation; involvement of physicians
and patients in design; reimbursement; and suitable business models for digital
products and services®'. The DIG_IT study points to the reasons people with asth-
ma and COPD embrace digital tools.

i Figure 3. Reasons cited spontaneously by patients for using digital services and tools
Convenience, saves time and/or money

Better access to HC system

None, nothing

Other/Don’'t know

Safety and improved disease management 9%

I Figure 4. Reasons for using digital services and tools (selected by patients from a list of options)
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Question 30: In general, what could trigger or increase your usage of digital health services?

When asked about the benefits of digital services and tools, asthma patients tend
to see more advantages than their counterparts with COPD. People with asthma,
who are generally younger than those with COPD, say digital services and devices
are fast, time saving, convenient and easy to use. The ability to arrange care from
home and avoiding travel are also mentioned by some patients. COPD patients
see the same advantages, but to a lesser extent. However, 23% of COPD patients
— primarily older people with higher levels of satisfaction with how their condition
is managed - stated that they see no reasons for digital services at all, and another
10% cannot spontaneously think of any benefits.

These results are in line with the responses patients gave to questions where
a range of possible answers was suggested. Overall, when prompted, patients
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selected a range of motivations for using digital tools, with convenience, better
access to healthcare professionals, and early warnings of deterioration ranked
highly.

At a national level, in terms of possible drivers, respondents in Spain were generally
most positive about them, followed by Ireland, while those in Belgium and the
Czech Republic were more reserved. A quarter of the Czech respondents did
not cite any positive drivers for digitalisation. However, this may also reflect the
Czechs' overall low level of familiarity with digital offerings.

Some patients need a network of support to use digital tools

Using digital devices, navigating online booking forms, and setting up
video calls require some technical competence, along with equipment
and a reliable internet connection. Patients with limited competence or
confidence in the use of digital technologies may turn to family members,
neighbours and friends for help.

I Chart 6. Asthma and COPD patients’ received support to use digital tools

Asthma COPD

29,6%

33,8%
43,8%
55,1%
23,5%
24,4%
12,3%
Nobody Family members/partners Health care staff (e.g. nurses) Friends

Bl visited courses/trainings [l Other MM Patient organisations B Colleagues

Question 42: In case someone supports/supported your use of digital tools, who did/does?
Basis: asthma n=506, COPD n=464

Those without an immediate and willing source of support struggle to keep up
with the latest technological advances and may miss out on the potential benefits
for their health. Health professionals also play a role in introducing new tools and
training patients to use them.

About a third of respondents receive help from family members or partners to
use digital devices, while a quarter are assisted by healthcare workers. Overall,
more asthma patients (55%) do not receive support, and at least 34% of them say
they do not want or need to receive training. For COPD patients, 44% receive no
assistance with one in three saying do not want any help.
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I Table 24. Asthma and COPD patients’ preferences for digital tools training

P Asthma | coPD

Fealth care staff(e.g. nurses)
Visit courses/trainings
Family members/partners
Patient organisations
Friends 13
Colleagues ms
Other £
| B
No, not willing to/not needed 4
0 20 40 60 80 100

Question 43: Would you be willing to be trained on the usage of digital tools? If yes, by whom?
Basis: asthma n=506, COPD n=464

Interestingly, over half of those who responded say they would prefer support
from healthcare staff rather than family or partner. In fact, healthcare staff are the
most popular source of support in using digital tools. These finding echo previous
work showing that healthcare provider support is a key success factor in achieving
higher levels of compliance with self-care telehealth projects®. The highest levels
of compliance are observed in studies involving an active health literacy or health
education element®. Previous studies looking specifically at self-management in
asthma patients found that education and training increased adherence with

inhaled therapy, perceived control of asthma, and certain clinical outcomes. t !
The findings of the DIG_IT survey reinforce the importance of digital literacy in Living in a rural area, reliable
general, and equipping healthcare professionals to provide patients with training Internet can be a problem

and support. It is a reminder to the digital sector that patients are not looking for
a high-tech replacement for in-person care: they appreciate tools that make their
lives easier and complement their relationships with health professionals.

Asthma patient from Ireland

J)

Opportunities to expand the use of digital health

Technology is transforming the healthcare ecosystem, potentially changing the
role of patients. In a diverse patient community, some are keen to embrace their
new role; others have little appetite for major changes. While almost half of all
patients (49%) do not see scope for greater digitalisation, some see potential
for the additional application of digital tools. Those who see opportunities
to expand the use of technology suggest home testing and monitoring from
home as an area of interest. They also say digital information about the disease
in general, and daily updates about air quality and other relevant issues, would
be welcome. In addition, participants repeatedly express a desire for additional
health-related digital communication, especially regular follow-ups from doctors.




