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ABSTRACT

Objective Self-management of chronic diseases

is regarded as dynamic experience which is always
evolving and that requires constant adjustment. As
unexpected and new shifts in diseases occur, patients
tend to abandon acquired behaviours calling into question
their sustainability over time. Developing a daily self-
management routine as a response to lifestyle changes

is considered to facilitate self-management performance.
However, fitting self-management recommendations in
one’s daily life activities is a constant challenge. In this
review, we describe the performance of self-management
routines within daily settings in people living with

chronic conditions with the aim of identifying factors that
challenge its integration in daily life.

Design Scoping review.

Data sources We searched PubMed, Web of Science,
CINAHL and PsycINFO on February 2022.

Eligibility criteria We included qualitative studies on
self-management experience, in English, with adult
participants, original and peer-reviewed, and depicting the
performance of self-management activities in one’s own
environment.

Data extraction and synthesis Two reviewers
independently screened titles and abstracts. After
agreement, one reviewer screened the full text of relevant
articles and extracted the data. The data were synthesised
and analysed thematically. PRISMA Extension for Scoping
Reviews checklist was used for reporting the steps.
Results Twenty-two studies were included. The thematic
analysis brought up two overreaching themes. The first one
is the Environment support with three subthemes: family
and cultural norms; health professionals and guiding
communication; and society and disease perceptions. The
second theme is comprehension gap with two subthemes:
reading the body and applying information.

Conclusions The integration of self-management
requirements in a daily routine is affected by the patients’
inability to apply disease knowledge in different context
and by the challenge of understanding body symptoms
and predicting body reactions in advance.

INTRODUCTION

In healthcare self-management has been
defined as ‘the ability of the individual in
conjunction with family, community and

.2 Sara Rubinelli,"? Nicola Diviani'?

STRENGTHS AND LIMITATIONS OF THIS STUDY

= The strength of our study was the use of standards
for the conduct and reporting of reviews, employed
a rigorous thematic analysis process, which in-
volved independent analysis by two researchers and
several critical discussion meetings with all review-
ers involved.

The methodology followed allowed for assessing an
extensive body of literature, across different study
aims, conditions and populations, which made it
possible to identify gaps in the literature: longitu-
dinal qualitative study design; education and learn-
ing needs throughout different phases and turning
points in self-management integration.

Because of the nature of our review, a quality ap-
praisal of the included studies was not undertaken,
therefore, the strength of their evidence was not
evaluated.

Even though we discuss our results by reflecting on
the existing evidence in the field, we acknowledge
that another limitation of our review is the potential
exclusion of relevant studies.

healthcare professionals, to manage symp-
toms, treatments, lifestyle changes and
psychosocial, cultural and spiritual conse-
quences of health conditions’." Patients
combine medical management with other
attributes that include role and emotional
management.2 Chronic conditions on the
other side are defined as conditions that need
frequent monitoring because of multiple and
different symptoms and changes in physiolog-
ical parameters, and that require commitment
of time and effort to manage.3 * Indeed, self-
management of chronic diseases is regarded
as dynamic and always evolving; as a result,
it is not always a simple experience.”” As
unexpected and new shifts in diseases occur,
patients tend to abandon acquired behaviours
calling into question their sustainability over
time.® ¢ For instance, experiencing a new
symptom or encountering information that
contradicts previous knowledge puts patients
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in unknown territory to which the standard recommen-
dations of self-management might not apply.'” Three
important reviews on self-management in different condi-
tions have a common denominator: integrating recom-
mendations in one’s daily life is probably the biggest
challenge in self-management." ™ The authors describe
that ‘living a life and living an illness’'? are two different
things, and developing a daily self-management routine as
a response to lifestyle changes'' is considered to facilitate
self-management."” They suggest that patients need sched-
uling and prioritisation skills in their familial and societal
roles, such as work or special occasions like holidays and
vacations.'" ' To better conceptualise the important chal-
lenge of developing a self-management routine, it is of
significant value to understand the underlying factors that
affectsuch processin people living with chronic conditions.
Literature offers valuable evidence on general aspects that
influence self-management, from personal factors such
as one’s emotional needs and health beliefs,14 % {6 more
logistical ones like access and financial constraints.'' ' '°
Notwithstanding the important contribution, we believe
thatin order to grasp the complexities of self-management
routines there is a need to synthesise the evidence of
patients’ lived experience on closer lens. Instead of the
existing description of self-management within the frame
of concepts like barriers and facilitators, we believe that
a more personal approach should be presented. Van de
Velde et af’ said that self-management is not a task that
has an end point, on the opposite, it is a lifetime task
that is based on how patients see their own problems in
their own daily lives; self-management will look different
for each person, depending on their skills.” Therefore,
with this review, we want to describe the performance of
self-management routines within daily settings in people
living with chronic conditions with the aim of identifying
factors that challenge its integration in daily life. To reach
the aim of our study, we chose to follow a scoping review
methodology. Since our ‘phenomena of interest’'—the
performance of self-management routines—is very broad,
we deem this methodology to be appropriate for scoping
the range of the available evidence.'"” By summarising
different research findings in qualitative research, this
scoping review will allow us to identify possible research
gaps and to make recommendations for future research
in the field of patient education.

