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Abstract

Background: Having patients self-manage their health conditionsis awidely promoted concept, but many patients struggle to
practice it effectively. Moreover, few studies have analyzed the nature of work required from patients and how such work fits
into the context of their daily life.

Objective: This study aimed to review the characteristics of patient work in adult patients. Patient work refers to tasks that
health conditions impose on patients (eg, taking medications) within a system of contextual factors.

Methods: A systematic scoping review was conducted using narrative synthesis. Data were extracted from PubMed, Excerpta
Medica database (EMBASE), Cumulative Index to Nursing and Allied Health Literature (CINAHL), and PsycINFO, including
studies from August 2013 to August 2018. The included studies focused on adult patients and assessed one or more of the
following: (1) physica health—related tasks, (2) cognitive health—related tasks, or (3) contextual factors affecting these tasks.
Tasks were categorized according to the themes that emerged: (1) if the task is aways visible to others or can be cognitive, (2)
if the task must be conducted collaboratively or can be conducted alone, and (3) if the task was done with the purpose of creating
resources. Contextual factors were grouped according to the level at which they exert influence (micro, meso, or macro) and
where they fit in the patient work system (the macroergonomic layer of physical, social, and organizational factors; the
mesoergonomic layer of household and community; and the microergonomic triad of person-task-tools).

Results: Intotal, 67 publications were included, with 58 original research articles and 9 review articles. A variety of patient
work tasks were observed, ranging from physical and tangible tasks (such as taking medications and visiting health care
professionals) to psychological and social tasks (such as creating coping strategies). Patient work was affected by a range of
contextual factors on the micro, meso, or macro levels. Our results indicate that most patient work was done alone, in private,
and often imposing cognitive burden with low amounts of support.

Conclusions: Thisreview sought to provide insight into the work burden of health management from a patient perspective and
how patient context influences such work. For many patients, health-related work is ever present, invisible, and overwhelming.
When researchers and clinicians design and implement patient-facing interventions, it is important to understand how the extra
work impacts one's internal state and coping strategy, how such work fits into daily routines, and if these changes could be
maintained in the long term.

(3 Med Internet Res 2020;22(6):€16656) doi: 10.2196/16656
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Background

Chronic diseases are increasingly prevalent as the world's
population ages, requiring millions of patients to adjust their
lifestyle and manage their health [1]. However, patient work
and patient ergonomics, defined, respectively, as the
combination of all health-related tasks and the contextual factors
influencing the tasks [2], are given little attention. Existing
studies have investigated the influences of individual barriers
for health management, such as time requirements [3], the
burden of comorbidity [4,5], or complexitiesin specific diseases
[6-8]. Few studies have analyzed the character of patient work
and how such work fitsinto the context of an individual’slife.

Patients conduct avariety of cognitive, visible, and collaborative
work to accommodate health conditions and treatments, with
such tasks changing throughout theillnessjourney astreatments
are introduced or removed [9-13]. Using a work ergonomic
system, Holden et al [2,14] posited that patient work is affected
by apatient work system, which incorporates contextual factors
affecting the performance of work [15-20]. A poor integration
of patient work into the existing context and routine can generate
excess stress, potentially contributing to noncompliance and
suboptimal health outcomes [21,22]. The patient work system
[2] groupsall contextual factorsinto 3 levels: amicroergonomic
level (further separated into people, task, and tools), a
mesoergonomic level including household and community, and
amacroergonomic level (physical, social, and organizational),
separating theinfluencesthat areinherent within the task or the
patient from those that came from daily life.

Although health-rel ated tasks areincluded in the umbrellaterms
of self-management (defined as actions and processesthat people
with a health problem intentionally perform to manage health
in partnership with health care professionals[23]) and self-care
(amore loose definition encompassing all things people do to
manage and improvetheir health [24]), such tasks have not been
reviewed to reflect how they relate to different aspects of the
patient’s life. Similarly, there have been few attempts to assess
how patient work isinfluenced by different contextual factors.
In particular, athough these tasks and factors have been
explored in specific conditions[2,25], areview acrossall health
conditions remains lacking. Therefore, a scoping review was
chosen to rapidly gain an understanding of this nascent field,
following guidancefrom Arksey and O’ Malley [26], who noted
that the method was appropriate “especialy where an area is
complex or has not been reviewed comprehensively before.”
Objectives

In this scoping review, we review the existing literature on
patient work, examining what people do in self-management
and why they do or do not undertake certain tasks [2]. We also
examine the different levels of patient work contexts, where
digital interventions could play a supporting role. Specifically,
digital technologies can offer health advice based on the
immediate tasks and contexts around the patient [27], making

digital appsaviable solution to supporting patient work through
one'slife.

https://www.jmir.org/2020/6/€16656

Search Strategy

The search was conducted using a modified participants,
interventions, comparisons, and outcome strategy, which stated
that the research question for a review must include the
population, intervention, comparison, and outcome. Our research
question was “What are the characteristics of patient work in
adult patients?” with the population being adult patients,
intervention being the presence of a heath condition,
comparison being daily life before diagnosis, and the outcome
being the characteristics of patient work. A search was
conducted on August 23, 2018, in PubMed, Excerpta Medica
database (EMBASE), Cumulative Index to Nursing and Allied
Health Literature (CINAHL), and PsycINFO, including al
articles published from August 2013 onward. The search terms
were designed to capture publications that depicted work
conducted by patients to maintain their health and how such
work was limited or facilitated by contextua factors. Only
articles published in English were included in the search.
Multimedia Appendix 1 provides the complete search strategy.

Inclusion and Exclusion Criteria

Articlesweredligibleif they focused on adult patients, included
a qualitative component, and focused on assessing the impact
of (1) physical tasks that patients undertake to manage their
health, (2) cognitive tasks associated with managing health, or
(3) contextual factors facilitating or restricting the physical or
cognitive tasks.

Articleswere excluded if they only focused on nonpatients (eg,
caregivers); if they only presented biological or physiological
data; if they only addressed health-related contextua factors
that do not affect the work patients do (eg, computing systems
in a hospital); were opinion articles or protocol papers; or if
they focused on the design or evaluation of a measuring
instrument, tool, or intervention.

Study Screening and Data Extraction

MultimediaAppendix 1 provides detailson abstract and full-text
screening aswell as dataextraction from full-text articles. Each
abstract and full-text was screened independently by 2
researchers, and each full-text article was also screened
independently by 2 researchers. Theinterrater scorefor abstract
screening was 0.39 (fair agreement) [28] and for full-paper
screening was 0.30 (fair agreement) [28]. Disagreements were
resolved by having a third independent reviewer review the
conflicting article and make a fina decision. Data extraction
was conducted by 3 researchers who met regularly to address
concerns and to ensure that data extraction was conducted
consistently.

Analysis Framewor k

We conducted a narrative synthesis on the patient work tasks
and extracted contextual factors. The patient work tasks were
assessed using the patient work model initially proposed by
Corbin and Strauss [29,30], which indicates patient work as
illness work that is influenced by everyday life work and
biographical work. The work results in 3 types of tasks for
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self-management: medical management (eg, planning doctor
appointments), emotional management (eg, dealing with anxiety
and fear), and role management (eg, balancing one'srolein the
family with on€’sillness). We consulted a modified version of
Corbin and Strauss's model by Dack et a [31], which
encompassed the 3 types of tasks for self-management. For
contexts, we used the patient work system proposed by Holden
et a [2,14]. The patient work system encompasses a
microergonomic aspect, which describes how contextual factors
from the patient, task, and toolsinvolved [ 14,32] affect the work
done; a mesoergonomic layer of household and community;
and a macroergonomic aspect where physical, social, and
organizational influences[2,14] are outlined.

Work tasks were identified from the included articles, were
clustered based on common themes that emerged, and were
consulted against Dack et a’s model [31]. Contextual factors
were grouped according to where they fit within the dimensions
outlined in the patient work framework (patient, tasks, tools,
physical, social, and organizational) [2,14,32] and the level at
which they exert influence (micro, meso, or macro) [33,34].
Weidentified microlevel contextual factors as aspectsthat only
affected the patient's body or were psychological factors.
Mesolevel contextual factors were the influences of people
socialy close to the patient or influences exerted by the
immediate physical surroundings or social circumstances (eg,

https://www.jmir.org/2020/6/€16656
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finances) of the patient [35]. We identified macrolevel
contextual factors as aspectsthat arose from the society, culture,
or geopolitical entity in which the patient lived. The
micro-meso-macro framework has been used extensively in
health care, ranging from describing the quality of life
assessments at different levels of decision making [36],
patient-reported outcome measures in hospital palliative care
[34], enablers and barriers affecting nursing practices [37],
policy implementation of health leadership [38], to health care
priority setting across different countries [39].

The articles were initidly read by KY, JJ, and DP to extract
passages that described patient work tasks or contextual
influences on patient work. The 3 researchers then compiled
our findings to reach a consensus and held frequent meetings
over 1 month to sort all identified patient work tasks and
contextual influences into themes. Reviewers decided by
consensusto categorize the work tasks and the contextual factors
based on the commonalities observed.

Results

Screening Process

Figure 1 outlines the screening process. Multimedia A ppendix
2 gives more details about the screening process.
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Figure 1. Number of articlesincluded at each stage of the screening process.
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Characteristics of Included Articles

Among the 67 articles included in the scoping review, 58 were
original research and 9 were reviews. Semistructured interviews
were the most common research strategy employed, and the
articles studied 37 different health conditions. Multimedia
Appendices 3 and 4 provide more information on the type and
characteristics of the included articles.

Patient Work Tasks Conducted by Participants

Patient work occurs in 2 forms; visible and cognitive work.
Visible work is performed within a physical space (such as
driving to visit doctors). Such tangible tasks could be observed
by other people and are easy for othersto intervene. Cognitive
work, on the other hand, is completely unseen by others (eg,
mentally counting calories throughout the day). Such tasks
would not be revealed unless the patient discussed the
information directly, and the task could remain hidden even
from family and close friends.

https://www.jmir.org/2020/6/€16656

RenderX

(n=57)

Patient work tasks can also be conducted collaboratively or
alone. Some tasks must be conducted in collaboration with
others (eg, visiting health professionals), whereas cognitive
tasks are aways conducted a one (eg, developing mental coping
strategies). Most patient work tasks, however, existed between
these 2 extremes and could be conducted collaboratively or
alone, depending on the contextual influences.