RECOMMENDATIONS ON THE BARRIERS AND OPPORTUNITIES
ON THE FUTURE OF ASTHMA AND COPD DIGITAL CARE

POLICYMAKERS:

* Invest in the digitisation of healthcare systems to save costs and create benefits across
multiple sectors such as healthcare, industry, technology, research and skills

e Focus on patients who are underserved by the system, such as people living in remote
places or with difficult access to healthcare professionals of their choice

e Establish criteria that require new digital health technologies authorised by a healthcare
system to be patient-centred

e Strongly support the digitalisation of public health surveillance, enabling health and
environment cross-data sharing leading to targeted public information (i.e., air pollution
alerts and messaging for chronic respiratory disease patients)

* Enable and support the use of Big Data, machine learning, Artificial Intelligence and
robotics for the prevention and alleviation of respiratory disease in populations at risk

e Collaborate with regulatory bodies to set criteria and standards for Real World Data and
Real World Evidence to inform clinical trials

FOR HEALTHCARE PROVIDERS:

j e Equip healthcare professionals to offer both in person and digital healthcare services
when possible, according to patient choices, and train them to improve digital health
literacy among their patients
e Collaborate and adopt a multidisciplinary approach to address respiratory diseases
(with doctors, nurses, nutritionists, physiotherapists) to reduce current silos
® Launch consultations and satisfaction surveys towards patients to align with their use and
demand of digital technologies specifically addressing respiratory disease

FOR THE DIGITAL SECTOR:

e Update and develop new digital tools based on what matters to patients: convenience
and efficiency

* For new innovations, prioritise existing technological devices that are familiar for patients,
such as laptops, smartphones and smartwatches

e Conceive diagnostic tools to measure lung function for personal use without compromising
the accuracy of clinical results

FOR PATIENTS:

m e Express your preference and satisfaction with certain digital health services to your
healthcare professionals
® Request training before using a new digital health tool, or an updated one
e Use digital health to develop a closer relationship with your healthcare professionals
e Take the opportunity to become key stakeholders in the field of healthcare: “no digital
health decision without us”
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CONCLUSIONS

In Europe, 30 million children and adults aged under 45 years are living with
asthma while up to 10% of the European population have COPD%. These
figures represent a sizeable portion of our communities and a significant
demand for healthcare resources. For those people affected, and for their
families, technologies with the potential to improve clinical outcomes and
quality of life are welcome. For policymakers and healthcare providers,
digital tools and services that make efficient use of resources while ensuring
appropriate diagnosis and care are an essential feature of a sustainable future.
A structured, long-term approach should be taken to implement digital
health, with a strong focus on regular reviews to ensure policies keep up with
technological innovation. Meanwhile, there are opportunities for the digital
sector, provided that companies active in the field such as (pharmaceutical
companies, community pharmacists or even environmental and climate
businesses) respond to the care needs, preferences and concerns of the patient
community.

The COVID-19 pandemic was a shock to the system. It triggered a dramatic
shift in the management of life-long conditions, inspiring patients and providers
to embrace innovative solutions to enhance safety without sacrificing continuity
of care. The crisis changed the clinician-patient relationship and cast patients
in a new role within a rapidly changing healthcare and health data ecosystems.

The DIG_IT survey shows that many of those who had experience in using
digital tools view them positively. However, for others, access remains low.

There are also clear differences between easy-to-use technologies — such as
online booking forms and video calls — and the more advanced, connected
technologies specific to patients with chronic respiratory conditions. Stark
contrasts are also found between countries. For example, in Spain, where the
first wave of COVID-19 was particularly severe, use of digital tools was higher
than in the Czech Republic®.

Among the other barriers to adoption that emerge from the survey are concerns
over data privacy and security, and fears thatremote connection to health services
could replace the highly trusted one-on-one care to which patients are accustomed.
There is also a significant number of patients who say they see no need for new
digital tools, a fact that could be explained by demographic differences.

It is vital that technologies are offered to patients especially when they are likely
to be of real value to their health and wellbeing. Technology for technology’s
sake is not the goal. At the same time, some patients may miss out due to their
reluctance to try digital tools. To ensure no one is left behind, access and training
should be offered to those who want it.

As with all new technologies — and policies that address them - it is essential
that patient voices are central to the conversation. This means including patients
in setting priorities for research to ensure that new technologies developed
by industry address clear unmet needs identified by patients. This also implies
that patients are involved in product design from the earliest stages. It is not
enough for IT companies to bring a close-to-market product to a focus group
of patients: the patients should be ‘in the room’ from the start. Not only is this
continuous presence in the interests of patients, but it is of benefit to developers
who want to make products that deliver value.

Finally, at this critical moment in the evolution of EU policy of health data,
policymakers must continue to maintain a two-way conversation with patients.
At both EU and national levels, it is vital that decisions are made with patients,
rather than for them. This continued dialogue could be structured through
Expert Stakeholder Groups attached to the European Health Data Board and
the Digital Health Authorities.Nothing about us without us.
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