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Abstract. Background and aim: Chronic obstructive pulmonary disease (COPD) is a disease characterized by
persistent respiratory symptoms and airflow limitation. COPD is a significant social and economic burden,
and hospital admissions contribute to increased costs. Informal caregivers play a crucial role in supporting
COPD patients in their self-care efforts. Therefore, understanding informal caregiver interventions to im-
prove self-care may be helpful in reducing hospitalizations. This is the protocol for a scoping review that aims
to map the literature on informal caregiver interventions to facilitate self-care in COPD patients. Research
question: What are the strategies implemented by informal caregivers to facilitate self-care for patients with
COPD? Methods: The review will adhere to the methodology outlined by the JBI. A comprehensive search
strategy will be executed in PubMed, CINAHL, Embase, Web of Science, Scopus, Cochrane, and PsycINFO.
Additionally, grey literature and relevant unpublished documents will be searched to minimize publication
bias. Studies describing strategies/actions implemented by informal caregivers to promote self-care in COPD
patients from all countries will be included. We will exclude abstracts, editorials, articles on paid caregivers
and social and healthcare workers. Two independent reviewers will screen titles, abstracts, and full-text arti-
cles based on inclusion criteria. Key data from the selected studies will be extracted using a predefined data
extraction table. The results will be aggregated into themes and described qualitatively, figures and graphs may
also be presented. The results will be presented according to the PRISMA-ScR. Review registration: Open
Science Framework https://doi.org/10.17605/OSF.IO/4TWRM (www.actabiomedica.it)
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Introduction

Chronic  Obstructive
(COPD) is a heterogeneous lung condition character-

Pulmonary  Disease

ized by chronic respiratory symptoms due to abnor-
malities of the airways (bronchitis, bronchiolitis) and/
or alveoli (emphysema) that cause persistent, often
progressive, airflow obstruction (1). Typical symptoms

include dyspnea, cough and fatigue. Chronicity of

symptoms reduces physical activity, quality of life and
increases mortality (1,2).

Furthermore, COPD imposes a substantial so-
cial and economic burden worldwide. One of the
major drivers of this burden, including most of the
COPD treatment costs, is severe exacerbations that
result in hospitalization (3-5). Hospitalizations have
profound effects on the quality of life and physical
function of people with COPD, putting them at risk
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of accelerated decline in muscle mass and physical
functioning (6). For instance, the annual decline in
functional capacity (six-minute walk) was greater in
people with COPD who had more than one hospi-
talization per year compared to those without hospi-
talizations (7). Therefore, implementing strategies to
promote self-care could reduce hospitalizations and
improve quality of life for people with COPD.

Evidence supports the benefits of a self-care ap-
proach for people with COPD. Self-care interventions
can play a valuable role in helping people with COPD
readmissions (8).

Inlight of the above, caregiver support for patients
appears to be fundamental. The formal caregiver is a
healthcare professional or paid caregiver who provides
assistance to non-self-sufficient individuals (9). The
term informal caregiver or family caregiver refers to a
person who provides non-professional, unpaid care to
a loved one who is not self-sufficient or requires long-
term assistance due to advanced age and/or disabling
chronic conditions (9).

A survey conducted by the National Institute of
Statistics (ISTAT) on the topic of work-life balance
revealed that in 2018, a total of 12,746,000 individu-
als aged 18 to 64 years (34.6% of the total population
in this age group) in Italy were taking care of children
under 15 or sick, disabled, or elderly relatives (10). The
informal caregiver’s contribution to a patient’s self-
care has been defined as “the provision of time, effort,
and support to another person who needs to perform
self-care” (11). The literature shows that an individual’s
social and family environment is particularly important
in shaping his or her cognition and behavior. Informal
caregivers are people who have a personal relationship
with the person with COPD and often provide, with-
out compensation, help and supervision. Consistent
evidence for several disease types indicates that car-
egiver support influences patient adherence and health
outcomes (12).

While self-care behaviors of patients with COPD
have been addressed in various studies (13—17), there
are few studies on interventions implemented by in-
formal caregivers to contribute to the patient’s self-
care, which could be taught to improve patients’ health
outcomes.

The purpose of this review is to map the literature
regarding strategies implemented by informal caregiv-
ers to facilitate self-care for patients with COPD.

Aims

The objective of this article is to describe the re-
search protocol for a scoping review that aims to map
the available literature regarding the strategies imple-
mented by informal caregivers to facilitate the self-care
of patients with COPD. Another aim of the review is to
describe the strategies, their strengths and limitations.

Methods

Review question

What are the strategies implemented by infor-
mal caregivers to facilitate self-care for patients with

COPD?

Inclusion criteria

Participants

Patients diagnosed with COPD of all ages who
have an informal caregiver.

Paid caregivers, social and social-health workers

will be excluded.

Concept

The concept of interest are the strategies
implemented by the informal caregivers to promote
the patient’s self-care.

