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There is wide variation in terminology used to refer to children living with complex needs, across clinical, research and policy settings. It is important to seek to reconcile this variation to support the effective development of programmes of care for this group of children and their families. The European Academy of Pediatrics (EAP) established a multidisciplinary Working Group on Complex Care and the initial work of this group examined how complex care is defined in the literature. A scoping review was conducted which yielded 87 papers with multiple terms found that refer to children living with complex needs. We found that elements of integrated care, an essential component of care delivery to these children, were repeatedly referred to, though it was never specifically incorporated into a term to describe complex care needs. This is essential for practice and policy, to continuously assert the need for integrated care where a complex care need exists. We propose the use of the term Complex and Integrated Care Needs as a suitable term to refer to children with varying levels of complexity who require continuity of care across a variety of health and social care settings.
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INTRODUCTION

A number of variations of the term complex care are used in practice, which in its broadest sense refers to children living with “multidimensional health and social care needs in the presence of a recognized medical condition or where there is no unifying diagnosis” (1). There has been a strong emphasis in North America in particular to move from broader definitions of complex care to more focused terminology. This has been identified as favorable in terms of the organization of hospital-led care for children with more severe complexities. However, it has been questioned if this change in name would lead to meaningful changes in care outcomes, and what a change in terminology would mean for children with less severe complex needs who are cared for predominantly in the community (2).

From a European perspective there is wide variation in terminology used across clinical, research and policy settings. It is important to seek to reconcile this variation and to address the absence of agreed terminology. This is important: to support the effective development of programmes of care for this group of children and their families; for connectivity across health and social care systems and services; for interprofessional communication, education, and research; and for meaningful policy development. It is also important that any definition agreed is not used to negatively impact on resources available for any other group of children and their families. To examine this and other developing issues in the care of children with complex needs the European Academy of Pediatrics (EAP) established a multidisciplinary Working Group on Complex Care in Spring 2021. The overall aim of the work of this group is to support multidisciplinary practice, education and research on children's complex care in Europe. The initial work of this group was to examine how complex care is defined in the literature. In order to begin to understand the various terms used to portray complex care, we conducted a scoping review to establish what terms have already been used in the literature. Here we report our key considerations and conclusions on this issue.



METHODS

A systematic search of literature was initially conducted to identify all of the current published variations in definitions of complex care in children. To search effectively and strategically, the review question was broken down into constituent parts and the literature was searched with Boolean operators using the following criteria: population search terms (child or children or youth or young person or young people or family or families or parent or adolescent or p(a)ediatric or p(a)ediatrics); and issue/intervention search terms: (complex needs or complex care or complex medical care or medical complexity or chronic illness or chronic disease or chronically complex or chronic health condition or chronic* or complex chronically ill disability or disab* or healthcare or serious illness or special healthcare needs or special health care needs or life-limiting condition).

It was required that the term complex must be contained in either the article title or abstract. Finally, in addition to matching search terms and keywords, the documents for review had to meet the following inclusion criteria: must be published between January 2016 and April 2021 (to reflect current terminology in use) and the articles had to be published in a peer reviewed journal. Studies not available in English language were excluded.

In total, 318 documents were identified for inclusion and were imported to Mendeley reference manager (Figure 1). After removal of duplications, 228 studies were imported to Covidence screening and data extraction tool. An agreed screening protocol was devised and agreed among the research team. MB and JG reviewed the titles and abstracts for compliance with the predefined inclusion criteria. One hundred and twenty-eight studies were deemed eligible for full-text screening. JG screened the titles, abstract and full text of the selected articles. After the full text review, an additional 41 studies were excluded based on the pre-defined criteria, resulting in 87 articles for data extraction. The primary reason for excluding articles at this stage was that complex care was not explicitly defined (n = 21). Other reasons included that the article was published before 2016 (n = 11); the full text of the article was not available (n = 7); or the paper was not related to children (n = 2).
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FIGURE 1. Data search and selection process.



Data Extraction

A data charting form was developed to capture the various terms used to portray complex care in the literature. This chart consisted of the following items: journal citation; country; aim of article; definition of complex care; limitations; and recommendations. The data charting forms were independently examined by two reviewers (JG and MB) to ensure the data gathered could address the aim of this review.