METHODS

To reach the aforementioned objective, we followed
Arksey and O'Malley’s methodology for conducting a
scoping review."> We adopted the Preferred Reporting
Items for Systematic Reviews and Meta-Analysis Exten-
sion for Scoping Reviews (PRISMA-ScR) checklist for
reporting the steps (see online supplemental material 1,
PRISMA-ScR Checklist)."

Identifying the research question
The review was guided by the following questions:

RQ1: What are the factors that challenge the perfor-
mance of self-management routines within daily settings
in people living with chronic conditions?

RQ2: How do these factors influence this process?

Inclusion and exclusion criteria

We based the selection of studies on the following eligi-
bility criteria: (1) qualitative studies on self-management
experience, (2) in English, (3) adult participants,
(4) original and peerreviewed and (5) depicting the
performance of self-management activities in one’s
own environment. We excluded studies that focus on
self-management interventions, portraying challenges
related to an individual’s personal attribute such as age,
gender and origins. Furthermore, we excluded studies
looking at self-management in chronic condition, such
as substance abuse, central nervous system disease, and
insomnia, given that they can be particularly different
in these population due to affected cognitive function®
and involve specific requirements for self-management,
such as more medication dependency.”’ However, is
worth mentioning that we included those multimorbidity
studies that look at these conditions among others. Lastly,
we excluded articles exploring self-management of HIV/
AIDS or cancer, given that these conditions are charac-
terised by a great amount of unpredictability and consid-
ered life-threating.”® They require complex therapeutic
routines in closer collaboration with health professionals
because of demanding and frequent monitoring and
there is an extensive use of health services like palliative
care for symptom control.***"

Search for relevant studies

In February 2022, we searched PubMed, Web of Science,
CINAHL and PsycINFO for relevant articles using a
group of keywords that reflect our objective and research
question as shown in table 1. We combined the keywords
using Boolean operators and truncations. A preliminary
screening of the literature in these databases revealed
that most of the research in the field has been done in
the new millennium. Therefore, a time limit was placed,
starting from the year 2000.

Selection of sources of evidence

One reviewer carried out the search through electronic
databases and keptarecord of the searches. The identified
records were exported into EndNote and duplicates were
removed. The screening of the articles was performed
in two levels. In the first level of screening, two reviewers
applied the inclusion and exclusion criteria to all titles
and abstracts independently for study eligibility. Discrep-
ancies were resolved by consensus or the participation of
a third reviewer. For the second level of screening, two
reviewers independently performed a full-text screening
of a sample of the articles against the inclusion and
exclusion criteria (ie, ‘depicting the performance of self-
management activities in one’s own environment’ and
‘portraying challenges related to an individual’s personal
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Table 1 Search string combination of keywords
Database Search string combination
PubMed (("chronic disease" OR "chronic condition" OR "chronic illness" OR “complex chronic condition” OR

“complex chronic disease” OR “complex chronic illness"[Title/Abstract] OR multimorbid*[Title/Abstract]
OR "multiple diseases"[Title/Abstract] OR "multiple conditions"[Title/Abstract] OR "multiple illnesses"[Title/
Abstract] OR comorbid*[Title/Abstract]) AND ("self management"[Title/Abstract] OR "self efficacy"[Title/
Abstract] OR "self care"[Title/Abstract] OR “health behaviour”[Title/Abstract])) AND (adapt*[Title/

