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Use of Online Self-Management Diaries in Asthma and COPD:
A Qualitative Study of Subjects’ and Professionals’ Perceptions
and Behaviors

Valerie van Kruijssen MSc, Annel.oes van Staa RN MD MA PhD, Jolanda Dwarswaard PhD,
Johannes CCM in 't Veen MD PhD, Bianka Mennema MD, and Samantha A Adams PhD

BACKGROUND: Online self-management diaries are used to support patients’ self-management
skills and facilitate associated behavioral changes. Although web-based diaries are well-known as a
potential self-management tool, reasons that patients use (or do not use) self-management diaries,
as well as perceptions and behaviors related to diary use, remain largely unknown. METHODS:
Semistructured interviews (n = 30) were conducted with health-care professionals and subjects to
understand perceptions and behaviors related to self-management diary use for asthma and COPD
in 2 hospitals in Rotterdam, The Netherlands. RESULTS: Subjects in this study used self-manage-
ment diaries to improve their knowledge of the disease, cope more consciously with their disease,
feel in control, and discuss outcomes from the self-management diaries with their health-care
professionals. Two subjects reported that they used the self-management diary to cope more effec-
tively with their disease and recognized an exacerbation and acted by adjusting their medications.
Both health-care professionals and subjects experienced practical barriers in integrating self-man-
agement diaries into their regular practices. Subjects’ reasons for nonuse were related to the
intervention, the disease, and subject-provider contact. CONCLUSIONS: Health-care professionals
should help patients use self-management diaries by collaboratively developing an individual treat-
ment plan and by showing patients how to use the diaries to recognize and act on an exacerbation.
Together with the suggestions made for improving the self-management diaries, this will aid in the
integration of self-management diaries into regular health-care practice and enhance patients’
self-management of their disease. Key words: chronic disease; self-management; patient education;

health-care technology; online self-management diaries; asthma; COPD. [Respir Care 0;0(0):1-s. © 0
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Introduction

Asthma and COPD are common chronic obstructive air-
way diseases. Asthma is an inflammatory (often allergic)
airway disease that develops typically in childhood, is char-
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acterized by episodes of reversible air-flow obstruction,
and generally responds well to anti-inflammatory treat-
ment. In contrast, COPD is typically caused by tobacco
smoking, develops in mid to later life, and is characterized
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by irreversible air-flow limitation that results in a progres-
sive decline in lung function, loss of quality of life, and
potential premature death.!

For chronic diseases such as asthma and COPD, patients
are encouraged to actively participate in their care and
treatment and to self-manage their health and illness.? In
this study, self-management is defined as:

The individual ability to manage the symptoms,
treatment, physical and psychosocial consequences
and lifestyle changes inherent in living with a chronic
condition. Efficacious self-management encom-
passes ability to monitor one’s condition and to
effect the cognitive, behavioral and emotional re-
sponses necessary to maintain a satisfactory quality
of life. Thus, a dynamic and continuous process of
self-regulation is established.?

Goals of self-management in chronic diseases include
minimizing symptoms and optimizing treatment, as well
as managing the physical and psychosocial consequences
and lifestyle changes inherent in living with a chronic
disease.* Approaches to accomplishing this may address
the ability to recognize and to respond to symptoms with
optimization of medication use and management of behav-
ioral issues such as the promotion of physical activity,
smoking cessation, and social interactions.? Literature has
shown that self-management approaches can improve pa-
tients’ knowledge of their disease and treatment and in-
crease their motivation and confidence that the disease can
be controlled, thereby improving treatment adherence and
symptom management and control.>-¢

Online self-management diaries are tools that are used
to support the development of patients’ self-management
skills and facilitate associated behavioral changes. Such
diaries are web-based (personalized) diaries that provide
patients a space to produce personal health information
and share similar attributes with self-management action
plans (for example, helping patients develop goal setting
with an individual treatment plan), but may also offer
other functions (such as an e-consult).” Although web-
based diaries have existed a long time, developments in
web technologies (primarily the development of blogging
platforms®) have made them easier to use, broadening
the scope of the target group for whom they may be ben-
eficial.

