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Self-management of chronic illness leads to improved health outcomes. The acquisition of self-management skills in
pediatrics is a process supported by the family, health professionals and the community, in which the nurse, in
partnership, can promote communication and health education through cognitive strategies, behavioral programs included
in physical or online programs, adjusted to the patients’ needs.
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| 1. Introduction

Since the beginning of the 20th century, scientific and technological innovations in neonatal and pediatric health care have
led to evident changes in the epidemiology of health conditions at these stages of the life cycle. Infectious diseases have
decreased substantially and life expectancy has increased, reflected in an increased prevalence of chronic disease &,
with associated physical and psychological comorbidities [2IB], Up to 60% of these children have at least one concomitant
psychological disorder &I,

Despite the changing pattern of illness, healthcare continues to be directed towards the treatment of acute illness and
healthcare expenditure associated with chronic illness is increasing =, The accountability of people in the control of their

own health [ and a transfer of health care to non-hospital domains could be important strategies in the face of this reality
|

Self-management is recognized as a public health intervention and an important component of health care, in all age
groups BIEIA |t js considered a multidimensional and complex phenomenon, as it requires a variety of actions, in a wide
variety of patients and conditions . |t has been applied to health promotion activities, as well as activities related to
acute or chronic iliness; however there is more evidence of its relationship with chronic illness (1[12],

According to the theory of individual and family self-management, which explores the self-management process
components, these actions should involve patients as dyads, within the family or in the family unit as a whole and at all
stages of development 4. In turn, the pediatric self-management model adds that self-management behaviors require the
involvement of the patient, family, community and the healthcare system in a triadic perspective [L1113114]

The aiming of acquiring the capacity for self-management of the disease is to improve health behavior, reduce admission
to health services and, consequently, improve the patient’s quality of life. It can be a challenge for them to acquire the
ability to self-manage their disease, with little or no additional ongoing support, so it is essential to find support strategies
to provide and promote this competence 15,

Although the world scientific literature identifies promising results, regarding the self-management of chronic illness in the
pediatric population, there is little consensus on the procedural components 1€ |n this population, this phenomenon is
more complex, as over the life cycle roles change, family balance changes, information and support needs vary according
to age and stage of development [L7[L8]

Promoting self-management in children/adolescents constitutes a real challenge to nursing practice. Nurses manifest the
need to identify interventions that enable the acquisition of knowledge, skills and social facilitation for self-management of
health in pediatrics A8l in order to achieve a positive impact on the health of this population 2,



| 2. Self-Management of Chronic Disease in Children

There is a consensus that effective self-management can be achieved at an early age, enabling the prevention and
management of diseases throughout life, with the development of the capacity to respond to daily challenges and solve
problems 2921 Although the studies apply to populations of school age, from the age of 6 years, revealing that at this
stage it is already possible for the child to develop a process of self-management skills, most studies are aimed at
adolescents, at the stage of the life cycle in which there is a more evident progression towards the construction of their
identity and autonomy. As this age group progresses in growth and development into adulthood, enhanced self-
management skills and knowledge are essential to promote health and prevent problems 221,

Knowledge from the disciplines of nursing, medicine, psychology, physiotherapy, occupational therapy, nutrition, social
work, and education can be integrated, using cognitive and/or behavioral strategies [23124123] a5 a basis for support to self-
management of chronic illness in the child/teenager.

In the nursing discipline, these interventions represent, above all, health education, being the elementary school space in
this approach. School-age children face many barriers to self-management in the school environment. Achieving self-
management at this stage is important for maintaining health and quality of life into adulthood 2281,

Self-management programs attempt to provide chronically ill patients with the knowledge, skills, and self-efficacy needed
to take an active role in managing their health condition 27241,

Nursing resources are not always sufficient, identifying in a study, the potential role of nurses in partnership models or
support strategies, to provide schools with much-needed health resources 28, In the analyzed studies, successful
partnerships with nursing and medical students were identified 28. Peer support, often in conjunction with family and
teachers, was also an activity identified as positive 2B,

In a study developed in the United States of America, in 19 classrooms where children with asthma were enrolled, 12
teachers (80%) participated in small group education sessions conducted by master’'s degree students in nursing. In a
second phase, sessions with the children and parents (48 students) and daily health records were developed, and 100%
of the children were able to correctly verbalize the care to have with their specific condition, at the end of the study 28!,

One study using Airways, a cystic fibrosis self-management program run by the child and caregiver using pen and paper
records to aid decision-making, provided strategies to overcome barriers to the treatment of asthma. There was an
increase in knowledge of asthma in all defined skill areas during the intervention period. Satisfaction was high, with 88%
(14/16 participants) stating that they would continue to use the system 22,