Abstract] OR intergrat*[Title/Abstract] OR adjust*[Title/Abstract] OR transit*[Title/Abstract] OR "lived
experience"[Title/Abstract] OR sustain*[Title/Abstract] OR balance*[Title/Abstract] OR maintain*[Title/
Abstract] OR learn*[Title/Abstract] OR "problem solving"[Title/Abstract] OR "decision making"[Title/

Abstract])
Cinahl Complete

TX (“chronic disease” OR “chronic condition” OR “chronic illness” OR “complex chronic condition” OR

“complex chronic disease” OR “complex chronic illness” OR multimorbid* OR “multiple diseases” OR
“multiple conditions” OR “multiple illnesses” OR comorbid*) AND AB (“self management” OR “self efficacy”
OR “self care” OR “health behaviour”) AND AB (adapt* OR intergrat* OR adjust* OR transit* OR “lived
experience” OR sustain* OR balance* OR maintain* OR learn* OR “problem solving” OR “decision making”

Web of Science

“chronic disease” OR “chronic condition” OR “chronic illness” OR “complex chronic condition” OR

“complex chronic disease” OR “complex chronic illness” OR multimorbid* OR “multiple diseases” OR
“multiple conditions” OR “multiple illnesses” OR comorbid* (Abstract) and “self management"OR “self
efficacy” OR “self care” OR “health behaviour” (Abstract) and adapt* OR intergrat* OR adjust* OR transit*
OR “lived experience” OR sustain* OR balance* OR maintain* OR learn* OR “problem solving” OR
“decision making” (All Fields) and 2000 or 2001 or 2002 or 2003 or 2004 or 2005 or 2006 or 2007 or 2008
or 2009 or 2010 or 2011 or 2012 or 2013 or 2014 or 2015 or 2016 or 2017 or 2018 or 2019 or 2020 or 2021
or 2022 (Publication Years) and English (Languages)

PsyclInfo

((“chronic disease” or “chronic condition” o

r “chronic illness” or “complex chronic condition” or “complex

chronic disease” or “complex chronic illness” or multimorbid* or “multiple diseases” or “multiple
conditions” or “multiple illnesses” or comorbid*) and (“self management” or “self efficacy” or “self care” or
“health behaviour”)).ab. and (adapt* or intergrat* or adjust* or transit* or “lived experience” or sustain* or
balance* or maintain* or learn* or “problem solving” or “decision making”).af.

attribute such as age, gender and origins’) to determine
the degree of consistency in the individual assessment.
Any disagreements were resolved through discussions
with the third reviewer. After reaching an agreement one
reviewer screened the full texts for inclusion and exclu-
sion criteria. (see online supplemental figure 1 PRISMA
flow chart).

Charting the data

Two reviewers prepared a standardised table to extract
relevantinformation from eligible articles. Data extraction
was conducted independently by the same reviewers.
Online supplemental table 1 includes the primary author,
year of publication, country, sample size, place of recruit-
ment, type of disease, study design, self-management
activity/recommendation and aim of study. Online
supplemental table 2 summarised the extracts from the
included studies and initial codes. When conducting the
database research, we did not include the keywords ‘chal-
lenge’ or ‘barrier’, neither did we discriminate according
to the study aim when selecting eligible studies. Therefore,
findings of the included studies did not necessarily report
only on challenges of the performing self-management
routines. For this reason, only those parts of the findings
where challenges in one’s environment and daily routines
are mentioned, were taken in consideration. Further-
more, the reviewers agreed to extract only the author’s

own interpretation of the data accompanied by author’s
chosen quotes for illustration.

Collating, summarising and reporting the results

For this stage of the review, we followed Braun and
Clarke’s methodology for inductive thematic analysis,
based on the theoretical framework of a realist account.”
In the first stage of data extraction, we became familiar
with the results of each included study, by repeatedly
reading the content in depth. In this phase, one reviewer
started taking notes on possible codes. The same key find-
ings could contribute in more than one code and theme.
After generating the initial codes, two reviewers went
through the process of generating themes and subthemes,
through continual revisions and definitions of themes as
seen in online supplemental table 3. Any discrepancy
was resolved by the participation of a third reviewer. For
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the final phase, we produced the report by following an -

analysis of the challenges of performing self-management
routines within one’s daily environment guided by our
research question: what are challenges of keeping up with
recommendations of self-management regardless of the
setting or daily activities of the participants?