Previous research on self-management strategy use has
generally focused on other tools (eg, self-management ed-
ucation) and often used medical outcome measures (eg,
lung function) or health-care consumption (eg, hospital
admission) to evaluate their success.2-5:6:9-10 The few stud-
ies that did examine subjects’ reasons for using self-man-
agement strategies reported explanations such as having a
fixed daily routine and following the advice given by their
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Current knowledge

Asthma and COPD are common, chronic, worldwide
respiratory diseases. Self-management is an important
component of a patient’s care plan. Online self-man-
agement diaries can be used to support patients’ self-
management skills and facilitate behavioral changes.
Patients’ and caregivers’ perceptions and use of online
tools are not well known.

What this paper contributes to our knowledge

Health-care professionals and subjects reported posi-
tive attributes of online self-management diaries. How-
ever, both reported practical barriers to use of the self-
management diaries in daily life. Recommendations to
enhance the use of these tools include a web-based
consult system, development of handheld applications,
and improved user-friendliness.

doctor.!! Reasons for not using self-management strate-
gies included forgetfulness, belief that the medication was
ineffective, not feeling any benefit, lack of perceived symp-
toms, denial that they have asthma, difficulty in using
inhalers, inconvenience, fear of adverse effects, embar-
rassment, and laziness.!!-'* However, patients’ reasons, per-
ceptions, and behaviors in relation to using (or not using)
self-management diaries remain largely unknown. Because
existing studies?5--9-14 are limited in scope and setting and
focus merely on the subject, thus neglecting the role of the
caregiver, the findings of these studies may not be trans-
ferable between patient types and settings. The aim of this
qualitative study was to understand health-care profession-
als’ and subjects’ perceptions and behaviors related to self-
management diary use.

Methods

Study Design

Given the explorative nature of this study, a qualitative
approach was used. Qualitative studies aim to provide an
understanding of complex issues relating to human behav-
ior.'> Semistructured interviews were used to study the use
and nonuse of self-management diaries for asthma and
COPD (Curavista Health 3.0, Geertruidenberg, The Neth-
erlands) in 2 teaching hospitals in Rotterdam, The Neth-
erlands. All interviews were digitally recorded and tran-
scribed verbatim. Data were analyzed by checking or
comparing each item with the rest of the data to establish
analytical categories, also known as constant comparison.'®

RESPIRATORY CARE e @ ® VOL ® NO @

Copyright (C) 2015 Daedalus Enterprises ePub ahead of print papers have been peer-reviewed, accepted for publication, copy edited
and proofread. However, this version may differ from the final published version in the online and print editions of RESPIRATORY CARE



RESPIRATORY CARE Paper in Press. Published on April 28, 2015 as DOI: 10.4187/respcare.03795

SELF-MANAGEMENT DIARIES IN ASTHMA AND COPD

Table 1.  Elements of Asthma and COPD Self-Management Diary

Elements

Descriptions

General
Symptoms and actions

Personalized goal

Medication use
E-consult

Specific
Validated questionnaires

Exacerbations (deterioration of lung
complaints that requires
modification of medication use)

Self-tests

Subjects are able to define 3 different health states (green, orange, red) with corresponding
symptoms and actions. Furthermore, they are able to keep track of when they are experiencing
these different health states and receive reminders for previously defined actions to manage
their health status. This urges subjects to judge their own health and supports them in
recognizing symptoms.

Subjects are able to define what they would like to accomplish with the treatment and are able
to indicate to what extent they have accomplished this goal. A comparison between the
personalized goal and the actual accomplishment is then produced. Again, subjects are urged
to judge their own health.

Subjects are able to write down which medications and what dosage they (normally) use, which
increases insight into their medication use.

Subjects may request advice or information from health-care professionals in an easy manner and
at convenient times.

Subjects are asked to recall how their disease has been during the week. To fill in these
questionnaires, subjects again must judge their own health status, which supports them in
recognizing symptoms.

Subjects are taught to recognize and handle an exacerbation by composing a personal definition
of an exacerbation and by keeping track of the number of exacerbations they have
experienced, impact on their health status, and actions taken to counteract these exacerbations.

Subjects are asked questions about their smoking, exercise, and weight. These self-tests increase
subjects’ awareness of smoking, exercise, and weight and provide treatment options to manage
these health behaviors.