All patient work tasks also consumed resources such as time
[40,41], physical energy [42], or social support. However,
although many patient work tasks consumed resources to
maintain one's state of health, some tasks had the precise
purpose of creating moreresources, such aslearning about one's
health condition or attending patient support group meetings.
The prevalence of resources available to a patient serves as a
buffer to mitigate the effect of sudden changes (eg, having
enough funds to undergo surgery), and tasks that increase
resources can ultimately increase the patient’s capacity to cope
[43].
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In total, 6 different categories of patient work tasks emerged
along the 3 aforementioned axes and are listed in Textbox 1.
The categories were distinctive based on whether (1) the task
was always visible or not, (2) the task must be conducted
collaboratively or not, and (3) the purpose of the task was to
Create resources or not.

Textbox 1. Classification of patient work tasks.

Yineta

Tasks were further divided into 21 specific types of tasks
according to the reviewers consensus. Multimedia Appendix
5 providesalist of tasksidentified in each included article, and
Multimedia A ppendix 6 provides athorough description of each
task type together with examples.

Figure 2 demonstrates how the tasks fit into the 6 identified
categories and the relationship of the categorieswith each other.

Category and description of the patient work tasks

.  Category 1: Not always visible, can be conducted alone, and consumed resources

«  Category 2: Not always visible, can be conducted aone, and purposefully created resources
.  Category 3: Visible, can be conducted alone, and consumed resources

«  Category 4: Visible, can be conducted alone, and purposefully created resources

.  Category 5: Visible, must be conducted collaboratively, and consumed resources

«  Category 6: Visible, must be conducted collaboratively, and purposefully created resources

Figure 2. Patient work tasks were categorized according to their alignment along the 3 axes of collaboration, visibility, and creating resources.

Tasks that can be
conducted alone

o Category 3

Tasks that are
always visible

Diet control

Taking treatment
Conduct exercise
Monitor signs and symptoms
Medication management
Self-manage comorbidities

Category 1
| Planning
| Proactive management of risks
Deliberate distraction
Adapt to social values and
expectations |

— — —
——

Category 5
Seek medical help
Ask for help from family and friends)
Hire professional help
Consult complementary therapy

| - - | -~ =
-~ ~
o - l‘ Category 4 ~ |
| Use and maintain assistive devices N |
/ 4 |\ Do-it-yourself (DIY) symptom N \
A management tools g
L 0 . ategory 6
/ A\ Aler G iRl et Search for and attend patient \
Category 2 SUPpOrt groups

W \
* | Creating mental coping strategies .
’ l Learning about the disease A

Category 1: Tasks That Are Not Always Visible, Can Be
Conducted Alone, and Consumed Resources

Category 1 tasks made up a large portion of the instances of
patient work tasks identified in the included studies, with the
most prevalent tasks being planning [18,20,40,44-57] and
proactive management of risks[20,40-42,45-47,49,50,52,57-78].
Tasks in category 1 are characterized by their pervasiveness
and volume. Patients are constantly thinking about their
prospective health-related plans and mitigating health risks,
even when they are not currently experiencing symptoms or
remaining in a health care setting. Significantly, health-related
work in this category includes tasks that do not necessarily
improve health outcomes (such as adapt to social values and

https://www.jmir.org/2020/6/€16656

—_——

Teach others about their health 4 '

——

expectations [19,20,48,55,57,58,61,64,70,79-82]). Despite the
volume of work in this category, patients do not often discuss
such taskswith others, making such work unacknowledged and
sometimes taken for granted by the patient and their families,
receiving very little organizational or psychological support.

Category 2: Tasks That Are Not Always Visible, Can Be
Conducted Alone, and Purposefully Created Resources

Work tasks included in category 2 are not so much about
managing one's symptoms, but work that enables patients to
manage their symptoms better in the future. Create mental
coping strategies[14,18,20,40,43,45,46,48-51,61,75-80,83-89]
included overcoming emationa barriers [18], drawing upon
spiritual beliefs [78], eventualy coming to terms with a new
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body and a new normal [14,20,87,89] that enables patients to
proactively engage with treatment. Patients also looked for
relevant knowledge, either from written literature or by asking
other people, in work tasks under learning about the disease
[16,20,42,48,57,59,60,64,67,73,74,78,80,81,84,90]. Intellectual
endeavorsto understand the implications of symptoms[52] are
also included here.

Category 3: Tasks That Are Visible, Can Be Conducted
Alone, and Consumed Resources

Category 3 tasks included self-management tasks such as diet
control [14,42,48,49,52,53,57,59,63-68,71,75,77-79,82,85,87,
90,91], conduct exercise [19,20,25,40-42,45,49,56,59,63,66,
67,73,77,79,82,87,90,91], taking treatment [2,18,42,47,49,57,
63,64,66-69,71,73-75,78,82,84,85,90-94], monitor signs and
symptoms [2,14,41,42,44,45,57,65,67-69,71,85,87,90,92,95],
medication management [40,43,44,51,52,57,59,71,75,84,90,
95,96], and self-manage comorbidities [14,41,44,59,75,
79,82,97]. The effective carrying out of tasks in this category
isunderpinned by category 1 and 2 tasks, benefiting from good
planning and attitude changes. Although patientsrecognize this
category to be a significant drain on their resources (whether
in terms of time [40,41], physical capacity [42], or appropriate
knowledge [19,47,71]), they are aware of the importance of
such tasks and noted that support for such tasks is already in
place from public health initiatives and health professionals.

Category 4: Tasks That Are Visible, Can Be Conducted
Alone, and Purposefully Created Resources

Category 4 wasthe only category that explicitly described how
patients changed their physical environment and tools. Tasks
in this category (eg, use and maintain assistive devices
[16,20,42,50,56,58,59,62,67,69,72,74,89,90,95,97,98],
do-it-yourself symptom management tools [18,19,47,59,62,
66,74,77,95], and alter the physical environment [46,62,93])
had an immediate physical return in the form of better tools or
amore comfortable physical environment, with thetoolsranging
from day-to-day items (eg, shoe insoles [97]) to specialized
equipment (such as home oxygen tanks [59]). Patients are very
aware of how this category is an investment to improve the
quality of lifeaswell aswhat kind of support (mainly financial)
is available from health organizations.

Category 5: Tasks That Are Visible, Must Be Conducted
Collaboratively, and Consumed Resources

This category included tasks where patients sought help from
other people, including seek medical help
[2,14,18,40,41,44,49-52,58,65,75,79,80,83,89,93,96,97], ask
for help from family and friends [18,40,46,47,50,51,57,60,
63,67,69,73,77,93,95,99], hire professional help
[20,43,52,69,95,98], and consult complementary therapy
[58,59,64,66,84]. This category aso included unplanned
interactions, such asvisitsto the emergency department [41,89].
The patient reported only initiating these tasks when issues have

https://www.jmir.org/2020/6/€16656
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escalated beyond their individual control [41,52,89] and seeking
help became a necessity. Being the most visible tasks observable
by health professionals, health care systems have traditionally
paid close attention to these interactions.

Category 6: Tasks That AreVisible, Must Be Conducted
Collaboratively, and Purposefully Created Resources

The last category, category 6, included tasks that contributed
specifically to building new socia resources for the patient,
searching for and attending patient support groups
[57,59,67,73,99], and teaching others about their health
[2,51,57,71,89]. Patients actively create new socia circles and
recruit other people into their lives, whether by joining patient
support groups or educating family and friends about their health
[2,51,57,71,89]. In these interactions, the patient acts as either
a peer or an expert, instead of the party receiving help. They
proactively share their own health information and self-care
strategieswith others and act to support other patientsalong the
illness journey.

Contextual FactorsInfluencing Patient Work Tasks

We identified 17 types of contextual factors that influence
patient work tasks. Multimedia Appendix 5 provides a list of
contextual factors identified in each included article, and
Multimedia Appendix 7 provides athorough description of each
contextual factor with examples. The contextual factors were
grouped into how they fit within the patient work system (either
in the macroergonomic triad of physical, socia, and
organizational factors or within the microergonomic triad of
person-task-tools) [2,14,32]. Asthe patient work system has 3
layers, with households and communities comprising the
mesoergonomic layer between the macro and microergonomic
contexts, we a so grouped contextual factors based on the level
(macro, meso, or micro) at which they affected patient work
tasks [33,34]. Although Holden et a [100] have identified
mesoergonomics as the study of the relationship between
variablesin different layers of an ergonomics system, the meso
contextual factors we identified here correspond to factors that
sit between the micro- and macroergonomics levels.

Microlevel Contextual Factors

We identified microlevel contextual factors as aspectsthat only
affected health management by influencing a patient’s body or
were psychological factorsthat arose from the patient’s mindset.
Such factors significantly influence patients on apersonal level
and are included in the microergonomic triad of
person-task-tools within the patient work system by Holden et
a [2], asindicated in Figure 3. Microlevel factorsinthereview
were mostly psychological factors, not always noticeable to
family members or health professionals [2,45,61,70]. Such
factors echo the type of patient work tasksthat were not always
visible, indicating a concrete need for resources that assist with
psychological coping and adopting self-careinto one’sroutine.
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Figure 3. Contextual factors that influence patient work, separated on the basis of their allocation in the patient work system and whether they act on

amacro, meso, or micro level.

Physical Social Organizational
. i Person-task-tools
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(health professionals)
* Quality of care (government)
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and ‘ = Language barrier
expectations
+ Nature of disease = Attitudes and beliefs
= Change in ability to work
« Change in energy level
= Emotional state
= Complexity of treatment
Mesolevel Contextual Factors Discussion

Mesolevel contextual factors are aspects that affect
self-management because of the influences of people socialy
close to the patient or influences exerted by the immediate
surroundings or circumstances of the patient. These factors
equally affected the physical, social, and organizational
macroergonomic domains of the patient work system [2].
Contextual factors identified at this level, such as language
barriers and social support, are widely recognized by health
care systems, and supportive measures are often already in place
[43,55,63,86]. Moreover, efforts to locally improve these
contextual factors can significantly improvethe patient’s health
management, making such contextual factors an existing focus
for intervention from health professionals.

Macrolevel Contextual Factors

Macrolevel contextual factors arise from the society, culture,
or geopolitical entity in which the patient lived. These factors
affected the organizational aspect of the patient work system
[57,58,69,82]. Changing such contextual factorsusually requires
significant political or population health action, and individual
patients and health care professional s often struggle to influence
such factors on their own [47,57,63,69,82].
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Principal Findings

The purpose of this scoping review was to analyze the existing
literature on the tasks that health conditionsimposed on patients
and the contextual factors affecting these tasks[2]. Our results
indicate a continuum of patient work tasks, through which the
patient moves from tasks that are cognitive only to tasks that
are always visible and tasks that are aways conducted
collaboratively, while also experiencing how some tasks
generated resources for the future, whereas others mainly
consumed resources, as seenin Figure 4.