Patient and public involvement
None.
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RESULTS

Study characteristics

After screening the abstracts of 9360 articles, 717 were
included for full-text screening. Of these, 694 studies were
deemed ineligible. Ultimately, 22 articles in total were
included for synthesis,?*™*" as illustrated in online supple-
mental figure 1. The studies were conducted between
2001* and 2021.* The majority (n=9) are from the
USA?7 29 33-36 38 41 44; there are three from Australia,28 3146
three from Canada,‘% 042 (wo from Sweden?® * and one
each from Switzerland,47 the UK,37 Malawi,39 the Neth-
erlands,”” and Malaysia.*> There are 20 qualitative
studies?* 2430373947 4 d 2 mixed-methods studies™ *® (from
which only the qualitative data were extracted) represent
more than 690 participants. Articles cover a wide range of
conditions including diabetes (n=12),20 28092365759 424446
cardiovascular conditions (n=11),20 2551 33 36 38 44-46 lung
conditions (n=7),2® 3 31 3 36 4B heumatic diseases
(n:5),26 2930 36 45 kidney disease (n:4),26 2745 46 spinal
cord injury (n=2),* ¥ cancer (n=2),* ** depression
(n=2),% % inflammatory bowel disease (n=1),% multiple
sclerosis (nzl),26 back pain or sciatica (nzl),29 obesity
(n=1),% glaucoma (n=1)," hearing disability (n=1),*
vision problems (nzl),45 tuberculosis (nzl),45 immune
disease (n=1)* and gastric bypass surgery (n=1).%
ty-one studies used a crossed-sectional df:sign,”_47 and
only one study followed a longitudinal approach for
data collection and analysis.”® Most of the studies aim at
describing the experience, understanding and perfor-
mance of selfmanagement (n:9).28 80 88 37-89 4143 gy
studies aim at exploring facilitators and barriers of self-
management (n=6).%7 231 36 404 pours studies explore
issues and challenges in self-management.‘%2 34 Tyo
studies explore decision-making and adaptation styles in
self-management42 *" and one investigates the patterns of
self-management behaviours over time.*®

Thematic analysis

The synthesis of results yielded two main overreaching
themes: the Environment support with three subthemes:
family and cultural norms, health professionals and
guiding communication, and society and chronic disease
perceptions; and the Comprehension gap with two
subthemes: reading the body and applying information.

Environment support

The first theme describes that the way patients make
decisions about self-management and prioritise on a
daily basis, could be influenced by their relationship with
family and society, and information exchange with health
professionals.

Family and cultural norms

The first subtheme involves cultural norms and gender
roles within a family and explains different perceptions
of personal responsibility in disease self-management .
Given that most of a person’s daily disease management
is spent at home, it is not unexpected that patients feel

compelled to incorporate their recommendations as
best they can within their family’s traditions and expec-
tations.?” #3637 394046 whjile some of them highlight that
they receive unconditional support,”” *® others emphasise
that sometimes gender roles (eg, spouses and mothers)
within a family could jeopardise self-care.”® * *® They feel
the pressure of having to choose and prioritise27 59 3946
between their self-management routines or family needs*’:
‘a participant stated: I have three (grown) men to look
after and it influences my medicine taking. Other partici-
pants cared for sick family members, which was an added
stress, and prioritised their care over their own at times’."*’
Health professionals and guiding communication