Quotations that were used in this paper were translated
from Dutch to English by the first author (a native Dutch
speaker) and verified by the last author (a native English
speaker with a certification of Dutch as a second lan-

guage).
Study Population

Participants in this study were pulmonologists, pulmo-
nary nurse practitioners, and subjects recruited from 2 teach-
ing hospitals. Because multiple factors can contribute to
various forms of nonuse!” and to shaping technologies in
practice, we found it important to equally consider both
use and nonuse of self-management diaries. Therefore,
both subjects who indicated they used the self-manage-
ment diaries and those who indicated that they did not
were interviewed.

Subject Selection

Subject selection was performed by pulmonary nurse
practitioners and was based on purposive sampling. In
purposive sampling, important variables are already iden-
tified, and it is often known where respondents who meet
the criteria can be found.'® To examine subject experi-
ences with use and nonuse of self-management diaries,
subjects needed to meet the following criteria: (1) diag-
nosed with asthma or COPD and (2) using or not using
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self-management diaries. Subjects who were not using self-
management diaries had been given access to a diary (their
health-care provider created an account for them) but had
either never started using the diary or had used it for a
certain period of time and subsequently stopped. At the
time this study was conducted, ~160 subjects owned a
self-management diary in the 2 hospitals, which was 5% of
the total number of subjects treated for asthma or COPD.
Maximum variation was pursued by considering age, sex,
condition, and use/nonuse. Age and sex were considered
because research has shown that female subjects have higher
self-management abilities'® and that self-management abil-
ities decline as the subject ages.? Using the aforemen-
tioned criteria, 32 of the 160 subjects owning a self-man-
agement diary were selected to participate in the study.
Subjects were contacted by e-mail and telephone. In ad-
dition, health-care professionals (n = 4) were contacted by
e-mail, and interviews were conducted face-to-face.

Intervention: Online Self-Management Diary

The self-management diary that was offered to subjects
consisted of both general elements and elements specific
to the individual subject’s disease and treatment (Table 1).
The elements of the self-management diary enabled inter-
action between the subject and the self-management diary.
Interaction between the subject and self-management di-
ary occurred, for example, when a subject kept track of
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Self Management

. Self management:

1 had few or no complaints

The assessment of my COPD control in this diary is made on: 24-04-2014

First specify which of the following best describes your situation the past 24 hours:

v

®1 had to cough regularly
1 feit short of breath

This means:
* 1 cough regularly

It has been agreed that:

v'1 DO NOT SMOKE

My COPD is partially controlled

v 1 use (2t least) one extra puff of my bronchodilator
v 1 avoid stimuli that can worsen my complaints

v 1 ensure I eat healthily and drink enough

Pay special attention to:

Special instructions if the COPD is not so well
controlled:

Fig. 1. Screenshot of an English version of the self-management diary, which is different from the Dutch version used in this study. The
English version is shown here to provide non-Dutch-speaking readers an impression of the self-management diary.

his/her progress and immediately received feedback (eg, in
the form of a question or advice that popped up within the
application) (Fig. 1). In addition, more subject-tailored
interaction with health-care professionals was possible us-
ing the e-consult. A subject could ask for information or
advice from a health-care professional by using the e-con-
sult within the secure environment of the program.

Health-care professionals introduced subjects to self-
management diaries if they thought it would be useful for
their treatment and if they thought the subjects would be
able to cope with the program. If applicable, the pulmo-
nary nurse practitioner created an account for the subject,
explained how to access the self-management diary and
provided an information folder. Pulmonary nurse practi-
tioners first helped subjects start the self-management di-
aries at the hospital. Due to time constraint, this was later
changed to subjects starting the self-management diaries
by themselves at home.

Ethics

The study was approved by the research ethics commit-
tees of both hospitals. Written informed consent was ob-
tained from all subjects.

4

Results

Sample Population

In total, 26 subjects participated in this study: 12 (46%)
used self-management diaries, and 14 (54%) did not. The
response to the study was 81%. Six subjects did not want
to participate in the study (non-response rate of 19%).
Reasons for not participating in the study included not
feeling like it (n = 2), private circumstances (n = 2),
being abroad (n = 1), or not being a patient at the hospital
anymore (n = 1). Eighteen interviews were conducted
face-to-face, and 8 were conducted by telephone. Table 2
shows an overview of the distribution of age, sex, condi-
tion, and use/nonuse. Individual subject characteristics are
shown in Table 3. In addition, 2 pulmonologists and 2
pulmonary nurse practitioners (one from each hospital)
were interviewed.

