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Abstract

Background: The advancement of pediatric medicine has improved the life expectancy of CYMCS, many of whom receive care
at home. However, recent literature has highlighted that many CYMCs experience prolonged hospital discharges and/or high
hospital readmission rates, suggesting possible gapsin the delivery of home care for children.

Objective: This scoping review aims to examine the perspectives of health care providers on their readiness to care for children
and youths with medical complexities (CYMCs) at home.

M ethods: This scoping review follows the updated JBI Scoping Review Methodology. Articles will focus on 1) children and
youth between ages 0 and 18 years of age receiving home care, 2) studies that examine paid home care providers, and 3) children
and youth with at least one chronic medical condition. The following academic databases will be searched: MEDLINE,
CINAHL, Scopus, ProQuest Nursing & Allied Health, PsycINFO, Cochrane Central Register of Controlled Trials, and Cochrane
Database of Systematic Reviews. The search strategy will also include a grey literature search on Google Scholar and ProQuest
database (Conference & Proceedings, Dissertations & Theses). Articles will follow a two-stage screening process through
Covidence: 1) title and abstract screening and 2) full-text review. Two reviewers will be involved in each stage of the screening
process. Data will be extracted using charting categories developed by the research team. Finally, data will be analyzed using
qualitative and quantitative analysis approaches. Ethics approval will not be obtained because data will be sourced from
published evidence.

Results: The review will identify key factors influencing provider readiness to care for CYMCs a home, including training
needs, system-level supports, and role-specific challenges. Gaps in pediatric-specific competencies and workforce preparation
may also emerge.

Conclusions: Findings will inform strategies to strengthen home care delivery for CYMCs by highlighting provider needs,
guiding workforce development, and supporting policy and system improvements. Clinical Trial: https.//osf.io/n4fg
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Home health care providers’ readiness to care for children and youth with

complex medical conditions: A scoping review protocol

Abstract

Background: The advancement of pediatric medicine has improved the life expectancy of CYMCS,
many of whom receive care at home. However, recent literature has highlighted that many CYMCs
experience prolonged hospital discharges and/or high hospital readmission rates, suggesting
possible gaps in the delivery of home care for children.

Objective: This scoping review aims to examine the perspectives of health care providers on their
readiness to care for children and youths with medical complexities (CYMCs) at home.
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Methods: This scoping review follows the updated JBI Scoping Review Methodology. Articles will
focus on 1) children and youth between ages 0 and 18 years of age receiving home care, 2) studies
that examine paid home care providers, and 3) children and youth with at least one chronic medical
condition. The following academic databases will be searched: MEDLINE, CINAHL, Scopus,
ProQuest Nursing & Allied Health, PsycINFO, Cochrane Central Register of Controlled Trials, and
Cochrane Database of Systematic Reviews. The search strategy will also include a grey literature
search on Google Scholar and ProQuest database (Conference & Proceedings, Dissertations &
Theses). Articles will follow a two-stage screening process through Covidence: 1) title and abstract
screening and 2) full-text review. Two reviewers will be involved in each stage of the screening
process. Data will be extracted using charting categories developed by the research team. Finally,
data will be analyzed using qualitative and quantitative analysis approaches. Ethics approval will not
be obtained because data will be sourced from published evidence.

Results (Expected Outcomes): The review will identify key factors influencing provider readiness
to care for CYMCs at home, including training needs, system-level supports, and role-specific
challenges. Gaps in pediatric-specific competencies and workforce preparation may also emerge.
Conclusion: Findings will inform strategies to strengthen home care delivery for CYMCs by
highlighting provider needs, guiding workforce development, and supporting policy and system
improvements.

Review registration: Open Science Framework (https://osf.io/n4faj).

Keywords: Children; home care; practice readiness; protocol; scoping review.
Abstract word count: 245 out of 250

Total manuscript word count: 2086 out of 2500

Background

Children and youth with medical complexities (CYMCs) are a diverse group of individuals who share
the following characteristics: 1) have chronic and severe conditions, 2) have functional limitations,
3) have extensive family-identified needs, and 4) require substantial use of health care services.'?
Diagnosis common to CYMCs are numerous and include preterm birth, as well as congenital genetic,
metabolic, and neurological conditions that require constant and close monitoring of their physical,
emotional, behavioral, and developmental well-being.® While many CYMCs are at risk of premature
mortality, advances in medical care and technology have extended life expectancy for others.** The
provision of care for CYMCs was previously delivered almost exclusively in acute care settings by
specialized health care providers such as pediatricians and pediatric nurses. However, shifts in
family preferences to receive care closer to home and rising health care costs have moved much of
this care to home and community care settings.®™®