FINDINGS

The three main terms that repeatedly emerged in the data reviewed referred to children with medical complexity (n = 46), children with complex care needs (n = 13), and children with (special) healthcare needs (n = 17). The terms complex care needs and special healthcare needs most commonly referred to children with both medical and social care needs, while the term medical complexity was often referred to as a subset of children of these groups and was most commonly used to indicate a group of children with a very high level of specific medical complexities. A very small number of articles used the term complex care when referring to the needs of children living with life-limiting conditions, children living with a chronic critical illness or used the term in conjunction with less commonly used terms (for example catastrophic medical complexity) (n = 7). Table 1 presents the full list of terms found in the articles reviewed and the Supplementary File includes detail of the associated references for each term. The term integrated care needs was not explicitly used in the articles reviewed to describe the needs of children with complex care needs.


Table 1. Terms used in the literature to refer to children with complex care needs.
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DISCUSSION

The findings of the review were presented and discussed at length within the Working Group on Complex Care, with the aim of identifying an optimum term that could be meaningfully used across the variety of cultures and healthcare settings in Europe. Each term relating to complex care identified in the literature was examined in detail, taking into account clinical and academic observations across acute and community care across Europe. This included discussion on the use and placement of the word complex in the terms, and the meaning and associations of the other words used in each term found.

While there were a large variety of terms, it was noted that the concept of integrated care was mentioned in association with complex care in the majority of the articles reviewed, though never explicitly used in a term to describe children with complex needs. For example, poorly developed integrated care services have been identified as a barrier to comprehensive care delivery for children with complex needs (3). An integrated care approach was identified as necessary to support a person-centered approach to the care of children with complex care needs (4, 5), while cross-sector, integrated and assertive care delivery was identified as necessary for safeguarding the well-being and development of children with complex care needs (6). Principles of integrated care were also frequently mentioned in the literature reviewed (7–11).

Integrated care is an essential component of care delivery to children with complex needs and the literature is replete with examples of important developments to support connected and integrated care, with an emphasis on the need for flexibility in service delivery, and pathways of care that are individualized for each child and their family. Models, frameworks and principles of care have been developed to support integration of care (3, 12) however, despite an increase in initiatives in this area it is insufficient to meet the needs of these children. There is continuous evidence internationally that many children with complex needs have ongoing issues with access to appropriate and continuous care in the home, access to respite care services, and challenges in communication within and across services (13–16). There is also continuous reference to the need for a care coordinator in the community to support the integration of their care needs (9, 17, 18).

There is a clear link between having a complex need and requiring integrated care, however, the concept of integrated care was never specifically incorporated into a term to describe complex care needs. This is unusual given the fact that the core principle of integrated care is to bring together key aspects of care to avoid fragmentation in care delivery. We would suggest that there is a need to combine the terms so that they are continuously identified as synonymous and thereby continuously highlight that a complex care need is an integrated care need.

The absence of this combination in any formal manner in the literature may be explained by the exponential rise in varying terminologies in the area of integrated care. Over the last 20 years numerous taxonomies or typologies of integrated care emerged referring to different types, forms or models of integrated care (19), to the extent that there has been development and validation of two specific search filters for rapid and effective retrieval of integrated care evidence (20). The review of the literature identifies the potential for deliberations on terminology on complex care to follow a similar complicated path of typologies leaving it potentially challenging over time to use in a practically useful way. While the debates on terminology continue there remains a need for a clear term that can be easily understood and applied in health and social care settings across a wide variety of cultural and geographically diverse regions. This is essential for practice and policy to continuously assert the need for integrated care where a complex care need exists. We would therefore propose the use of the term Complex and Integrated Care Needs as a suitable term to refer to children with varying levels of complexity who required continuity of care across a variety of health and social care settings.



CONCLUSION

The aim of this paper was to identify a meaningful term for the care of children with complex needs that could be used by children and their families, health and social care workers, academics and policy makers, across a wide cultural and geographically disperse region. The literature highlighted numerous terms that are used to describe children with complex needs, with a dominance of three main terms: children with medical complexity, children with complex care needs, and children with (special) healthcare needs. While the Working Group agreed that the broader term complex care needs is the most accommodating of these three main terms (as it refers to both health and social care needs), they concluded that this term does not reflect the fact that a complex care need is an integrated care need. The Working Group concluded that the term complex care alone does not reflect the importance of a flexible and dynamic service that can provide individualized care for each child. The Working Group on Complex Care therefore proposes that the term Complex and Integrated Care Needs is a suitable term to refer to children with varying levels of complexity who require continuity of care across a variety of health and social care settings.