Contextual factors were mapped out by analyzing the factors
according to their micro-, meso-, or macrolevel of influence
and where they fitted along the patient work system, whether
within the macroergonomic factors of physical, social, and
organizational factors or the microergonomic triad of
person-tasks-tool [14]. Although all contextual factors fit into
the patient work system, there seems to be a mesoergonomic
layer not specified in the patient work system that acted as a
bridge between the macroergonomic influences and the more
personal and psychological microergonomic contextual factors.
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Figure 4. A continuum of patient work tasks that the patient moves through in their iliness journey.
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Limitations

Our review has some limitations. We only included articles
published in English and did not have access to studiesin other
languages. The relationship between the different aspects of
work tasksispropositional and has not been empirically tested.
We also focused on articles that addressed work conducted by
patients themselves, as opposed to work conducted by
caregivers.

Our review also did not cover detailed physical ergonomic
factors of the patient’s vicinity, such as the physical properties
of the areas where patients placed their medications, as the
included articles did not contain these details.

Comparison With Existing Literature

Corbin and Strauss [30] separated self-management into 3
different kinds of activities. emotional management, medical
management, and role management. Category 1 (not always
visible, can be conducted alone, and consumed resources) and
category 2 (not always visible, can be conducted alone, and
purposefully created resources) relate to cognitive workflow
[101] and fit into emotional management within the Corbin and
Strauss'smodel. Within the cognitive workflow, which consists
of sensemaking [102,103], planning, monitoring, decision
making [9], and coordinating, the person makes the cognitive
preparations necessary before conducting an action. This was
reflected in activities such as planning and adjusting routines
to make space for health-related work. Other cognitive tasks,
such as finding information on the web and developing mental
strategies, contribute to helping the patient to intellectualy
understand and psychologically accept their health condition.

Patients consider these tasks a part of life and rarely mention
such tasks to health professionals despite its prevalence,
reflecting a glaring need for more systematic support of these

https://www.jmir.org/2020/6/€16656

work as work that is conducted primarily cognitively and thus
invisible in the literal sense, tasks in categories 1 (not always
visible, can be conducted alone, and consumed resources) and
category 2 (not always visible, can be conducted alone, and
purposefully created resources) can also fit into the definition
of invisible work as it is used in ergonomics [ 104]—work that
is taken for granted, underacknowledged, and undervalued.
These tasks are only recognized as a burden when patients find
them overwhelming.

A large body of literature exists on supporting patients with
psychological distress, including psychotherapy [105] for
patients with advanced cancer, cognitive behavioral therapy,
and animal therapy [106], yet everyday tasks such as planning
and establishing routines are much more nebulous to support.
Patients reported using a variety of basic planning tools, such
as notebooks and cal endars with appointments written in them,
and it is possible that a digital extension of such tools, such as
integrated digital diaries, could better assist in this space.

Tasks in categories 3 (visible, can be conducted aone, and
consumed resources) and category 4 (visible, can be conducted
aone, and purposefully created resources) represent
health-related work acted out by individual patients,
corresponding to medical management [30]. The dimension of
lifestyle changes[107] isincorporated in these tasks as patients
carry out exercise, modify their diet, and sort their medications
into doses, work that the clinician traditionally ascribes to
self-management. It is well recognized that patients need to
have sufficient resources such as time [40,41], access to
affordable facilities, or physical capacities to perform tasks
satisfactorily [42]. Health professiona sand health organizations
have focused on assisting with these tasks for many years, and
many patients are aware of the presence of such support
programs. Category 4 (visible, can be conducted aone, and
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purposefully created resources) present as a dightly different
category that initially consumestime and money but ultimately
results in a large increase in capacity, such as the purchase of
assistive devices, which can significantly improve the efficacy
of self-carein the future.

Tasks in categories 5 (visible, must be conducted
collaboratively, and consumed resources) and category 6
(visible, must be conducted collaboratively, and purposefully
created resources) are tasks that are inherently collaborative,
bringing self-management out of theindividual’s personal lives
and interacting with role and relationship management [30]
regarding health professionals or family. These tasks also
correspond to the self-care dimensions of communication
[107,108] and obtaining help [109]. Some tasks in category 5
have the patient play a passive role (eg, visiting the emergency
department), whereas activities in category 6 saw the patient
interact with others as a peer or an expert (eg, attending patient
support groups and teaching others about the disease and
treatments). When a patient acts as an equal partner in a
health-related relationship and feels the relationship to be a
positive and empowering experience, the psychological and
socia benefits expand the patient’s capacity [43] and social
resilience[15,110]. However, although the health system noted
the benefits of such tasks and encouraged collaborative and
equal decision making between the patient and the clinician,
category 6 tasks were the least prevalent in our review,
indicating that such tasks may still be taken up by only a small
section of more informed and proactive patients.

Contextual Factorsin the Patient Work Framework

The patient work system [2] separatesthe patient’s surroundings
into macroergonomic and microergonomic categories, with a
middle household and community levels. In the
macroergonomicslayer, physical contexts described influences
of the physical world and social contexts described theinfluence
of other people, whereas organizational contexts encompassed
temporal organization (daily routines), societal organization
(finances and family roles), and political organization (health
system and legal issues). In the microergonomics layer, person
described the characteristics of the people involved, task
described the inherent challenges of the task, and tools described
the method or tool used to perform the task.

This review further separated the contextual influences into 3
layers: macro, meso, and micro. At the macrolevel, the patient
work system addressed many factors that affected patients on
agovernmental or cultural level. The mesolevel, which was not
explicitly stated in the patient work system, appearsto act asa
bridge transporting macrolevel values and expectations down
to the individual. For example, cultural values filtered down to
socia expectations, and the structure of the health care system
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emphasized the impact of financial problems. Although not
addressed within the patient work system, the meso layer
certainly exists and exertsits influence through the people and
the environment closest to the patient.

On the microlevel, most of the identified contextual factors fit
into the person-task-tools triad, and most of those factors were
within person. Patients in our review reported a variety of
emotional and mental influences that atered their actions,
indicating their motivation and belief in their capacity was
sometimes moreimportant than the resources available to them.
Patients experiencing different health conditions were affected
by common emotional states, such as fear of medication side
effectsand dreading the future [67,69,71,75,80]. Asan element
of concern, patients in our scoping review rarely reported
consulting mental health professionals about these fluctuating
emotions, opting instead to brave through on their own
[45,58,60,71,75,96]. Although thereisliterature indicating that
different personality types respond differently to intervention
styles [111-113], it is also probable that patients need to be
aware of the available psychological help or be motivated to
use such services to receive sufficient help through their
psychological journey.

Conclusions

This review aimed to provide insight into the design and
implementation of self-management interventions by
understanding where the health-related work burden lies for
community-based patients and how context influences such
work. In our scoping review, we found a high prevalence of
patient work tasks conducted in the privacy of the patient’sown
lives—often aone, cognitive or unacknowledged, and
consuming resources. However, despite continuous efforts to
improve community-based self-management, there are no
definitive models of intervention addressing this need, and
patients continue to struggle to incorporate self-management
into their daily lives.

Innovative digital technologies, such as using digital devices
to track and monitor one's health, may play arolein supporting
individuals with these invisible and solitary health tasks.
Similarly, more personalized and flexible treatment might be
achieved by sociotechnical interventions, which carefully
consider how interactions with the health care system could
affect different facets of an individual’s daily life.

Existing self-management literature, traditionally only focusing
on the physical aspectsof health-related work, has been enriched
by unveiling the internal experiences of patients. As research
increasingly considers health as an interplay between biology,
psychology, and sociology, we are beginning to better assess
thevariouslayers of patient work and contextsthat can influence
the implementation of self-care.

The authors would like to thank Ms Yi-Jen Lu, Ms Natasha Hughes, and Mr Ivan Khizhnyak for their assistance with paper
screening and data extraction. Thisresearch was supported by the National Health and Medical Research Council grant APP1134919
(Centre for Research Excellence in Digital Health). AL was supported by the New South Wales Health Early-Mid Career

Fellowship.

https://www.jmir.org/2020/6/€16656

JMed Internet Res 2020 | vol. 22 | iss. 6 | €16656 | p. 9
(page number not for citation purposes)


http://www.w3.org/Style/XSL
http://www.renderx.com/

JOURNAL OF MEDICAL INTERNET RESEARCH Yineta

Authors Contributions

KY and JJ designed the study, developed the search strategy, conducted the searches, screened the retrieved papers, extracted
relevant information, and drafted the paper as the first authors. EC conceptualized the study and helped with drafting the paper,
and LL, AK, and WT contributed toward search strategy development, paper screening, and data extraction. AB helped with
developing the search strategy and writing drafts of the paper, and DP assisted with data extraction. AL contributed throughout
the project, starting from conceptualization, to study design, search strategy development, and editing subsequent drafts of the

paper.

Conflictsof I nterest
None declared.

Multimedia Appendix 1

Search terms and screening processes.
[DOCX File, 14 KB-Multimedia Appendix 1]

Multimedia Appendix 2

Screening results.
[DOCX File, 12 KB-Multimedia Appendix 2]

Multimedia Appendix 3

Characteristics (original research articles).
[DOCX File, 57 KB-Multimedia Appendix 3]

Multimedia Appendix 4

Characteristics (reviews).
[DOCX File, 18 KB-Multimedia Appendix 4]

Multimedia Appendix 5
[DOCX File , 57 KB-Multimedia Appendix 5]

Multimedia Appendix 6

Example of patient worktasks.
[DOCX File, 18 KB-Multimedia Appendix 6]

Multimedia Appendix 7

Examples of contextual factors.
[DOCX File, 16 KB-Multimedia Appendix 7]

References

1.  World Hedlth Organisation. Global Strategy and Action Plan on Ageing and Health. Geneva, Switzerland: World Health
Organisation; 2017.