Professionals’ Reasons for Introducing
Self-Management Diaries

Health-care professionals have several reasons for in-
troducing self-management diaries to patients. The health-
care professionals in this study, who will be referred to as
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Table 2. Subject Demographic Data
Respondents (N = 26) Values
Asthma subjects, n
Users 6
Nonusers 7
COPD subjects, n
Users 6
Nonusers 7
Sex, n (%)
Males 10 (39)
Females 16 (61)
Age, y 23-81
Subject use and nonuse, n (%)
Users 12 (46)
Nonusers 14 (54)
Table 3. Subject Characteristics
DeSslil;rJl:iton Sex Age (y) Diagnosis User/Nonuser
A Male 64 Asthma User
B Female 26 Asthma User
C Female 54 Asthma User
D Female 31 Asthma User
E Female 29 Asthma User
F Male 51 Asthma User
G Female 55 Asthma Nonuser
H Female 38 Asthma Nonuser
I Male 42 Asthma Nonuser
J Male 64 Asthma Nonuser
K Female 56 Asthma Nonuser
L Female 23 Asthma Nonuser
M Female 57 Asthma Nonuser
N Female 81 COPD User
(0] Male 72 COPD User
P Female 61 COPD User
Q Female 56 COPD User
R Female 67 COPD User
S Female NA COPD User
T Male 72 COPD Nonuser
U Male 63 COPD Nonuser
v Female 57 COPD Nonuser
w Male 68 COPD Nonuser
X Male 59 COPD Nonuser
Y Male 70 COPD Nonuser
Z Female 71 COPD Nonuser

NA = data not available

pulmonologist or pulmonary nurse practitioner 1 or 2, pro-
vided the reasons indicated in Table 4.

Table 4 shows that health-care professionals expected
the use of self-management diaries to be beneficial for
subjects’ treatment in multiple ways. One pulmonary nurse

RESPIRATORY CARE @ @ @ VOL ® NO @

practitioner doubted, however, whether subjects were will-
ing to or capable of using self-management diaries.

My first thought was that, in our patient population,
it was never going to work. A bit negative of course,
but we didn’t work like that at all. You get patients
at the out-patient department that you want to tell
all kinds of things, but you don’t have the idea that
they’re into that. Many patients have a computer,
but I didn’t think that they could do it. Let me just
say it in that way. Whether they would under-
stand . . . (pulmonary nurse practitioner 2)

As subjects’ self-management abilities arguably varied,
health-care professionals recognized that they may not be
equally able to use self-management diaries.

Subjects’ Reasons for Using Self-Management
Diaries

Subjects also had specific personal reasons for using
self-management diaries. In this study, subjects generally
mentioned 5 reasons as outlined in Tables 5 and 6. Sub-
jects are denoted with the assigned randomization letters,
as listed in Table 3.

A common motive for using self-management diaries
was gaining insight into (the progress of) one’s disease.
This was mentioned by both asthma and COPD subjects
irrespective of other factors such as age and sex. In addi-
tion, there were differences in the reasons for use between
subjects with asthma and COPD. Whereas only subjects
with asthma expressed wanting to be actively involved in
their own treatment and wanting to use the diaries to achieve
efficiency in exchanging information or as a means to
decrease health-care consumption, one subject with COPD
indicated the importance of using self-management diaries
in the interest of others, reflecting an understanding that
this could be used for research and improving treatment.

Subjects’ Reasons for Not Using Self-Management
Diaries

Although some subjects gave specific reasons for using
self-management diaries, others had reasons for not using
self-management diaries. Subjects in this study indicated
that, although they no longer currently (or never) used the
self-management diaries available to them, they had re-
acted enthusiastically when they first heard about them.
This suggests that other factors outweighed their first pos-
itive reaction. Subjects in this study generally gave one of
the reasons for nonuse displayed in Tables 7 and 8.