DATA AVAILABILITY STATEMENT

The original contributions presented in the study are included in the article/Supplementary Material, further inquiries can be directed to the corresponding author/s.



AUTHOR CONTRIBUTIONS

MB and JG completed the search and analysis of the literature. All authors conceptualized the paper, contributed to the article development and approved the submitted version.



SUPPLEMENTARY MATERIAL

The Supplementary Material for this article can be found online at: https://www.frontiersin.org/articles/10.3389/fped.2021.758415/full#supplementary-material



REFERENCES

 1. Brenner M, Kidston C, Hilliard C, Coyne I, Eustace-Cooke J, Doyle C, et al. Children's complex care needs: a systematic concept analysis of multidisciplinary language. Eur J Pediatr. (2018) 177:1641–52. doi: 10.1007/s00431-018-3216-9

 2. Cohen E, Berry JG, Sanders L, Schor EL, Wise PH. Status complexicus? The emergence of pediatric complex care. Pediatrics. (2018) 141(Suppl. 3):S202–11. doi: 10.1542/peds.2017-1284E

 3. Brenner M, O'Shea MP, McHugh R, Clancy A, Larkin P, Luzi D, et al. Principles for optimising the provision of complex care at the acute community interface in Europe. Lancet Child Adolesc Health. (2018) 2:832–8. doi: 10.1016/S2352-4642(18)30270-0

 4. Luke A, Luck KE, Doucet S. Experiences of caregivers as clients of a patient navigation program for children and youth with complex care needs: a qualitative descriptive study. Int J Integr Care. (2020) 20:10. doi: 10.5334/ijic.5451

 5. Van den Steene H, van West D, Glazemakers I. Towards a definition of multiple and complex needs in children and youth: Delphi study in Flanders and international survey. Scand J Child Adolesc Psychiatr Psychol. (2019) 30:60–7. doi: 10.21307/sjcapp-2019-009

 6. Ufer LG, Moore JA, Hawkins K, Gemberl G, Entwistle DN, Hoffman D. Care coordination: empowering families, a promising practice to facilitate medical home use among children and youth with special health care needs. Matern Child Health J. (2018) 22:648–59. doi: 10.1007/s10995-018-2477-2

 7. Ming DY, Jackson GL, Sperling J, Gray M, Wyman Roth N, Spears T, et al. Mobile complex care plans to enhance parental engagement for children with medical complexity. Clin Pediatr. (2019) 58:34–41. doi: 10.1177/0009922818805241

 8. Curran JA, Breneol S, Vine J. Improving transitions in care for children with complex and medically fragile needs: a mixed methods study. BMC Pediatr. (2020) 20:219. doi: 10.1186/s12887-020-02117-6

 9. Huth K, Newman L, Glader L. Core curricular priorities in the care of children with medical complexity: a North American modified Delphi study. Acad. Pediatr. (2020) 20:558–64. doi: 10.1016/j.acap.2020.01.014

 10. Precce ML, Moraes JRMM, Pacheco STA, Silva LFD, Conceição DSD, Rodrigues EDC. Educational demands of family members of children with special health care needs in the transition from hospital to home. Rev Bras Enferm. (2020) 73(Suppl. 4):e20190156. doi: 10.1590/0034-7167-2019-0156

 11. Wolfe I, Satherley RM, Scotney E, Newham J, Lingam R. Integrated care models and child health: a meta-analysis. Pediatrics. (2020) 145:e20183747. doi: 10.1542/peds.2018-3747

 12. Altman L, Zurynski Y, Breen C, Hoffmann T, Woolfenden S. A qualitative study of health care providers' perceptions and experiences of working together to care for children with medical complexity (CMC). BMC Health Serv Res. (2018) 18:70. doi: 10.1186/s12913-018-2857-8

 13. Sobotka SA, Dholakia A, Berry JG, Brenner M, Graham RJ, Goodman DM, et al. Home nursing for children with home mechanical ventilation in the United States: key informant perspectives. Pediatr Pulmonol. (2020) 55:3465–76. doi: 10.1002/ppul.25078