In regions such as Ontario, Canada, home care services are funded and organized through the
provincial government, specifically Ontario Health atHome.” Home care services frequently
accessed by CYMCs include but are not limited to nursing, physiotherapy, occupational therapy,

dietetics, speech therapy, social work, and personal support worker care. These services support
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primary caregivers at home by relieving their caregiving hours and ensuring the continuity of safe
care prescribed to CYMCs. However, families continue to spend 15.7 million hours per year caring
for children with acute, chronic, and complex health issues.” The hours spent caring for a child
depend on their medical conditions; for example, it takes approximately 130 hours to care for a
child with attention deficit issues and 629 hours to care for a child with complex medical
conditions.”® The more medical needs CYMCs require, the more caregiving hours. While many
parents are willing to take on the responsibilities of providing their child’s care, they reported that
caregiving tasks take away their time for self-care, couple time with their partners, and parenting
time and opportunity with their other children.* Prolonged caregiving for CYMCs without timely
home care support puts parents at risk of burnout and other mental health conditions such as
anxiety and depression.****

The existing home health care services for pediatrics in Ontario are notably fragmented and
complicated to navigate."™ A recent Canadian Institute of Health Information (CIHI) report
identified 97,561 CYMCs across Canada in 2020; only 43% of this population received home care.*
Parents reported that navigating the health care system takes a substantial amount of time,
compounded by the fact that they have to continuously ‘fight’ to obtain supplies or services for
their children.**®* Maynard and colleagues found that seven in ten children experienced an
additional 53.9 hospitalization days due to the lack of home care nursing services.® Parents report
that home care services are not always guaranteed, necessitating private nursing care while waiting
for publicly funded home care services.” Studies have revealed that the lack of available home
health care nursing and poor home health care support resulted in high hospital readmissions and
extended hospital stays among the CYMC population.?%

Pediatric home health care is unique in that it requires providers to be familiar with the pediatric
population and the child's specific health conditions and care needs.?>* The needs of CYMCs can be
intensive and complex when they require the use of at least one medical device in their care, are on
multiple medications, and require other supports at home and in school due to their functional
limitation.'® Given the complexity of care, McCann reported that parents “do not trust respite care
providers in providing a suitable standard of care for their child.”*® " Research has highlighted that
many home health care providers feel unprepared to provide specialized pediatric care due to a lack
of specialized training opportunities to gain the necessary experience and skills, a lack of

professional practice support from home care organizations, and limited guidance from
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supervisors.® This leaves children with substantially unmet needs that parents/caregivers often have
to meet independently.?® While studies show that caring for CYMCs at home is the ideal site for
long-term care, the lack of preparedness reported by home health care providers creates a serious
safety concern for these children and youth and affects parents’/caregivers’ confidence and decision
to entrust their CYMCs to home health care professionals.®>***> The lack of timely and adequate
home health care continues to put parents and/or caregivers at risk of experiencing burnout,
emotional and psychological distress, financial demands, and social isolation.”> Therefore, the
overarching objective of this scoping review is to examine the extent and nature of the published

literature on home and community care health care providers’ readiness to care for CYCMs.

Review question(s)
The research team consisting of two nursing faculty members (XX), one nursing librarian (XX), and
one clinical scientist (XX) developed the overarching review question “What is known about home
health care providers’ readiness to care for CYMCs at home?’. The specific questions are:
1. What are the characteristics of children receiving home health care?
2. How do home health care nurses, including registered nurses and practical nurses, perceive
their readiness to provide home health care to CYMCs?
3. What are the perspectives reported by other home care providers on their readiness to provide
care for CYMCs at home?
4. What factors influence nurses and other home health care providers’ readiness to provide
home care to CYMCs?
5. What are recommendations or strategies to enhance home health care providers’ readiness to

deliver home care to CYMCs?

Inclusion criteria

Participants

Home care providers (Registered Nurses, Registered/Licensed Practical Nurses, physicians,
therapists) working in home care settings who provide care and support to families and children and
youth ages O to 18 years old with at least one complex medical condition (e.g., epilepsy, global
developmental delay, cardiopulmonary disease, neurological impairment, genetic and metabolic
conditions, etc.). Articles that discuss non-home care settings such as acute care, children’s
emergency rooms, children’s treatment centers, schools, and respite care facilities will not be

considered unless results on home care are specifically examined and discussed.
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Concept
The readiness of healthcare providers to care for children and youth living with complex medical
conditions is defined as having a mix of clinical knowledge, technical skills, critical thinking,

communication, professionalism, and management of responsibilities.??

Complex medical
conditions are defined as individuals who 1) have chronic conditions that limit their functional

ability, 2) require round-the-clock care, and 3) require substantial use of health care services.

Context

Globally, home care services are delivered by various health care providers and are tailored to the
needs of children and youth.?”” Some of these services range from supporting CYMCs in their daily
living activities to specialized services such as the administration of chemotherapy or antibiotics at
home. Articles that examine paid home health care providers and report on the level of readiness of

home health care providers will be included.