A common motive for not using self-management dia-
ries was related to the intervention. Subjects with asthma
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Table 4.  Professionals’ Reasons for Use

Reasons for Use

Health-Care Professionals’ Comments

Improving subject information and education
strategies

Improving effectiveness of consultations

Decreasing health-care consumption

Gaining more insight into subjects’ progress
Improving subject follow-up through
e-consultation

“...and of course, I also hoped that it leads to people being less dependent on us, so that we,
in fact, have a better-prepared consultation. Then you can go a layer deeper, instead of
having to repeat the basic things. So it’s a piece of information and a piece of patient
learning, which lead to subjects knowing better what their disease is. During a
consultation . . . patients can ask different types of questions; they know more, so you can
more or less skip the basic questions and move on.” (pulmonologist 1)

“...1 thought it was important to be able to see in a diary how the patient is doing and to be
able to agree upon an individual treatment plan. I also thought the e-consult was valuable.”
(pulmonologist 2)

Table 5.  Asthma Subjects’ Reasons for Use

Reasons for Use

Subjects’ Comments

More insight into disease progress

Active involvement in treatment and greater
control over the disease

Efficiency in exchanging information

“Then I get an impression of when there are peaks, when it goes well, how much medication
I need. and whether or not I can reduce my medications.” (asthma subject B)

“I liked it ... It gives you the idea that you’re actively involved, not that I think that’s very
nice, but that you have the idea of some kind of adherence or control and also gain more
insight.” (asthma subject D)

“It seemed to me to be a quick way to communicate . . . that you’re able to ask questions

through e-mail: I think 1 or 2 days before you receive a response, sometimes immediately,
and sometimes a day. But that’s fine. If it’s acute, you call, but it [the e-consult] saves me
a telephone call.” (asthma subject E)

Decreasing health-care consumption

.. [the nurse practitioner]| told me about the diaries . ..and that I maybe would have to

come to the hospital less. Yes, I thought it was fine, the fewer hospital visits the better of
course.” (asthma subject E)

mentioned not perceiving an added value, the format being
too rigid, or forgetfulness as reasons for not using self-
management diaries, whereas one subject with COPD
indicated difficulty in using the diaries. Other reasons ex-
pressed by subjects with COPD included no acknowledg-
ment of the disease, not experiencing a disease burden
(and therefore forgetting about the diaries), and having a
preference for face-to-face contact.

Self-Management

Through the introduction of diaries, self-management
became defined in practice not only as a way to gain more
knowledge and insight into one’s disease but also as a
means to use this insight to cope more effectively with the
disease by recognizing an exacerbation and acting on it.
The positive experiences of both health-care professionals
and subjects with the self-management diaries are listed in
Table 9.

Both asthma and COPD subjects indicated having im-
proved insight into the course of the disease through the
use of diaries. The experiences with the self-management
diaries also reflected differences between asthma and
COPD subjects. Only subjects with asthma expressed cop-
ing more consciously with their disease and using the self-

6

management diaries to adjust their medications, whereas
there were no experiences expressed solely by subjects
with COPD.

Even though Table 9 shows only positive experiences
with the self-management diaries, only subjects with asthma
indicated using the insight gained to independently recog-
nize an exacerbation. Furthermore, only 2 subjects (both
young and female) used the self-management diary to ad-
just their medications when having an exacerbation. This
shows that, although the elements of exacerbations and
medication use are present in the self-management diary,
subjects did not use them as expected. Some subjects failed
to change how they coped with their disease, even though
they had the knowledge and tools to do this: they knew
what to do, but did not act accordingly. One pulmonary
nurse practitioner explained that patients— before using
the self-management diaries—must be motivated to do
something themselves in order for them to adjust the way
they cope with their disease.

Suggestions to Improve the Self-Management Diaries

Both health-care professionals and subjects interviewed
in this study made suggestions for improving the self-
management diaries. These suggestions referred to issues
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Table 6. COPD Subjects’ Reasons for Use

Reasons for Use Subjects’ Comments

More insight into disease progress “I use the diary particularly for monitoring whether the disease is still the same or I should start doing
something.” (COPD subject O)
“ ..if it’s in the context of research and better treatments and for other people as well, then you

should just do it, I think.” (COPD subject O)

Participation in the interest of others

Table 7.  Asthma Subjects’ Reasons for Nonuse

Reasons for Nonuse Subjects’ Comments

No perceived added value “ . .if all goes well, I feel that, and if it doesn’t go well, I can feel that, too. Such an asthma diary will not
change that; it doesn’t give me the feeling that I will gain more control by writing down that it doesn’t
go well or that it does.” (asthma subject L)

... the gradations don’t fit because, for example, you can indicate if you have normal asthma or severe,

but not mild or something . . . mild symptoms that are always present, you’re not able to put this into the

Format is too rigid

diary. This is not useful to me.” (asthma subject M)

Forgot to use

“Well, I think I’ve done it a few times and then that’s diluted because I forget. Earlier, I was much more

involved in the internet, creating vacation blogs or whatever; now, I'm busy with myself, as well. They
should make an app.” (asthma subject I)

related to content as well as use. Health-care professionals
and subjects thought that the use of the self-management
diaries would become better integrated in the delivery of
care and that patients may experience more effects in terms
of self-management through the adoption of these sugges-
tions.