 14. Matsuzawa A, Shiroki Y, Arai J, Hirasawa A. Care coordination for children with medical complexity in Japan: Caregivers' perspectives. Child Care Health Dev. (2020) 46:436–44. doi: 10.1111/cch.12767

 15. Williams LJ, Waller K, Chenoweth RP, Ersig AL. Stakeholder perspectives: communication, care coordination, and transitions in care for children with medical complexity. J Spec Pediatr Nurs. (2021) 26:e12314. doi: 10.1111/jspn.12314

 16. Hillis R, Brenner M, Larkin PJ, Cawley D, Connolly M. The role of care coordinator for children with complex care needs: a systematic review. Int J Integr Care. (2016) 16:12. doi: 10.5334/ijic.2250

 17. Currie G, Szabo J. “It is like a jungle gym, and everything is under construction”: the parent's perspective of caring for a child with a rare disease. Child Care Health Dev. (2019) 45:96–103. doi: 10.1111/cch.12628

 18. Armitage GD, Suter E, Oelke ND, Adair CE. Health systems integration: state of the evidence. Int J Integr Care. (2009) 9:e82. doi: 10.5334/ijic.316

 19. Busetto L, Luijkx K, Vrijhoef H. Advancing integrated care and its evaluation by means of a universal typology. Int J Care Coord. (2017) 20:41–4. doi: 10.1177/2053434517705732

 20. Damarell RA, Lewis S, Trenerry C, Tieman JJ. Integrated care search: development and validation of a PubMed search filter for retrieving the integrated care research evidence. BMC Med Res Methodol. (2020) 20:12. doi: 10.1186/s12874-020-0901-y

Conflict of Interest: The authors declare that the research was conducted in the absence of any commercial or financial relationships that could be construed as a potential conflict of interest.

Publisher's Note: All claims expressed in this article are solely those of the authors and do not necessarily represent those of their affiliated organizations, or those of the publisher, the editors and the reviewers. Any product that may be evaluated in this article, or claim that may be made by its manufacturer, is not guaranteed or endorsed by the publisher.

Copyright © 2021 Brenner, Greene, Doyle, Koletzko, del Torso, Bambir, De Guchtenaere, Polychronakis, Reali and Hadjipanayis. This is an open-access article distributed under the terms of the Creative Commons Attribution License (CC BY). The use, distribution or reproduction in other forums is permitted, provided the original author(s) and the copyright owner(s) are credited and that the original publication in this journal is cited, in accordance with accepted academic practice. No use, distribution or reproduction is permitted which does not comply with these terms.



OPS/xhtml/Nav.xhtml




Contents





		Cover



		Increasing the Focus on Children's Complex and Integrated Care Needs: A Position Paper of the European Academy of Pediatrics



		Introduction



		Methods



		Data Extraction







		Findings



		Discussion



		Conclusion



		Data Availability Statement



		Author Contributions



		Supplementary Material



		References

















OPS/images/cover.jpg
’ frontiers
in Pediatrics

Increasing the Focus on Children’s
Complex and Integrated Care Needs:
A Position Paper of the European
Academy of Pediatrics





OPS/images/fped-09-758415-g001.gif
Idenification

e —
b @315

[ —
ey

[ ——r—
ereney

i

e ks e i
[y
[
prrceaein vt
o O
)

o






OPS/images/fped-09-758415-t001.jpg
Terms identified in the literature Number of articles identified

Children with Medical Complexity (CMC) 46
Pediatric Medical Complexity
Complex care needs (CCN) 13

Children’s complex care needs
Children with complex needs

Multiple complex needs (MCN)

Gomplex healthcare needs 17
Complex health care needs

Special healthcare needs (SHCN)

Children with special health care needs (CSHCN)

Children and Youth with special health care
needs (CYSHCN)

Complex chronic conditions 7

Complex Medical Conditions

Catastrophic medical complexity

Children with lfe-fimiting conditions

Chronic Critical liness (CCI)

Pediatric Chronic Critical liness (PCCI)

Multiple terms 4
Total: 87









OPS/images/crossmark.jpg
©

2

i

|





OPS/images/logo.jpg
, frontiers
in Pediatrics