2. Holden RJ, Vadez RS, Schubert CC, Thompson MJ, Hundt AS. Macroergonomic factors in the patient work system:
examining the context of patients with chronic illness. Ergonomics 2017 Jan;60(1):26-43 [FREE Full text] [doi:
10.1080/00140139.2016.1168529] [Medline: 27164171]

3.  YenlL,McReel, Jowsey T, Gillespie J, Dugdale P, Banfield M, et al. Health work by older people with chronic illness:
how much time doesit take? Chronic 111n 2013 Dec;9(4):268-282. [doi: 10.1177/1742395313476720] [Medline: 23463322]

4.  Liddy C, Blazkho V, Mill K. Challenges of self-management when living with multiple chronic conditions: systematic
review of the qualitative literature. Can Fam Physician 2014 Dec;60(12):1123-1133 [FREE Full text] [Medline: 25642490]

5.  Koch G, Wakefield BJ, Wakefield DS. Barriers and facilitators to managing multiple chronic conditions. a systematic
literature review. West J Nurs Res 2015 Apr;37(4):498-516. [doi: 10.1177/0193945914549058] [Medline: 25193613]

6. Douglass J, Graves P, Gordon S. Self-care for management of secondary lymphedema: a systematic review. PLoS Negl
Trop Dis 2016 Jun;10(6):e0004740 [FREE Full text] [doi: 10.1371/journal .pntd.0004740] [Medline: 27275844]

https://www.jmir.org/2020/6/€16656 JMed Internet Res 2020 | vol. 22 | iss. 6 | €16656 | p. 10
(page number not for citation purposes)

RenderX


https://jmir.org/api/download?alt_name=jmir_v22i6e16656_app1.docx&filename=3368cf43f866f4c6509b7e7836253394.docx
https://jmir.org/api/download?alt_name=jmir_v22i6e16656_app1.docx&filename=3368cf43f866f4c6509b7e7836253394.docx
https://jmir.org/api/download?alt_name=jmir_v22i6e16656_app2.docx&filename=0cd115d5214540f72d4901d842accf7e.docx
https://jmir.org/api/download?alt_name=jmir_v22i6e16656_app2.docx&filename=0cd115d5214540f72d4901d842accf7e.docx
https://jmir.org/api/download?alt_name=jmir_v22i6e16656_app3.docx&filename=2d5e0591cf2f600158a6a131dfab60ce.docx
https://jmir.org/api/download?alt_name=jmir_v22i6e16656_app3.docx&filename=2d5e0591cf2f600158a6a131dfab60ce.docx
https://jmir.org/api/download?alt_name=jmir_v22i6e16656_app4.docx&filename=3f483a53f268bdb7cbe4ffe14ed0a8b4.docx
https://jmir.org/api/download?alt_name=jmir_v22i6e16656_app4.docx&filename=3f483a53f268bdb7cbe4ffe14ed0a8b4.docx
https://jmir.org/api/download?alt_name=jmir_v22i6e16656_app5.docx&filename=f309d62a7d0f343a0a28cd49e13c983c.docx
https://jmir.org/api/download?alt_name=jmir_v22i6e16656_app5.docx&filename=f309d62a7d0f343a0a28cd49e13c983c.docx
https://jmir.org/api/download?alt_name=jmir_v22i6e16656_app6.docx&filename=82241239bb02efd1a4b8b42e6b0ef388.docx
https://jmir.org/api/download?alt_name=jmir_v22i6e16656_app6.docx&filename=82241239bb02efd1a4b8b42e6b0ef388.docx
https://jmir.org/api/download?alt_name=jmir_v22i6e16656_app7.docx&filename=04b312ac364917b66546c2675595492d.docx
https://jmir.org/api/download?alt_name=jmir_v22i6e16656_app7.docx&filename=04b312ac364917b66546c2675595492d.docx
http://europepmc.org/abstract/MED/27164171
http://dx.doi.org/10.1080/00140139.2016.1168529
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=27164171&dopt=Abstract
http://dx.doi.org/10.1177/1742395313476720
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=23463322&dopt=Abstract
http://www.cfp.ca/cgi/pmidlookup?view=long&pmid=25642490
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=25642490&dopt=Abstract
http://dx.doi.org/10.1177/0193945914549058
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=25193613&dopt=Abstract
http://dx.plos.org/10.1371/journal.pntd.0004740
http://dx.doi.org/10.1371/journal.pntd.0004740
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=27275844&dopt=Abstract
http://www.w3.org/Style/XSL
http://www.renderx.com/

JOURNAL OF MEDICAL INTERNET RESEARCH Yineta

7.

10.

11.

12.

13.

14.

15.

16.

17.

18.

19.

20.

21.

22.

23.

24,

25.

26.

27.

28.

29.

30.

Jaarsma T, Cameron J, Riegel B, Stromberg A. Factors related to self-care in heart failure patients according to the
middle-range theory of self-care of chronic illness: aliterature update. Curr Heart Fail Rep 2017 Apr;14(2):71-77 [FREE
Full text] [doi: 10.1007/s11897-017-0324-1] [Medline: 28213768]

Jolly K, Magjathi S, Sitch AJ, Heneghan NR, Riley RD, Moore DJ, et al. Self-management of health care behaviors for
COPD: a systematic review and meta-analysis. Int J Chron Obstruct Pulmon Dis 2016;11:305-326 [FREE Full text] [doi:
10.2147/COPD.S90812] [Medline: 26937183]

Lorig KR, Holman HR. Self-management education: history, definition, outcomes, and mechanisms. Ann Behav Med 2003
Aug;26(1):1-7. [doi: 10.1207/S15324796ABM2601_01] [Medline: 12867348]

Kaptein A, Fischer M, Scharloo M. Self-management in patients with COPD: theoretical context, content, outcomes, and
integrationinto clinical care. Int JChron Obstruct Pulmon Dis 2014;9:907-917 [ FREE Full text] [doi: 10.2147/COPD.$49622]
[Medline: 25214777]

AppsLD, Harrison S, Williams JE, Hudson N, Steiner M, Morgan M, et al. How do informal self-care strategies evolve
among patients with chronic obstructive pulmonary disease managed in primary care? A qualitative study. Int J Chron
Obstruct Pulmon Dis 2014;9:257-263 [FREE Full text] [doi: 10.2147/COPD.S52691] [Medline: 24600218]

Bodenheimer T, Lorig K, Holman H, Grumbach K. Patient self-management of chronic diseasein primary care. JAm Med
Assoc 2002 Nov 20;288(19):2469-2475. [doi: 10.1001/jama.288.19.2469] [Medline: 12435261]

Clark NM, Gong M, Kaciroti N. A model of self-regulation for control of chronic disease. Health Educ Behav 2001
Dec;28(6):769-782. [doi: 10.1177/109019810102800608] [Medline: 11720277)

Holden RJ, Schubert CC, Mickelson RS. The patient work system: an analysis of self-care performance barriers among
elderly heart failure patients and their informal caregivers. Appl Ergon 2015 Mar;47:133-150 [FREE Full text] [doi:
10.1016/j.apergo.2014.09.009] [Medline: 25479983]

Lecerof S, Stafstrom M, Westerling R, Ostergren PO. Does social capital protect mental health among migrantsin Sweden?
Health Promot Int 2016 Sep;31(3):644-652. [doi: 10.1093/heapro/dav048] [Medline: 26048867]

Blandford A, Farrington K, Mayer A, Walker D, Rajkomar A. Coping strategies when self-managing care on home
haemodialysis. J Ren Care 2015 Sep 2;7(5):222-228. [doi: 10.12968/jorn.2015.7.5.222]

Burgess E, Reddy M, Davenport A, Laboi P, Blandford A. "Tricky to Get Your Head Around': Information Work of People
Managing Chronic Kidney Diseasein the UK. In: Proceedings of the 2019 CHI Conference on Human Factorsin Computing
Systems. 2019 Presented at: CHI'19; May 4-9, 2019; Glasgow, Scotland, UK. [doi: 10.1145/3290605.3300895]

Flurey CA, Morris M, Richards P, Hughes R, Hewlett S. It'slike ajuggling act: rheumatoid arthritis patient perspectives
on daily life and flare while on current treatment regimes. Rheumatology (Oxford) 2014 Apr;53(4):696-703 [FREE Full
text] [doi: 10.1093/rheumatol ogy/ket416] [Medline: 24357813]

Halls S, Dures E, Kirwan J, Pollock J, Baker G, Edmunds A, et al. Stiffness is more than just duration and severity: a
qualitative exploration in people with rheumatoid arthritis. Rheumatology (Oxford) 2015 Apr;54(4):615-622 [FREE Full
text] [doi: 10.1093/rheumatology/keu379] [Medline: 25231178]

Hammarlund CS, Lexell J, Brogardh C. Perceived consequences of ageing with late effects of polio and strategies for
managing daily life: a qualitative study. BMC Geriatr 2017 Aug 9;17(1):179 [FREE Full text] [doi:
10.1186/s12877-017-0563-8] [Medline: 28793865]

Thille B, Ward N, Russell G. Self-management support in primary care: enactments, disruptions, and conversational
consequences. Soc Sci Med 2014 May;108:97-105. [doi: 10.1016/j.socscimed.2014.02.041] [Medline: 24632054]
Crowley MJ, Holleman R, Klamerus ML, Bosworth HB, Edelman D, Heisler M. Factors associated with persistent poorly
controlled diabetes mellitus: clues to improving management in patients with resistant poor control. Chronic I1in 2014
Dec;10(4):291-302 [FREE Full text] [doi: 10.1177/1742395314523653] [Medline: 24567193]

Matarese M, Lommi M, de Marinis MG, Riegel B. A systematic review and integration of concept analyses of self-care
and related concepts. J Nurs Scholarsh 2018 May;50(3):296-305. [doi: 10.1111/jnu.12385] [Medline: 29645402]
OHaral, de SouzalLH, IdeL. A Delphi study of self-carein acommunity population of people with multiple sclerosis.
Clin Rehabil 2000 Feb;14(1):62-71. [doi: 10.1191/026921500666135189] [Medline: 10688346]

Learmonth YC, Motl RW. Physical activity and exercise training in multiple sclerosis: areview and content analysis of
qualitative research identifying perceived determinants and consequences. Disabil Rehabil 2016;38(13):1227-1242. [doi:
10.3109/09638288.2015.1077397] [Medline: 26314587]

Arksey H, O'Malley L. Scoping studies: towards a methodological framework. Int J Soc Res 2005 Feb;8(1):19-32 [FREE
Full text] [doi: 10.1080/1364557032000119616]

YinK, Laranjo L, Tong HL, Lau AY, Kocaballi AB, Martin B, et a. Context-aware systems for chronic disease patients:
scoping review. JMed Internet Res 2019 Jun 17;21(6):€10896 [ FREE Full text] [doi: 10.2196/10896] [Medline: 31210138]
Cohen J. A coefficient of agreement for nominal scales. Educ Psychol Meas 2016 Jul 2;20(1):37-46 [FREE Full text] [doi:
10.1177/001316446002000104]