Context

The review will consider articles that address the
strategies implemented by informal caregivers in the
home, community, or outpatient settings. Reports con-
cerning hospitals and residential care facilities will be
excluded because the informal caregivers’ strategies are
mediate by health care personnel. There are no restric-
tions on the geographical origin of the studies.

Type of sources
The scoping review will consider peer-reviewed
literature with any study design, including secondary
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literature. In order to reduce publication bias, grey lite-
rature with identifiable research design will be included.
Narrative reviews, abstracts and editorials will be
excluded.

Design

The proposed scoping review (18) will be con-
ducted in accordance with the guidelines by JBI for
scoping reviews (19,20). The scoping review protocol
has been registered on the Open Science Framework:

https://doi.org/10.17605/OSF.IO/4TWRM.

Search strategies

A first search was done in PubMed in order
to identify some relevant articles and evaluate their
keywords. Then the definitive search strategy for
PubMed was set up and from that the strategies
for the other databases were derived. The strategy
for PubMed (Table 1) was done blinded by two re-
searchers (MG and MA) other 2 researchers (GC
and SB) identified the final strategy by reviewing the
2 proposals.

The search will be carried out in the databases

PubMed, CINAHL complete, Embase, Web Of

Table 1. PubMed strategy.

PubMed | (“Pulmonary Disease, Chronic
Obstructive”[Mesh] OR “Chronic Obstructive
Lung Disease” OR “Chronic Obstructive
Pulmonary Diseases” OR “COAD” OR
“COPD” OR “Chronic Obstructive Airway
Disease” OR “Chronic Obstructive Pulmonary
Disease” OR “Airflow Obstruction Chronic” OR
“Airflow Obstructions Chronic” OR “Chronic
Airflow Obstructions” OR “Chronic Airflow
Obstruction”) AND (“Caregivers”[Mesh] OR
“Caregiver” OR “caregivers” OR “Carers” OR
“Carer” OR “Care Givers” OR “Care Giver”
OR “caregiving” OR “Spouse Caregivers” OR
“Spouse Caregiver” OR “Family Caregivers” OR
“Family Caregiver” OR “Informal Caregivers”
OR “Informal Caregiver” OR “partner” OR “lay
caregiver” OR “lay caregivers” OR “care partner”
OR “care partners” OR “family member” OR
“family members” OR “relatives” OR “peer” OR
“social network”) AND (“Self Care”[Mesh] OR
“self care” OR “Self~-Management”[Mesh] OR
“self management” OR “Disease Management”)

Science, Scopus, Cochrane library, PsycInfo. The
Cochrane CENTRAL registry will be included. Un-
published documents will also be searched through the
opendissertation database and a direct search will be
made in OA journals not indexed in the included da-
tabases. Finally, a citation search will be done starting

from the bibliography of the included records.

Study selection

Following the search strategy all identified cita-
tions will be collated and uploaded into the online
systematic review platform Rayyan (21) and duplicates
will be removed. Titles and abstracts will be screened
by 2 independent reviewers for assessment against the
review inclusion criteria. Potentially relevant sources
will be retrieved in full.

The full text of selected citations will be assessed
in detail against the inclusion criteria by 2 independ-
ent reviewers. Reasons for exclusion of full text studies
that do not meet the inclusion criteria (e.g. the arti-
cle does not highlights interventions by informal car-
egivers) will be recorded and reported in the scoping
review. Any disagreements between reviewers at any
stage of the selection process will be resolved through
discussion or with a third reviewer. The search results
and study inclusion process will be fully reported and
will be presented according to the PRISMA-ScR ex-
tension (22,23).

Data charting

The data extraction table will be decided a priori,
developed, and used to extract data from included
studies and other relevant literature (18-20,24). The
collected elements will include title, authors, journal,
year of publication, origin/country, study design, pop-
ulation characteristics, concept and context, and key
results related to the research questions of the scop-
ing review (Table 2). The draft data extraction tool
will be modified and reviewed, if necessary, during the
data extraction process (24,25). Data extraction will
be performed by 2 blinded reviewers. Any disagree-
ments between the reviewers will be resolved through
discussion or with the help of an additional reviewer.
Authors of the articles included may be contacted to
request missing or additional data.
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Table 2. Example of data extraction table.

Year of Study | Population
Title | Authors | Journal | publication | Origin/Country | design | Characteristics | Concept | Context | Key results
Data synthesis and presentation References

Analysis and representation of results will be
carried out in accordance with the guidelines for
conducting scoping reviews and according to the
guidance provided by other methodological papers
(19,20,24,25). The results will be aggregated into
themes and described qualitatively, figures and graphs
may also be presented (24,25). The final decision on
the method of representing the results (e.g. graphs or
figures) will be made on the basis of the results after
the screening will be completed (19,24,25).

A quality appraisal of the included articles will be
done with JBI critical appraisal tools (27).

Conclusion

Through the scoping review whose protocol is de-
scribed we hope to provide a comprehensive overview
of the literature regarding the caregivers’ interventions
to improve self-care in people with COPD. We’ll may
also identify possible gaps in the literature related to
the topic of the review.
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