Suggestions Made by Health-Care Professionals

The first suggestion made by one pulmonologist was to
include a web consult in the self-management diaries. A
web consult would enable health-care professionals and
patients to have a consultation without being in the same
room. This may improve contact with health-care profes-
sionals by making them more easily accessible and may
also save time.

The second suggestion made by both pulmonologists
was to integrate the self-management diaries into the hos-
pital information system, which provides health-care pro-
fessionals with an integrated electronic overview of the
disease state of the patient, including diagnosis, diagnostic
test results, prescribed medications, and follow-up. Cur-
rently, pulmonologists must view 2 different (non-com-
municating) screens during a consultation: both the hospital
information system and the web-based self-management
diary. This requires a double logon and double registration
of data. Due to time pressure, this sometimes results in not
logging into the self-management diary. Hence, integra-
tion of the self-management diary with the hospital infor-
mation system would improve accessibility and usability
for pulmonologists.

The third and related suggestion made by both pul-
monologists and pulmonary nurse practitioners was to im-
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prove the user-friendliness of the self-management diaries.
Health-care professionals indicated that there are too many
different screens and that they should be able to see at a
glance how patients are doing.

Suggestions Made by Subjects

The first suggestion made by one subject was to start
the self-management diary together with health-care pro-
fessionals. When patients start the self-management di-
ary together with their health-care professionals, they
can be assisted in developing an individual treatment
plan. Health-care professionals can show patients how
to use the self-management diaries to cope more effec-
tively with their disease. This may increase the ease of
use for patients when first starting self-management di-
aries.

The second suggestion made by one subject was to in-
clude open space in the self-management diaries. This
would provide patients with the opportunity to write their
own comments and observations. By doing so, patients
can provide potentially relevant information for under-
standing their disease, which may be another way to obtain
knowledge about the cause of their poor health status. This
may also provide health-care professionals with starting
points to treat patients.

The third suggestion made by one subject was to de-
velop the self-management diaries into a mobile app. This
would make the self-management diary more easily ac-
cessible to patients and may persuade nonusers to start
using a diary.
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Table 8. COPD Subjects’ Reasons for Nonuse

Reasons for Nonuse

Subjects’ Comments

Too difficult to use

“I couldn’t access the web site very easily, and I couldn’t handle the computer very well, so it

[filling in the self-management diary] took me a couple of days.” (COPD subject S)

No acknowledgement of the disease

“T don’t acknowledge my disease; I try to cope with it as if I’'m not diseased at all. Well,

that’s of course a very strange idea if you have COPD GOLD stage IV, but you somehow
try to live very normally . ..” (COPD subject U)

No disease burden/forgetfulness

“I don’t think I'm going to use it because, at the moment, there’s a necessity; then you do it,

and if there’s not . . . then it’s extra. And then it’s soon forgotten.” (COPD subject X)

Preference for face-to-face communication

“I get regular checkups, and then I have all the information. With a personal talk, that’s

easier; then I am able to communicate in my own words instead of book language. That’s a
lot easier. I am a talker.” (COPD subject T)

GOLD = Global Initiative for Chronic Obstructive Lung Disease

Table 9.  Professionals’ and Subjects’ Experiences in Terms of Self-Management

Experiences in Terms of
Self-Management

Professionals’/Subjects’ Comments

Improved insight into the disease

“She can also see that you’ve sent this or that e-mail, that you’ve done that, and how it’s going now. So

your conversations become more useful . .. otherwise, it’s like how is it going, are your medications
still the same, did something happen, etc. Now we can immediately say, ‘you were bothered by
that. ..’ You utilize your consultation better.” (asthma subject E)

“So then we are watching [the diary]. It isn’t going that well, is it? Based on that, he gives advice:
increase the dosage of that medication.” (COPD subject R)