The second subtheme illustrates the support of healthcare
professionals through instructions on practical aspects of
self-managementroutines. Patients believe thatitis crucial
to have the right professional guidance in order to under-
stand the ‘larger picture’ of the condition,?” 2343038 424547
Some patients advocated for medical paternalism and
needed an active support for every problem and deci-
sional process in their self-rnanagement.45 *” More inde-
pendent patients reported receiving fragmented
information”” * in a hurried encounter with their physi-
cians™ : ‘participants reported feeling “rushed” through
doctor visits: “The doctor doesn’t have time to be thor-
ough’.”® ¥ They also believed that advice was not based
on the reality* **** of the patient’s environment™: ‘cogni-
tive artefacts were ill suited for older users, their expe-
riences, mental models, limitations and daily routines’.®®
As a result, they felt ill equipped to deal with unantici-
pated situations™ ** and make educated decisions on how
to deal with them®: ‘practitioners who give information
irrelevant to their unique situations impair the ability to
use that information’.*? Finally, this led to a loss of faith in
the health professionals, which caused patients to experi-
ence feelings of incompetence and disempowerment.*’ **

Society and chronic disease perceptions

The third theme describes general societal expectations
towards people living with a chronic condition that have
to constantly selfmanage. Patients describe feeling as
though they are not leading an enjoyable life despite
their disease™ * * until they were confident enough to
follow instructions in various settings*”: ‘playing football
were identified as essential activities in embodying health
identities. . .for these participants, using an inhaler before
a game or during a match demonstrated ‘weakness’ and
invited unwanted social reactions’.*’ Stigmatising events
like distancing attitudes™ or unpleasant reactions from
friends or peers,* inevitably influenced self-management
and brought out feelings of isolation®: ‘My cousin has a
cabin in the woods 2hours away and doesn’t dare invite
me anymore because of my health’.* In general, partici-
pants in this sample preferred to do things alone rather
than to deal with the pressure of spending time with

3
others”.*

4
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Comprehension gap

The second theme describes that a patients’ ability to
plan and schedule selfmanagement recommendations
around work or social events seems to be influenced by
their understanding of the disease and body cues.

Reading the body

This theme describes the difficulties that patients
experience in recognising deviations from stan-
dard physiological norms and how it challenges
their ability plan self-management in different situa-
tions. 20 28313234 354144 Phig can often make it difficult for
them to apply self-management recommendations in the
best way possible® ** ** * in order to reach the desired
result*: ‘Knowledge gaps included misunderstandings
about what constitutes the appropriate frequency, inten-
sity and duration of physical activity and how to incorpo-
rate dietary changes into their lifestyle’.44 Patients also
had difficulty leading normal lives with self-management
because they were unable to comprehend and predict how
their bodies could respond to outside stimuli.?? 3341 A
typical example was: ‘one challenge was to understand....
how blood glucose levels and daily routines affect each
other’.** Sometimes family members could provide help
in identifying and reacting to certain cues%; in more inde-
pendent cases these knowledge gaps could make patients
clueless of the fact that a good life can be achieved with
proper self—management“: ‘Patients had accepted a level
of restricted freedom of movement as a result of asthma
and did not recognise the potential quality of life he or
she could achieve with greater asthma control’.!

Applying information

The final subtheme illustrates how, even when one has
the knowledge, the ability to apply that knowledge to
one’s specific situation and self-manage one’s condition
is what requires their attention.” ** % Patients faced diffi-
culties in exercising planning and scheduling skills to fit
self-management activities around work or social engage-
ments.” % Additionally, there were patients that tended
to give up their recommendations because of poor infor-
mation evaluating skills like in this example™: ‘One
participant...assumed that walking or climbing stairs at
work only affected blood cholesterol values...He assumed
that physical activity needs to be exercised in another way

for maximum health benefit’.*

DISCUSSION AND FURTHER RESEARCH

Discussion

This review aimed to describe the routine of self-
management in patients with chronic conditions within
their own environment and it demonstrates their difficul-
ties in reading body signals and cues and applying knowl-
edge to specific circumstances. Our analysis suggests that
patients are in need of better training and information
coordination that would support their ability to under-
stand; to react accordingly; to make plans and predictions

in self-management regardless of the environment. Inter-
estingly, there is a two-dimensional knowledge gap among
patients. On the one hand, they are unsure whether the
advice of medical professionals can be implemented
uniformly in all circumstances. On the other hand, they
do not know whether the information coming from their
bodies can be predictable enough for them to feel confi-
dent and react appropriately.