Corbin J, Strauss A. Managing chronic illness at home: three lines of work. Qual Sociol 1985;8(3):224-247. [doi:
10.1007/bf00989485]

Corbin JM, Strauss A. Unending Work and Care: Managing Chronic IlIness at Home. San Francisco, CA: Jossey-Bass,
1988.

https://www.jmir.org/2020/6/e16656 JMed Internet Res 2020 | vol. 22 | iss. 6 | €16656 | p. 11

(page number not for citation purposes)


http://europepmc.org/abstract/MED/28213768
http://europepmc.org/abstract/MED/28213768
http://dx.doi.org/10.1007/s11897-017-0324-1
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=28213768&dopt=Abstract
https://dx.doi.org/10.2147/COPD.S90812
http://dx.doi.org/10.2147/COPD.S90812
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=26937183&dopt=Abstract
http://dx.doi.org/10.1207/S15324796ABM2601_01
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=12867348&dopt=Abstract
https://dx.doi.org/10.2147/COPD.S49622
http://dx.doi.org/10.2147/COPD.S49622
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=25214777&dopt=Abstract
https://dx.doi.org/10.2147/COPD.S52691
http://dx.doi.org/10.2147/COPD.S52691
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=24600218&dopt=Abstract
http://dx.doi.org/10.1001/jama.288.19.2469
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=12435261&dopt=Abstract
http://dx.doi.org/10.1177/109019810102800608
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=11720277&dopt=Abstract
http://europepmc.org/abstract/MED/25479983
http://dx.doi.org/10.1016/j.apergo.2014.09.009
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=25479983&dopt=Abstract
http://dx.doi.org/10.1093/heapro/dav048
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=26048867&dopt=Abstract
http://dx.doi.org/10.12968/jorn.2015.7.5.222
http://dx.doi.org/10.1145/3290605.3300895
http://europepmc.org/abstract/MED/24357813
http://europepmc.org/abstract/MED/24357813
http://dx.doi.org/10.1093/rheumatology/ket416
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=24357813&dopt=Abstract
http://europepmc.org/abstract/MED/25231178
http://europepmc.org/abstract/MED/25231178
http://dx.doi.org/10.1093/rheumatology/keu379
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=25231178&dopt=Abstract
https://bmcgeriatr.biomedcentral.com/articles/10.1186/s12877-017-0563-8
http://dx.doi.org/10.1186/s12877-017-0563-8
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=28793865&dopt=Abstract
http://dx.doi.org/10.1016/j.socscimed.2014.02.041
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=24632054&dopt=Abstract
http://europepmc.org/abstract/MED/24567193
http://dx.doi.org/10.1177/1742395314523653
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=24567193&dopt=Abstract
http://dx.doi.org/10.1111/jnu.12385
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=29645402&dopt=Abstract
http://dx.doi.org/10.1191/026921500666135189
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=10688346&dopt=Abstract
http://dx.doi.org/10.3109/09638288.2015.1077397
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=26314587&dopt=Abstract
https://doi.org/10.1080/1364557032000119616
https://doi.org/10.1080/1364557032000119616
http://dx.doi.org/10.1080/1364557032000119616
https://www.jmir.org/2019/6/e10896/
http://dx.doi.org/10.2196/10896
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=31210138&dopt=Abstract
https://doi.org/10.1177/001316446002000104
http://dx.doi.org/10.1177/001316446002000104
http://dx.doi.org/10.1007/bf00989485
http://www.w3.org/Style/XSL
http://www.renderx.com/

JOURNAL OF MEDICAL INTERNET RESEARCH Yineta

31.

32.

33.

35.

36.

37.

38.

39.

40.

41.

42.

43.

45,

46.

47.

48.

49,

50.

51.

52.

53.

Dack C, Ross J, Stevenson F, Pal K, Gubert E, Michie S, et al. A digital self-management intervention for adults with type
2 diabetes: combining theory, data and participatory design to develop Hel P-Diabetes. Internet Interv 2019 Sep;17:100241
[FREE Full text] [doi: 10.1016/j.invent.2019.100241] [Medline: 31372349]

Mickelson RS, Holden RJ. Capturing the Medication Management Work System of Older Adults Using aDigital Diary
Method. In: Proceedings of the Human Factors and Ergonomics Society Annual Meeting. 2017 Presented at: HFES'17;
October 9-13, 2017; Austin, Texas p. 555-559. [doi: 10.1177/1541931213601622]

Schultz TJ, Kitson AL. Measuring the context of carein an Australian acute care hospital: a nurse survey. Implement Sci
2010 Aug 2;5:60 [FREE Full text] [doi: 10.1186/1748-5908-5-60] [Medline: 20673373]

Krawczyk M, Sawatzky R, Schick-Makaroff K, Stajduhar K, Ohlen J, Reimer-Kirkham S, et al. Micro-meso-macro practice
tensionsin using patient-reported outcome and experience measures in hospital palliative care. Qual Health Res 2018 Mar
1;29(4):510-521. [doi: 10.1177/1049732318761366] [Medline: 29542400]

Greenhalgh T, Russell J. Why do evaluations of eHealth programsfail? An aternative set of guiding principles. PLoSMed
2010 Nov 2;7(11):€1000360 [FREE Full text] [doi: 10.1371/journal.pmed.1000360] [Medline: 21072245]

Sutherland HJ, Till JE. Quality of life assessments and levels of decision making: differentiating objectives. Qual Life Res
1993 Aug;2(4):297-303. [doi: 10.1007/bf00434801] [Medline: 8220364]

Smith T, McNeil K, Mitchell R, Boyle B, Ries N. A study of macro-, meso- and micro-barriers and enablers affecting
extended scopes of practice: the case of rural nurse practitionersin Australia. BMC Nurs 2019;18:14 [FREE Full text] [doi:
10.1186/s12912-019-0337-z] [Medline: 30976197]

Caldwell S, Mays N. Studying policy implementation using a macro, meso and micro frame analysis: the case of the
collaboration for leadership in applied health research & care (CLAHRC) programme nationally and in North West L ondon.
Health Res Policy Syst 2012 Oct 15;10:32 [FREE Full text] [doi: 10.1186/1478-4505-10-32] [Medline: 23067208]
Kapiriri L, Norheim O, Martin D. Priority setting at the micro-, meso- and macro-levelsin Canada, Norway and Uganda.
Hesalth Policy 2007 Jun;82(1):78-94. [doi: 10.1016/].healthpol.2006.09.001] [Medline: 17034898]

Close C, Sinclair M, Liddle D, Mc Cullough J, Hughes C. Women's experience of low back and/or pelvic pain (LBPP)
during pregnancy. Midwifery 2016 Jun;37:1-8. [doi: 10.1016/j.midw.2016.03.013] [Medline: 27217231]

Chen K, LiuC, Shyu YL, Yeh S. Living with chronic obstructive pulmonary disease: the process of self-managing chronic
obstructive pulmonary disease. JNurs Res 2016 Sep;24(3):262-271. [doi: 10.1097/jnr.0000000000000152] [Medline:
27015593]

Thompson M. Occupations, habits, and routines: perspectives from persons with diabetes. Scand J Occup Ther 2014
Mar;21(2):153-160. [doi: 10.3109/11038128.2013.851278] [Medline: 24215481]

Boehmer KR, Gionfriddo MR, Rodriguez-Gutierrez R, Dabrh AM, Leppin AL, Hargraves|, et al. Patient capacity and
constraints in the experience of chronic disease: a qualitative systematic review and thematic synthesis. BMC Fam Pract
2016 Sep 1;17:127 [FREE Full text] [doi: 10.1186/s12875-016-0525-9] [Medline: 27585439]

Bowling CB, Vandenberg AE, PhillipsLS, McClellan WM, Johnson TM, Echt KV. Older patients perspectives on managing
complexity in CKD self-management. Clin J Am Soc Nephrol 2017 Apr 3;12(4):635-643 [EREE Full text] [doi:
10.2215/CJIN.06850616] [Medline: 28389529]

Browne C, Salmon N, Kehoe M. Bladder dysfunction and quality of life for people with multiple sclerosis. Disabil Rehabil
2015;37(25):2350-2358. [doi: 10.3109/09638288.2015.1027007] [Medline: 25801920]

Bukhave EB, Huniche L. Activity problemsin everyday life-patients perspectives of hand osteoarthritis: 'try imagining
what it would be like having no hands'. Disabil Rehabil 2014;36(19):1636-1643. [doi: 10.3109/09638288.2013.863390]
[Medline: 24308906]

Cobussen-Boekhorst H, Hermeling E, Heesakkers J, van Gaal B. Patients experience with intermittent catheterisation in
everyday life. JClin Nurs 2016 May;25(9-10):1253-1261. [doi: 10.1111/jocn.13146] [Medline: 26991436]
Czuber-Dachan W, Dibley LB, Terry H, Ream E, Norton C. The experience of fatigue in people with inflammatory bowel
disease: an exploratory study. JAdv Nurs 2013 Sep;69(9):1987-1999. [doi: 10.1111/jan.12060] [Medline: 23215959]
Dahlviken RM, Fridlund B, Mathisen L. Women's experiences of Takotsubo cardiomyopathy in a short-term perspective-a
qualitative content analysis. Scand J Caring Sci 2015 Jun;29(2):258-267. [doi: 10.1111/scs.12158] [Medline: 24953349]
Dehghanzadeh S, Nayeri ND, Varael S, Kheirkhah J. Living with cardiac resynchronization therapy: challengesfor people
with heart failure. Nurs Health Sci 2017 Mar;19(1):112-118. [doi: 10.1111/nhs.12325] [Medline: 28097793]

Franklin ZC, Smith NC, Fowler NE. A qualitative investigation of factorsthat matter to individualsin the pain management
process. Disabil Rehabil 2016 Sep;38(19):1934-1942. [doi: 10.3109/09638288.2015.1107782] [Medline: 26728636]
Gallacher K1, May CR, Langhorne B, Mair FS. A conceptual model of treatment burden and patient capacity in stroke.
BMC Fam Pract 2018 Jan 9;19(1):9 [FREE Full text] [doi: 10.1186/s12875-017-0691-4] [Medline: 29316892]

Hunt T, Madigan S, Williams M, Olds T. Use of time in people with chronic obstructive pulmonary disease-a systematic
review. Int J Chron Obstruct Pulmon Dis 2014;9:1377-1388 [FREE Full text] [doi: 10.2147/COPD.S74298] [Medline:
25548519]