<

‘... with me, the scores are always stable: 1.7, 1.6, 1.8. Well, T don’t see a major fluctuation in that. If T

fill in some questions and the score is 4, then I will give the hospital a call. There’s something going

wrong.” (asthma subject F)

Different ways of coping with
the disease or treatment
Perception of the disease

... he [the subject] was saying, ‘I really use it [the self-management diary] to have control over my own

disease, that I do not panic every day when I'm short of breath; if I fill in that list, then I become

5 %

calm’.” (pulmonary nurse practitioner 1)

“I cope with it [asthma] more consciously. When I open the diary, I'm thinking, ‘how am I feeling? Well,
not that good, somewhat worse than last week. How was it last week?” Then I open my diary and then
I look; well, yes it was. It’s a kind of reference point for me.” (asthma subject A)

Lifestyle

“...people are now saying more I’'m going to exercise, I'm going to quit smoking. You definitely see in

those people and in other people who try it in a different way that they’re convinced of having to
change it themselves.” (pulmonary nurse practitioner 2)

«

Medication adjustment

. I’ve had an exacerbation, but now, with the diary, I know how to cope with it by keeping track of

my medications.” (asthma subject B)

Suggestion Made by One Health-Care Professional
and One Subject

The final suggestion, made by one pulmonary nurse
practitioner and one subject, was to include a broader range
of topics related to environmental factors, such as nutri-
tion, weather, and activities, in the self-management dia-
ries. One pulmonary nurse practitioner suggested that this
could be achieved by including more advanced contextu-
alized instruments in the self-management diaries. Patients
would then be urged to specify and differentiate between
different causes of feeling bad and may be able to discover
a relationship between behavior, circumstances, and their
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disease. When patients discover this relationship, they may
be able to differentiate when environmental factors do or
do not influence their health status.

Discussion

This study is one of the first known explorations of
subjects’ and professionals’ perceptions and behaviors
when using or not using self-management diaries for asthma
and COPD. The majority of reasons for nonuse expressed
by subjects are described in earlier research on self-man-
agement strategies.!!-!+ Because little research has been
conducted specifically on the reasons for not using self-
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management diaries, reasons such as the format is too rigid
and preference for face-to-face contact have not been pre-
viously described. The reasons for using self-management
diaries expressed by subjects are not found in earlier re-
search,!! which might be due to the small number of studies
on this topic. Although subjects and professionals experi-
enced several positive aspects in using the self-manage-
ment diaries, a number of factors preclude their optimal
and widespread use.

Subjects in this study used self-management diaries to
improve their insight into the disease and to feel in control,
which is in line with earlier research on self-management
education of subjects with asthma.® Furthermore, subjects
coped more consciously with their disease and discussed
the results of the self-management diary with their health-
care professionals. Nevertheless, only a proportion of the
participating subjects succeeded in more effectively cop-
ing with their disease by independently recognizing an
exacerbation and acting by adjusting their medications.
This contrasts with research reporting positive changes in
medication habits after self-management education of
asthma and COPD subjects.?! The difference may be ex-
plained by the fact that subjects may not have understood
sufficiently how to use the diary to deal more effectively
with their disease. This might be overcome by more in-
tense support at the onset of self-management diary use,
especially for subjects with COPD, who tend to have lower
health literacy.?> The subjects who used the self-manage-
ment diary to independently recognize an exacerbation
had asthma, and the subjects who thus adjusted their med-
ications were young females with asthma. Although the
numbers in our study are too small to draw conclusions,
this finding is in line with earlier studies showing that
females and younger people have higher self-management
abilities.