Our findings are consistent with other reviews on
different chronic conditions' ' in describing the need
for flexibility and creativity in order to regulate and keep
the same self-managementroutines in a changing context.
Our results extend on that knowledge by highlighting
that what is actually needed is the ‘know-how’ approach
in trainings and education, which can better assist the
creation of a routine and a life with self-management. We
did not at look into specific self-management education
interventions and whether they cover all the necessary
skills need in self-management. Yet we know that skills like
problem-solving interventions have shown their contri-
bution on self-management maintenance over time in
complex conditions like diabetes,* depression*” or spinal
cord injury.”’ More studies should explore methods used
by health professionals to build personalised profiles, and
whether they use skill assessment tools for their patients
with chronic conditions. Additionally, we explored only
the views of patients. However, literature shows that the
way family members experience chronic conditions’ ™*
or what is considered for health professionals the right
way to solve unexpected situations in daily routines” *
often is very different from patients' perspective. Accounts
on the lived-experience of self-management of all actors
involved would add to our data.

Important research efforts have contributed on further
conceptualisation of self-management integration, by
developed models that explain its trajectory by different
phases and turning points.”” *® Patients use strategy like
developing self-awareness of the ways the body responds
to certain stimuli or situations through trial and error™"!
as well as constantly clarifying the information they
receive.”® This review identified one longitudinal
study exploring different patterns of chronic illness self-
management.”” To better grasp the developmental char-
acter of self-management routines, more longitudinal
evidence is required on strategies and learning needs
throughout different stages.”

Strengths and limitations

Our review has some important strengths to be high-
lighted. First, the methodology followed for this scoping
review allowed for assessing an extensive body of liter-
ature, across different study aims, different condi-
tions and populations. This made possible to identify
important gaps for further research, with longitudinal
qualitative study design in self-management being one of
them. Another strength was the use of the standards for
conducting and reporting reviews, and the employment
of a rigorous thematic analysis process which involved

Qama E, et al. BMJ Open 2022;12:€066647. doi:10.1136/bmjopen-2022-066647

5

'salfojouyoal Jejiwis pue ‘Buiurel) |y ‘Buluiw elep pue 1xa1 01 palelal sasn Joj Buipnjoul ‘1ybluAdoos Agq paloslold

" 0T essedisiayoedwag uazn ¥9y1011q1q|NYISYI0H
punN [BAIUSZ T GZOZ ‘TE 49G0190 U0 /w0 [wg uadolwgy/:d1y woiy papeojumoq Zz0z Joqwadag 0F Uo /#9990-220z-uadolwa/9eTT 0T se paysiiqnd isiy :uado g


http://bmjopen.bmj.com/

independent analysis by two researchers and several crit-
ical discussion meetings with all reviewers . Finally, to our
knowledge, this is the first scoping review that explores
self-management solely from the context of creating a
routine within one’s daily setting, giving contribution to
the existing literature.

Notwithstanding the above, the study had some limita-
tions that should be acknowledged. First, a quality
appraisal of the reviewed studies was not undertaken.
The synthesis, however, did not aim to identify the impact
of what has been studied or evaluate the strength of the
evidence available”m; instead, the aim was to provide an
overview that is as comprehensive as possible of aspects
of self-management routines in daily settings. The second
limitation is the potential exclusion of relevant studies, as
aresult of the conceptualisation of the search strategy. We
may have neglected some aspects of the routines of self-
management, since there is no clear conceptualisation
in the literature and we only explored a limited number
of concepts linked to it. However, the large number of
screened articles and engagement with the existing liter-
ature suggest that the results reflect the most important
aspects that were intended to be explored in this review.
Almost all reviewed articles were conducted in Western
countries. Further exploration of this topic should be
undertaken to determine particularities in different
countries and cultures.”® This research entailed synthe-
sising evidence on a broad range of chronic diseases and
self-management activities. Although it can offer a strong
basis for generalisation, more in-depth research on
individual conditions or self-management activities and
recommendations should be carried out.

CONCLUSION

The integration of self-management requirements in a
daily routine is affected by the patients' inability to apply
disease knowledge in different context and by the chal-
lenge of understanding body symptoms and predicting
body reactions in advance. Health professionals could
benefit from using skill assessment tools for their patients,
in order to create more comprehensive and personalised
interventions for patient education in chronic condition
self-management.
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