Levin-Zamir D, Badarne S, Ngjami M, Noy SG, Poraz |, ShapiraM, et a. The use of focus groups as a basis for planning
and implementing culturally appropriate health promotion among people with diabetesin the Arab community. Glob Health
Promot 2016 Mar;23(1):5-14. [doi: 10.1177/1757975914548200] [Medline: 25802303]

https://www.jmir.org/2020/6/e16656 JMed Internet Res 2020 | vol. 22 | iss. 6 | €16656 | p. 12

(page number not for citation purposes)


https://linkinghub.elsevier.com/retrieve/pii/S2214-7829(18)30042-3
http://dx.doi.org/10.1016/j.invent.2019.100241
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=31372349&dopt=Abstract
http://dx.doi.org/10.1177/1541931213601622
https://implementationscience.biomedcentral.com/articles/10.1186/1748-5908-5-60
http://dx.doi.org/10.1186/1748-5908-5-60
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=20673373&dopt=Abstract
http://dx.doi.org/10.1177/1049732318761366
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=29542400&dopt=Abstract
http://dx.plos.org/10.1371/journal.pmed.1000360
http://dx.doi.org/10.1371/journal.pmed.1000360
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=21072245&dopt=Abstract
http://dx.doi.org/10.1007/bf00434801
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=8220364&dopt=Abstract
https://bmcnurs.biomedcentral.com/articles/10.1186/s12912-019-0337-z
http://dx.doi.org/10.1186/s12912-019-0337-z
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=30976197&dopt=Abstract
https://health-policy-systems.biomedcentral.com/articles/10.1186/1478-4505-10-32
http://dx.doi.org/10.1186/1478-4505-10-32
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=23067208&dopt=Abstract
http://dx.doi.org/10.1016/j.healthpol.2006.09.001
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=17034898&dopt=Abstract
http://dx.doi.org/10.1016/j.midw.2016.03.013
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=27217231&dopt=Abstract
http://dx.doi.org/10.1097/jnr.0000000000000152
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=27015593&dopt=Abstract
http://dx.doi.org/10.3109/11038128.2013.851278
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=24215481&dopt=Abstract
https://bmcfampract.biomedcentral.com/articles/10.1186/s12875-016-0525-9
http://dx.doi.org/10.1186/s12875-016-0525-9
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=27585439&dopt=Abstract
http://cjasn.asnjournals.org/cgi/pmidlookup?view=long&pmid=28389529
http://dx.doi.org/10.2215/CJN.06850616
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=28389529&dopt=Abstract
http://dx.doi.org/10.3109/09638288.2015.1027007
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=25801920&dopt=Abstract
http://dx.doi.org/10.3109/09638288.2013.863390
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=24308906&dopt=Abstract
http://dx.doi.org/10.1111/jocn.13146
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=26991436&dopt=Abstract
http://dx.doi.org/10.1111/jan.12060
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=23215959&dopt=Abstract
http://dx.doi.org/10.1111/scs.12158
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=24953349&dopt=Abstract
http://dx.doi.org/10.1111/nhs.12325
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=28097793&dopt=Abstract
http://dx.doi.org/10.3109/09638288.2015.1107782
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=26728636&dopt=Abstract
https://bmcfampract.biomedcentral.com/articles/10.1186/s12875-017-0691-4
http://dx.doi.org/10.1186/s12875-017-0691-4
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=29316892&dopt=Abstract
https://dx.doi.org/10.2147/COPD.S74298
http://dx.doi.org/10.2147/COPD.S74298
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=25548519&dopt=Abstract
http://dx.doi.org/10.1177/1757975914548200
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=25802303&dopt=Abstract
http://www.w3.org/Style/XSL
http://www.renderx.com/

JOURNAL OF MEDICAL INTERNET RESEARCH Yineta

55.

56.

57.

58.

59.

60.

61.

62.

63.

65.

66.

67.

68.

69.

70.

71.

72.

73.

74.

75.

76.

Lidén E, Bjork-Bramberg E, Svensson S. The meaning of learning to live with medically unexplained symptoms as narrated
by patientsin primary care: a phenomenol ogical-hermeneutic study. Int J Qual Stud Health Well-Being 2015;10:27191
[FREE Full text] [doi: 10.3402/ghw.v10.27191] [Medline: 25887965]

Lindquist H, Enblom A, Bergmark K. Self-care among female cancer survivors with secondary lymphedema: a qualitative
study. Rehabil Oncol 2015;33(1):51-57. [doi: 10.1097/01893697-201533010-00009]

Martin F, Kiwanuka T, Kawuma R, Zalwango F, Seeley J. Tasks and strategies of self-management of living with
antiretroviral therapy in Uganda. AIDS Patient Care STDS 2013 Dec;27(12):697-706. [doi: 10.1089/apc.2013.0254]
[Medline: 24219780]

AuT, Wong M, McMillan A, Bridges S, McGrath C. Treatment seeking behaviour in southern Chinese elders with chronic
orofacial pain: aqualitative study. BMC Oral Health 2014 Jan 25;14:8 [FREE Full text] [doi: 10.1186/1472-6831-14-8]
[Medline: 24460663]

Burnett K, Glaspole I, Holland AE. Understanding the patient's experience of care in idiopathic pulmonary fibrosis.
Respirology 2019 Mar;24(3):270-277 [EREE Full text] [doi: 10.1111/resp.13414] [Medline: 30282111]

Cameron MH, Asano M, Bourdette D, Finlayson ML. People with multiple sclerosis use many fall prevention strategies
but still fall frequently. Arch Phys Med Rehabil 2013 Aug;94(8):1562-1566. [doi: 10.1016/j.apmr.2013.01.021] [Medline:
23391522]

Cheung MM, Saini B, Smith L. Drawing asthma: an exploration of patients perceptions and experiences. J Asthma 2018
Mar;55(3):284-293. [doi: 10.1080/02770903.2017.1325492] [Medline: 28514199]

Dia M, Holmes J, McGownd R, Wendler M. 'l do the best | can:' personal care preferences of patients of size. Appl Nurs
Res 2018 Feb;39:259-264. [doi: 10.1016/.apnr.2017.11.028] [Medline: 29422169]

Graham LJ, Connelly DM. 'Any movement at all is exercise”: afocused ethnography of rural community-dwelling older
adults perceptions and experiences of exercise as self-care. Physiother Can 2013;65(4):333-341 [FREE Full text] [doi:
10.3138/ptc.2012-31] [Medline: 24396160]

Jacobsson LR, Milberg A, Hjelm K, Friedrichsen M. Experiences and own management regarding residual symptoms
among people with Coeliac disease. Appl Nurs Res 2017 Jun;35:53-58. [doi: 10.1016/j.apnr.2017.02.009] [Medline:
28532727)

Jani B, Blane D, Browne S, Montori V, May C, Shippee N, et al. Identifying treatment burden as an important concept for
end of life care in those with advanced heart failure. Curr Opin Support Palliat Care 2013 Mar;7(1):3-7. [doi:
10.1097/SPC.0b013e32835c071f] [Medline: 23196381]

Kawi J. Chronic low back pain patients' perceptions on self-management, self-management support, and functional ability.
Pain Manag Nurs 2014 Mar;15(1):258-264. [doi: 10.1016/j.pmn.2012.09.003] [Medline: 23232149]

Moore L, Frost J, Britten N. Context and complexity: the meaning of self-management for older adults with heart disease.
Sociol Health I1In 2015 Nov;37(8):1254-1269. [doi: 10.1111/1467-9566.12316] [Medline: 26235674]

Mousavizadeh S, Ashktorab T, Ahmadi F, Zandi M. From negligenceto perception of complexitiesin adherenceto treatment
processin peoplewith diabetes: agrounded theory study. Iran JMed Sci 2018 Mar;43(2):150-157 [FREE Full text] [Medline:
29749983]

O'Conor R, Martynenko M, Gagnon M, Hauser D, Young E, Lurio J, Supporting Asthma Self-Management Behaviors
Among Aging Adults (SAMBA) Investigators. A qualitative investigation of the impact of asthma and self-management
strategies among older adults. J Asthma 2017 Jan 2;54(1):39-45. [doi: 10.1080/02770903.2016.1193602] [Medline:
27315570Q]

Pauling JD, Domsic RT, Saketkoo LA, Almeida C, Withey J, Jay H, et al. Multinational qualitative research study exploring
the patient experience of Raynaud's phenomenon in systemic sclerosis. Arthritis Care Res (Hoboken) 2018
Sep;70(9):1373-1384 [FREE Full text] [doi: 10.1002/acr.23475] [Medline: 29473715]

Rintala T, Paavilainen E, Astedt-Kurki P. Everyday life of afamily with diabetes as described by adultswith type 1 diabetes.
Eur Diabetes Nurs 2015 Feb 17;10(3):86-90 [FREE Full text] [doi: 10.1002/edn.234]

Schjoedt I, Sommer I, Bjerrum MB. Experiences and management of fatigue in everyday life among adult patients living
with heart failure: a systematic review of qualitative evidence. JBI Database System Rev Implement Rep 2016
Mar;14(3):68-115. [doi: 10.11124/JBISRIR-2016-2441] [Medline: 27532141]

Stridsman C, Lindberg A, Skér L. Fatigue in chronic obstructive pulmonary disease: a qualitative study of people's
experiences. Scand J Caring Sci 2014 Mar;28(1):130-138. [doi: 10.1111/scs.12033] [Medline: 23517049]

Walthall H, Jenkinson C, Boulton M. Living with breathlessness in chronic heart failure: a qualitative study. J Clin Nurs
2017 Jul;26(13-14):2036-2044. [doi: 10.1111/jocn.13615] [Medline: 27731919]

Zhang L, Gallagher R, Lowres N, Orchard J, Freedman SB, Neubeck L. Using the 'think aloud' technique to explore quality
of lifeissues during standard quality-of-life questionnaires in patients with atrial fibrillation. Heart Lung Circ 2017
Feb;26(2):150-156. [doi: 10.1016/.hlc.2016.05.121] [Medline: 27469897)

Eilertsen G, Ormstad H, Kirkevold M. Experiences of poststroke fatigue: qualitative meta-synthesis. J Adv Nurs 2013
Mar;69(3):514-525. [doi: 10.1111/jan.12002] [Medline: 22943761]

https://www.jmir.org/2020/6/€16656 JMed Internet Res 2020 | vol. 22 | iss. 6 | €16656 | p. 13