In addition to these somewhat disappointing experiences
in terms of subjects coping more effectively with their
disease by recognizing an exacerbation and acting accord-
ingly, health-care professionals experienced several prac-
tical barriers to integrating the use of the self-management
diaries in their work practices. First, the user friendliness
of the self-management diaries could be improved by re-
ducing the number of screens and by enabling health-care
professionals to immediately see how patients are doing.
Second, the self-management diaries could be better inte-
grated in the hospital information system of pulmonolo-
gists (and possibly made into an app), which would make
the diaries more accessible to both pulmonologists and
patients. The subjects also experienced practical barriers to
using self-management diaries, which is also documented
in earlier research?? that described a used intervention not
being compatible with a subject’s self-image and ways of
coping with the disease. Subjects in this study indicated
that the format of the self-management diaries was too
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rigid (eg, no open space to write comments and observa-
tions), and some subjects with COPD had difficulty in
starting a self-management diary. Only subjects with COPD
did not use self-management diaries because they pre-
ferred face-to-face contact with their health-care profes-
sionals. This is possibly related to the fact that most sub-
jects with COPD are older than subjects with asthma and
have lower health literacy.??> Subjects with asthma did not
have any problems with an online self-management diary,
which is in accordance with literature reporting that sub-
jects with asthma recognize the potential benefits of a
web-based self-management program.?* As research has
shown that web-based interventions are more effective in
terms of improving subjects’ knowledge of the disease and
treatment compared with non-web-based interventions,?
the self-management diaries should include as many op-
portunities as possible to link into health-care profession-
als’ and subjects’ practices.??

Health-care professionals’ and subjects’ suggestions for
improving the self-management diaries show that both
groups favor having easier access. Moreover, one pulmo-
nary nurse practitioner and one subject suggested that the
self-management diaries should address a broader range of
topics to make them more relevant to the individual’s health
situation. However, some suggestions potentially contrast
with one another or present practical challenges. For ex-
ample, the suggestion made by health-care professionals
that they should be able to see at a glance how patients are
doing is seemingly contrary to the suggestion made by one
subject to include open space in the self-management di-
aries. The inclusion of open space may make it more dif-
ficult for health-care professionals to have a clear over-
sight of patients’ health status. The suggestion made by
one subject to start the self-management diary together
with health-care professionals may also be challenging
from a health-care professional’s point of view. Starting
the self-management diary together requires more time,
which is not always available during a consultation, but
may contribute to the self-management diary becoming
part of a patient’s way of coping with disease. It has been
shown that adherence to self-management programs im-
proves when the health-care provider plays the role of a
dedicated coach.?¢ This might prevent deleterious over-
confidence on self-management programs without interac-
tion with the health-care provider.?7-28

Only subjects whom health-care providers thought would
benefit and would be able to cope were offered self-man-
agement diaries. Additionally, subject selection for this
study was performed by pulmonary nurse practitioners.
The reported self-management effects may have been dif-
ferent if other subjects were selected. The interviewed
health-care providers also potentially influenced the re-
ported self-management effects. They may have been work-
ing with self-management diaries for a longer (or shorter)
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period of time than health-care providers in other hospitals
and thus have a greater (or smaller) possibility of increased
self-management among their patients. Motivations of
health-care providers who choose not to work with self-
management diaries was not discussed in this study and
should be addressed in future research. Finally, patient-
provider communication was not addressed in this study,
and the clinical profile of the subjects (including the rela-
tionship between exacerbations and frequency and dura-
tion of self-management diary use) was not examined.

Practical Implications

Subjects’ and professionals’ perceptions and behaviors
in using the self-management diaries have several practi-
cal implications. Recommendations to improve the use of
self-management diaries were: include a web consult, en-
able communication with other systems (such as the hos-
pital information system or an app), improve user-friend-
liness, provide patients with open space to write comments
and observations, include more behavioral and environ-
mental factors in the questions asked, and start the self-
management diary together with health-care professionals.
This implies that the self-management diaries need to move
with changes in technologies and that there is a need to
create an instrument with room to improve functionalities.
Health-care professionals should help patients start using
such an instrument by collaboratively developing an indi-
vidual treatment plan and by showing patients how to use
the instrument to recognize and act on an exacerbation.

Conclusions

Health-care professionals and patients experienced sev-
eral positive effects from the self-management diaries.
However, both groups reported practical barriers to inte-
grating the self-management diaries into their regular prac-
tices and daily life. Only a few subjects indicated using the
self-management diary to cope more effectively with their
disease through recognizing an exacerbation and adjusting
medications. Adoption of the recommendations made in
this study could improve the applicability of self-manage-
ment diaries in health-care practice and enhance patients’
self-management of their disease. Furthermore, this would
facilitate longer-term study of the effects of this type of
self-management intervention. Especially since the use of
self-management diaries is a new development for both
professionals and patients, such research into how self-
management diaries contribute to improving the self-man-
agement of patients over a longer time period is important.
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