Types of sources

This scoping review will consider experimental and quasi-experimental study designs, including
randomized controlled trials, non-randomized controlled trials, before and after studies and
interrupted time-series studies. In addition, analytical observational studies, including prospective
and retrospective cohort studies, case-control studies and analytical cross-sectional studies, will be
considered for inclusion. This review will also consider descriptive observational study designs,
including case series, individual case reports and descriptive cross-sectional studies for inclusion.
Qualitative studies focusing on qualitative data, including but not limited to phenomenology,
grounded theory, ethnography, qualitative description, action research, and feminist research, will
be considered. In addition, any kind of systematic reviews that meet the inclusion criteria will also
be considered. Grey literature such as dissertations and theses, opinion papers, and conference
presentations will also be considered for inclusion in this scoping review. However, sources such as

theoretical or conceptual papers, books, or book chapters will not be included.

Methods

The proposed scoping review will be conducted in accordance with the JBI methodology for scoping
reviews, and in line with the Preferred Reporting Items for Systematic Reviews and Meta-Analyses
extension for Scoping Reviews (PRISMA-ScR).”** This protocol has been registered in

[https://osf.io/m58zj/]. As per Joanna Briggs Institute's (JBI) recommendation, a critical appraisal
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will not be assessed because the purpose of a scoping review is to describe the extent of available

evidence in the field.?

Search strategy

The search strategy will aim to locate both published and unpublished studies. An initial limited
search of MEDLINE (Ovid) and CINAHL (EBSCO) was undertaken to identify articles on the topic.
The text words contained in the titles and abstracts of relevant articles and the index items used to
describe the articles were used to develop a full search strategy for MEDLINE via Ovid. See
Appendix 1. The search strategy, including all identified keywords and index terms, will be adapted
for each included database and/or information source. The reference list of all included sources of
evidence will be screened for additional studies. The databases to be searched include MEDLINE,
CINAHL, Scopus, ProQuest Nursing & Allied Health, PsycINFO, Cochrane Central Register of
Controlled Trials, and Cochrane Database of Systematic Reviews. Grey literature search will include
dissertations and theses, opinion papers, and conference presentations. The same search strategy will
be applied to ProQuest Dissertations & Theses. Papers published in any language will be included.
Although the team primarily uses English as its working language, DeepL translator (DeepL,
Cologne, Germany) will be utilized for papers published in other languages.

The search strategy for this protocol was developed by XX in consultation with a nursing librarian
from the XX to scope out relevant studies from both published and grey literature. Keywords and
search terms relating to pediatric home care and care providers were developed and adapted from
published search terms. No date restriction will be imposed on the searches as the literature on home

care for children is limited.

Study selection

Following the search, all identified citations will be collated and uploaded into Zotero v.6.0.36
(Corporation for Digital Scholarship and Roy Rosenweig Center for History and New Media, VA,
USA), and duplicates will be removed. Potentially relevant sources will be retrieved in full, and their
citation details will be imported into Covidence (Veritas Health Innovation, Melbourne, Australia). A
two-stage review is conducted to screen the articles. In the first stage, two independent reviewers
will screen articles for relevance based on title and abstract. In the second stage, two reviewers will
perform independent full-text reviews of articles. Any disagreements among the reviewers at each
stage of the selection process will be resolved with an additional reviewer(s). Reasons for excluding
sources of evidence at full text that do not meet the inclusion criteria will be recorded and reported in

the scoping review. The screening process results will be presented in a Preferred Reporting Items
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for Systematic Reviews and Meta-analyses (PRISMA 2020) flow diagram.*

Data extraction

Data will be extracted from papers included in this scoping review. A pilot test will be undertaken by
two or more members of the review team on at least four articles using a data extraction tool
developed by the reviewers to ensure reliability and accuracy in capturing data. After this initial
review, articles will be reviewed by two or more independent reviewers. Any disagreements among
reviewers will be resolved with additional reviewer(s). The extraction tool will provide an overview
of knowledge and practice gaps to inform education, training and service delivery in home and
community care.

The extracted data will include specific study details, such as sample characteristics, data collection
and analysis, results, and other findings. See Appendix II. The draft data extraction tool will be
refined as necessary during the data extraction process. Any refinement will be detailed in the

scoping review. Findings will then be organized in spreadsheet format.

Data analysis and presentation

The PRISMA extension for Scoping Review (PRISMA-ScR) checklist will guide the reporting of the results in
this scoping review. To answer review question 1, the characteristics (e.g., age, sex, types of diagnosis,
time since diagnosis, types of medical devices, etc.) will be described, and frequency counts, percentages,
mean, and standard deviations will be reported. Similarly, for review question 4, frequency counts and
percentages will describe all reported factors identified quantitatively. A qualitative approach will be used
to answer review questions 2 and 3, and perspectives of pediatric home care from home care providers
will be grouped to identify key themes across studies. Finally, we will use different knowledge translation
strategies to share results, including but not limited to open-access publication in a peer-reviewed journal,
presentation at home and community care conferences, and infographics to share our findings via social

media such as X and Instagram.
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