(page number not for citation purposes)


http://europepmc.org/abstract/MED/25887965
http://dx.doi.org/10.3402/qhw.v10.27191
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=25887965&dopt=Abstract
http://dx.doi.org/10.1097/01893697-201533010-00009
http://dx.doi.org/10.1089/apc.2013.0254
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=24219780&dopt=Abstract
https://bmcoralhealth.biomedcentral.com/articles/10.1186/1472-6831-14-8
http://dx.doi.org/10.1186/1472-6831-14-8
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=24460663&dopt=Abstract
https://doi.org/10.1111/resp.13414
http://dx.doi.org/10.1111/resp.13414
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=30282111&dopt=Abstract
http://dx.doi.org/10.1016/j.apmr.2013.01.021
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=23391522&dopt=Abstract
http://dx.doi.org/10.1080/02770903.2017.1325492
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=28514199&dopt=Abstract
http://dx.doi.org/10.1016/j.apnr.2017.11.028
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=29422169&dopt=Abstract
http://europepmc.org/abstract/MED/24396160
http://dx.doi.org/10.3138/ptc.2012-31
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=24396160&dopt=Abstract
http://dx.doi.org/10.1016/j.apnr.2017.02.009
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=28532727&dopt=Abstract
http://dx.doi.org/10.1097/SPC.0b013e32835c071f
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=23196381&dopt=Abstract
http://dx.doi.org/10.1016/j.pmn.2012.09.003
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=23232149&dopt=Abstract
http://dx.doi.org/10.1111/1467-9566.12316
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=26235674&dopt=Abstract
http://europepmc.org/abstract/MED/29749983
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=29749983&dopt=Abstract
http://dx.doi.org/10.1080/02770903.2016.1193602
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=27315570&dopt=Abstract
https://doi.org/10.1002/acr.23475
http://dx.doi.org/10.1002/acr.23475
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=29473715&dopt=Abstract
https://doi.org/10.1155/2013/967872
http://dx.doi.org/10.1002/edn.234
http://dx.doi.org/10.11124/JBISRIR-2016-2441
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=27532141&dopt=Abstract
http://dx.doi.org/10.1111/scs.12033
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=23517049&dopt=Abstract
http://dx.doi.org/10.1111/jocn.13615
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=27731919&dopt=Abstract
http://dx.doi.org/10.1016/j.hlc.2016.05.121
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=27469897&dopt=Abstract
http://dx.doi.org/10.1111/jan.12002
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=22943761&dopt=Abstract
http://www.w3.org/Style/XSL
http://www.renderx.com/

JOURNAL OF MEDICAL INTERNET RESEARCH Yineta

77.

78.

79.

80.

81.

82.

83.

85.

86.

87.

88.

89.

90.

91.

92.

93.

94.

95.

96.

97.

98.

Kjekenl, Darre S, Slatkowsky-Cristensen B, Hermann M, Nilsen T, Eriksen CS, et al. Self-management strategiesto support
performance of daily activitiesin hand osteoarthritis. Scand J Occup Ther 2013 Jan;20(1):29-36. [doi:
10.3109/11038128.2012.661457] [Medline: 22376127]

Matthie N, Hamilton J, Wells D, Jenerette C. Perceptions of young adults with sickle cell disease concerning their disease
experience. JAdv Nurs 2016 Jun;72(6):1441-1451 [FREE Full text] [doi: 10.1111/jan.12760] [Medline: 26350494]

dal Bello-Haas VP, O'Connell ME, Morgan D. Maintaining health and wellness in the face of dementia: an exploratory
analysis of individuals attending arural and remote memory clinic. Rural Remote Health 2014;14(3):2722 [FREE Full text]
[Medline: 25100163]

Johnston C, Oprescu F, Gray M. Building the evidence for CRPS research from alived experience perspective. Scand J
Pain 2015 Oct 1;9(1):30-37. [doi: 10.1016/j.5pain.2015.06.003] [Medline: 29911652]

Kneck A, Fagerberg I, Eriksson LE, Lundman B. Living with diabetes-development of learning patterns over a 3-year
period. Int JQual Stud Health Well-Being 2014;9:24375 [ FREE Full text] [doi: 10.3402/ghw.v9.24375] [Medline; 25030359]
Matima R, Murphy K, Levitt N, BeLue R, Oni T. A qualitative study on the experiences and perspectives of public sector
patients in Cape Town in managing the workload of demands of HIV and type 2 diabetes multimorbidity. PLoS One
2018;13(3):e0194191 [FREE Full text] [doi: 10.1371/journal.pone.0194191] [Medline: 29538415]

Arman M, Hok J. Self-care follows from compassionate care-chronic pain patients' experience of integrative rehabilitation.
Scand J Caring Sci 2016 Jun;30(2):374-381. [doi: 10.1111/scs.12258] [Medline: 26395196)]

Coventry PA, Small N, Panagioti M, Adeyemi |, Bee P. Living with complexity; marshalling resources: asystematic review
and qualitative meta-synthesis of lived experience of mental and physical multimorbidity. BMC Fam Pract 2015 Nov
24;16:171 [FREE Full text] [doi: 10.1186/s12875-015-0345-3] [Medline: 26597934]

Fritz H. Theinfluence of daily routines on engaging in diabetes self-management. Scand J Occup Ther 2014
May;21(3):232-240 [FREE Full text] [doi: 10.3109/11038128.2013.868033] [Medline: 24329181]

Gerrish K, Naisby A, Ismail M. Experiences of the diagnosis and management of tuberculosis: afocused ethnography of
Somali patients and healthcare professionalsin the UK. J Adv Nurs 2013 Oct;69(10):2285-2294. [doi: 10.1111/jan.12112]
[Medline: 23421790]

Graffigna G, Barello S, Libreri C, Bosio C. How to engage type-2 diabetic patients in their own health management:
implicationsfor clinical practice. BMC Public Health 2014 Jun 25;14:648 [FREE Full text] [doi: 10.1186/1471-2458-14-648]
[Medline: 24966036]

Kimani K, Murray S, Grant L. Multidimensional needs of patients living and dying with heart failure in Kenya: a seria
interview study. BMC Palliat Care 2018 Feb 17;17(1):28 [FREE Full text] [doi: 10.1186/s12904-018-0284-6] [Medline:
29454383]

Robinson K, Lucas E, van den Dolder P, Halcomb E. Living with chronic obstructive pulmonary disease: the stories of
frequent attenders to the emergency department. J Clin Nurs 2018 Jan;27(1-2):48-56. [doi: 10.1111/jocn.13842] [Medline:
28382725]

Roberts AR, Adams KB, Warner CB. Effects of chronic illness on daily life and barriers to self-care for older women: a
mixed-methods exploration. JWomen Aging 2017;29(2):126-136. [doi: 10.1080/08952841.2015.1080539] [Medline:
27455030]

McQuoid J, Jowsey T, Talaulikar G. Contextualising renal patient routines: everyday space-time contexts, health service
access, and wellbeing. Soc Sci Med 2017 Jun;183:142-150 [FREE Full text] [doi: 10.1016/j.socscimed.2017.04.043]
[Medline: 28482275]

AppsL, Hewitt S, Green R, Bradding P, Murphy A, Martin N, et al. P245"... no cleaning, no stairs, no sex...everything
just stops': understanding living with severe asthma to inform effective self-management. Thorax 2015 Nov 12;70(Supp!
3):A200.1. [doi: 10.1136/thoraxjnl-2015-207770.381]

Ferreira S, Cordeiro R, Cajuhy F. Vulnerability in adults with sickle cell disease: subsidies for nursing care. Ciencia
2013;12(4):711-718. [doi: 10.4025/cienccuidsaude.v12i4.18723]

Lindgren I, Gard G, Brogardh C. Shoulder pain after stroke-experiences, consequences in daily life and effects of
interventions: a qualitative study. Disabil Rehabil 2018 May;40(10):1176-1182. [doi: 10.1080/09638288.2017.1290699]
[Medline: 28637154]

WestraBL, Paitich N, Ekstrom D, Mehle SC, Kaeding M, Abdo S, et al. Getting on with living life: experiences of older
adults after home care. Home Healthc Nurse 2013 Oct;31(9):493-501; quiz 501 [FREE Full text] [doi:
10.1097/NHH.0b013e3182a87654] [Medline: 24081131]

Bratzke LC, Muehrer RJ, Kehl KA, Lee KS, Ward EC, Kwekkeboom KL. Self-management priority setting and
decision-making in adults with multimorbidity: a narrative review of literature. Int J Nurs Stud 2015 Mar;52(3):744-755
[FREE Full text] [doi: 10.1016/j.ijnurstu.2014.10.010] [Medline: 25468131]

Wilson O, Kirwan J, Dures E, Quest E, Hewlett S. The experience of foot problems and decisions to access foot carein
patients with rheumatoid arthritis: a qualitative study. J Foot Ankle Res 2017;10(1):4 [FREE Full text] [doi:
10.1186/s13047-017-0188-3] [Medline: 28138340]

Peoples H, Brandt A, Wadhrens EE, la Cour K. Managing occupations in everyday life for people with advanced cancer
living at home. Scand J Occup Ther 2017 Jan;24(1):57-64. [doi: 10.1080/11038128.2016.1225815] [Medline: 27578556]

https://www.jmir.org/2020/6/e16656 JMed Internet Res 2020 | vol. 22 | iss. 6 | €16656 | p. 14

(page number not for citation purposes)


http://dx.doi.org/10.3109/11038128.2012.661457
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=22376127&dopt=Abstract
http://europepmc.org/abstract/MED/26350494
http://dx.doi.org/10.1111/jan.12760
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=26350494&dopt=Abstract
http://www.rrh.org.au/articles/subviewnew.asp?ArticleID=2722
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=25100163&dopt=Abstract
http://dx.doi.org/10.1016/j.sjpain.2015.06.003
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=29911652&dopt=Abstract
http://europepmc.org/abstract/MED/25030359
http://dx.doi.org/10.3402/qhw.v9.24375
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=25030359&dopt=Abstract
http://dx.plos.org/10.1371/journal.pone.0194191
http://dx.doi.org/10.1371/journal.pone.0194191
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=29538415&dopt=Abstract
http://dx.doi.org/10.1111/scs.12258
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=26395196&dopt=Abstract
https://bmcfampract.biomedcentral.com/articles/10.1186/s12875-015-0345-3
http://dx.doi.org/10.1186/s12875-015-0345-3
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=26597934&dopt=Abstract
http://europepmc.org/abstract/MED/24329181
http://dx.doi.org/10.3109/11038128.2013.868033
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=24329181&dopt=Abstract
http://dx.doi.org/10.1111/jan.12112
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=23421790&dopt=Abstract
https://bmcpublichealth.biomedcentral.com/articles/10.1186/1471-2458-14-648
http://dx.doi.org/10.1186/1471-2458-14-648
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=24966036&dopt=Abstract
https://bmcpalliatcare.biomedcentral.com/articles/10.1186/s12904-018-0284-6
http://dx.doi.org/10.1186/s12904-018-0284-6
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=29454383&dopt=Abstract
http://dx.doi.org/10.1111/jocn.13842
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=28382725&dopt=Abstract
http://dx.doi.org/10.1080/08952841.2015.1080539
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=27455030&dopt=Abstract
http://europepmc.org/abstract/MED/28482275
http://dx.doi.org/10.1016/j.socscimed.2017.04.043
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=28482275&dopt=Abstract
http://dx.doi.org/10.1136/thoraxjnl-2015-207770.381
http://dx.doi.org/10.4025/cienccuidsaude.v12i4.18723
http://dx.doi.org/10.1080/09638288.2017.1290699
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=28637154&dopt=Abstract
http://europepmc.org/abstract/MED/24081131
http://dx.doi.org/10.1097/NHH.0b013e3182a87654
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=24081131&dopt=Abstract
http://europepmc.org/abstract/MED/25468131
http://dx.doi.org/10.1016/j.ijnurstu.2014.10.010
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=25468131&dopt=Abstract
https://jfootankleres.biomedcentral.com/articles/10.1186/s13047-017-0188-3
http://dx.doi.org/10.1186/s13047-017-0188-3
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=28138340&dopt=Abstract
http://dx.doi.org/10.1080/11038128.2016.1225815
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=27578556&dopt=Abstract
http://www.w3.org/Style/XSL
http://www.renderx.com/

JOURNAL OF MEDICAL INTERNET RESEARCH Yineta

99.

100.

101.

102.

103.

104.

105.

106.

107.

108.

109.

110.

111.

112.

113.

Swenne CL, Jangland E, Arakelian E. Patients experiences of their everyday life 14 months after cytoreductive surgery
and hyperthermic intraperitoneal chemotherapy-a qualitative follow-up study. Scand J Caring Sci 2017 Dec;31(4):904-913.
[doi: 10.1111/scs.12412] [Medline: 28124449]

Karsh B, Waterson P, Holden RJ. Crossing levelsin systems ergonomics: aframework to support 'mesoergonomic' inquiry.
Appl Ergon 2014 Jan;45(1):45-54. [doi: 10.1016/j.apergo.2013.04.021] [Medline; 23706573]

Mickelson RS, Unertl KM, Holden RJ. Medication management: the macrocognitive workflow of older adults with heart
failure. IMIR Hum Factors 2016 Oct 12;3(2):€27 [EREE Full text] [doi: 10.2196/humanfactors.6338] [Medline: 27733331]
Lambert K, Mansfield K, Mullan J. How do patients and carers make sense of rena dietary advice? A qualitative exploration.
JRen Care 2018 Dec;44(4):238-250. [doi: 10.1111/jorc.12260] [Medline: 30259677]

Mamykina L, Smaldone A, Bakken SR. Adopting the sensemaking perspective for chronic disease self-management. J
Biomed Inform 2015 Aug;56:406-417 [FREE Full text] [doi: 10.1016/].jbi.2015.06.006] [Medline: 26071681]

Gorman RK, Wellbeloved-Stone CA, Valdez RS. Uncovering the invisible patient work system through a case study of
breast cancer self-management. Ergonomics 2018 Dec;61(12):1575-1590. [doi: 10.1080/00140139.2018.1503339] [Medline:
30044709]

Breitbart W, Pessin H, Rosenfeld B, Applebaum AJ, Lichtenthal WG, Li Y, et al. Individual meaning-centered psychotherapy
for the treatment of psychological and existential distress: arandomized controlled trial in patients with advanced cancer.
Cancer 2018 Aug 1;124(15):3231-3239 [ FREE Full text] [doi: 10.1002/cncr.31539] [Medline: 29757459]

McCullough A, Ruehrdanz A, Jenkins M, Gilmer M, Olson J, Pawar A, et al. Measuring the effects of an animal-assisted
intervention for pediatric oncology patients and their parents: a multisite randomized controlled trial [formula: see text]. J
Pediatr Oncol Nurs 2018 May;35(3):159-177. [doi: 10.1177/1043454217748586] [Medline: 29268667]

van Houtum L, Rijken M, Heijmans M, Groenewegen P. Patient-perceived self-management tasks and support needs of
people with chronic iliness: generic or disease specific? Ann Behav Med 2015 Apr;49(2):221-229. [doi:
10.1007/s12160-014-9649-0] [Medline: 25199663]

KuoC, Liang S, Tsay S, Wang T, Cheng S. Symptom management tasks and behaviorsrelated to chemotherapy in Taiwanese
outpatients with breast cancer. Eur J Oncol Nurs 2015 Dec;19(6):654-659. [doi: 10.1016/j.ejon.2015.03.012] [Medline:
25959612]

Liang S, Yates B, Edwards H, Tsay S. Opioid-taking tasks and behaviours in Taiwanese outpatients with cancer. J Clin
Nurs 2008 Aug;17(15):2079-2088. [doi: 10.1111/j.1365-2702.2008.02332.x] [Medline: 18705784]

Pozuel o-Carrascosa DP, Martinez-Vizcaino V, Sanchez-Lépez M, Bartolomé-Gutiérrez R, Rodriguez-Martin B,
Notario-Pacheco B. Resilience as a mediator between cardiorespiratory fitness and mental health-related quality of life: a
cross-sectional study. Nurs Health Sci 2017 Sep;19(3):316-321. [doi: 10.1111/nhs.12347] [Medline: 28590081]
Christensen AJ. Patient-by-treatment context interaction in chronic disease: aconceptual framework for the study of patient
adherence. Psychosom Med 2000;62(3):435-443. [doi: 10.1097/00006842-200005000-00017] [Medline: 10845357]
Steca P, D'Addario M, Magrin M, Miglioretti M, Monzani D, Pancani L, et al. A type aand type d combined personality
typology in essential hypertension and acute coronary syndrome patients: associations with demographic, psychological,
clinical, and lifestyle indicators. PLoS One 2016;11(9):€0161840 [ FREE Full text] [doi: 10.1371/journal.pone.0161840]
[Medline: 27589065]

Morys JM, Bellwon J, JezewskaM, Adamczyk K, GruchataM. The evaluation of stress coping stylesand type D personality
in patients with coronary artery disease. Kardiol Pol 2015;73(7):557-566 [ FREE Full text] [doi: 10.5603/K P.a2015.0039]
[Medline: 25733180]

Edited by G Eysenbach; submitted 11.10.19; peer-reviewed by R Mickelson, H Mehdizadeh, R Cruz Martinez, comments to author
12.12.19; revised version received 04.02.20; accepted 29.03.20; published 02.06.20

Please cite as:

Yin K, Jung J, Coiera E, Laranjo L, Blandford A, Khoja A, Tai WT, Phillips DP, Lau AYS
Patient Work and Their Contexts. Scoping Review

J Med Internet Res 2020;22(6):€16656

URL: https://www.jmir.org/2020/6/e16656

doi: 10.2196/16656

PMID:

©Kathleen Yin, Joshua Jung, Enrico Coiera, Liliana Laranjo, Ann Blandford, Adeel Khoja, Wan-Tien Tai, Daniel Psillakis
Phillips, Annie Y S Lau. Originally published in the Journal of Medical Internet Research (http://www.jmir.org), 02.06.2020.

This

is an open-access article distributed under the terms of the Creative Commons Attribution License

(https://creativecommons.org/licenses/by/4.0/), which permits unrestricted use, distribution, and reproduction in any medium,
provided the original work, first published in the Journal of Medical Internet Research, is properly cited. The complete bibliographic

https://www.jmir.org/2020/6/€16656 JMed Internet Res 2020 | vol. 22 | iss. 6 | €16656 | p. 15

(page number not for citation purposes)


http://dx.doi.org/10.1111/scs.12412
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=28124449&dopt=Abstract
http://dx.doi.org/10.1016/j.apergo.2013.04.021
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=23706573&dopt=Abstract
https://humanfactors.jmir.org/2016/2/e27/
http://dx.doi.org/10.2196/humanfactors.6338
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=27733331&dopt=Abstract
http://dx.doi.org/10.1111/jorc.12260
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=30259677&dopt=Abstract
https://linkinghub.elsevier.com/retrieve/pii/S1532-0464(15)00116-1
http://dx.doi.org/10.1016/j.jbi.2015.06.006
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=26071681&dopt=Abstract
http://dx.doi.org/10.1080/00140139.2018.1503339
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=30044709&dopt=Abstract
https://doi.org/10.1002/cncr.31539
http://dx.doi.org/10.1002/cncr.31539
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=29757459&dopt=Abstract
http://dx.doi.org/10.1177/1043454217748586
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=29268667&dopt=Abstract
http://dx.doi.org/10.1007/s12160-014-9649-0
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=25199663&dopt=Abstract
http://dx.doi.org/10.1016/j.ejon.2015.03.012
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=25959612&dopt=Abstract
http://dx.doi.org/10.1111/j.1365-2702.2008.02332.x
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=18705784&dopt=Abstract
http://dx.doi.org/10.1111/nhs.12347
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=28590081&dopt=Abstract
http://dx.doi.org/10.1097/00006842-200005000-00017
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=10845357&dopt=Abstract
http://dx.plos.org/10.1371/journal.pone.0161840
http://dx.doi.org/10.1371/journal.pone.0161840
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=27589065&dopt=Abstract
https://doi.org/10.5603/KP.a2015.0039
http://dx.doi.org/10.5603/KP.a2015.0039
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=25733180&dopt=Abstract
https://www.jmir.org/2020/6/e16656
http://dx.doi.org/10.2196/16656
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=&dopt=Abstract
http://www.w3.org/Style/XSL
http://www.renderx.com/

JOURNAL OF MEDICAL INTERNET RESEARCH Yineta

information, alink to the original publication on http://www.jmir.org/, as well as this copyright and license information must be
included.

https://www.jmir.org/2020/6/€16656 JMed Internet Res 2020 | vol. 22 | iss. 6 | €16656 | p. 16
(page number not for citation purposes)

RenderX


http://www.w3.org/Style/XSL
http://www.renderx.com/