Peer support interventions also include information-based programs, as well as cognitive and/or behavioral approaches
aimed at increasing knowledge, self-confidence, or self-efficacy, as well as the use of self-care behaviors 23321 A study
conducted on a holiday camp in Portugal on a program aimed at adolescents with spina bifida, by peers, revealed
unanimous results and confirmed the importance of the program for the development of self-management activities. The
psychoeducational intervention strategies used in the program (problem solving, role play, action plan, and modeling)
were clearly demonstrated and may be associated with significant improvement in self-management behaviors 22,

In recent years, technology-based interventions to improve self-management have been shown to be useful in promoting
self-management of chronic iliness [2l27(33124]34]

Patients with poor asthma control, in a study carried out in the Netherlands, were able to acquire the ability to self-manage
their asthma through the internet (65%) 2. High ratings were given in terms of the system's ease of use and ease of
learning through text messages. Compared with control patients, patients in the intervention group showed a significant
improvement in adherence at 7 days, with a mean gain of 1 day of adherence and a median change of 4 to 6 days,
compared to no median change in the control group 2,

One study using a Plan My C-Day mobile app specifically designed to promote cognitive self-management skills among
adolescents with celiac disease had promising results. It demonstrated that content, resources and functions were
operative in the process of self-management of the disease [24],

The app repositories include hundreds of apps claiming to improve self-management of illnesses, health outcomes, and
health-related behaviors. However, there are few evidence-based solutions developed with the involvement of health
professionals, patients and caregivers [B428 Most applications that collect patient-generated health data are not



integrated into the care plan or clinical workflow. Without such integration, technologies can have only a minimal impact
on the care and self-management of chronic diseases 341,

A Self-Management Platform for Children and Adolescents with Cystic Fibrosis (Genia) illustrated successful integration
characteristics. The findings highlighted cultural characteristics of the clinical environment that are more likely to support
the viable integration of new technologies as well as mHealth design components that contribute to successful self-
management (24,

Although some support/support interventions promoting self-management show user acceptance and positive preliminary
adoption of self-management practices, the field lacks detailed research that explores the perspective of users of these
technologies 281,

| 3. Conclusions

Interventions that promote self-management of chronic illness in children and adolescents include activities, based on
information, designed to achieve knowledge about the disease and the acquisition of skills. These presuppose a
multidimensional and interprofessional support approach at a stage of the life cycle that requires a gradual adaptation,
due to the development of cognitive and motor skills that takes place during this period.

Some of the activities mapped are aimed at children and adolescents themselves, but also at reference figures (family,
teachers, health professionals), with the objective of conducting a process of supported self-management, according to
personal needs (physical and emotional) of each patient. These activities are included in programs that use cognitive
and/or behavioral strategies designed to increase self-confidence and self-efficacy.

Promoting chronic disease self-management emphasizes the role of patient education in preventive health care activities,
disease self-monitoring, therapeutic management, action plan building, emotional management, treatment adherence,
and patient control symptoms.

The nurse, in collaboration with other members of the multidisciplinary team, together with parents and teachers, may
develop interventions conducted through direct contact, between members of this triad or through technological support
means created for this purpose, provided that they are scientifically validated and constructed according to the needs of
users.

References

1. Perrin, J.M.; Anderson, L.E.; Van Cleave, J. The rise in chronic conditions among infants, children, and youth can be
met with continued health system innovations. Health Aff. 2014, 33, 2099-2105.

2. Tieffenberg, J.A.; Wood, E.I.; Alonso, A.; Tossutti, M.S.; Vicente, M.F. A randomized field trial of ACINDES: A child-
centered training model for children with chronic illnesses (asthma and epilepsy). J. Urban Health 2000, 77, 280-297.

3. Butler, A.; Van Lieshout, R.J.; Lipman, E.L.; MacMillan, H.L.; Gonzalez, A.; Gorter, J.W.; Georgiades, K.; Speechley,
K.N.; Boyle, M.H.; Ferro, M.A. Mental disorder in children with physical conditions: A pilot study. BMJ Open 2018, 8,
e019011.

4. Hew, M.; Menzies-Gow, A.; Hull, J.H.; Fleming, L.; Porsbjerg, C.; Brinke, A.T.; Allen, D.; Gore, R.; Tay, T.R. Systematic
Assessment of Difficult-to-Treat Asthma: Principles and Perspectives. J. Allergy Clin. Immunol. Pract. 2020, 8, 2222—
2233.

5. Merianos, A.L.; King, K.A.; Vidourek, R.A.; Nabors, L.A. Mentoring and Peer-led Interventions to Improve Quality of Life
Outcomes among Adolescents with Chronic llinesses. Appl. Res. Qual. Life 2016, 11, 1009-1023.

6. Dos Reis Lopes Silveira Galvao, M.T.; da Silva Vilelas Janeiro, J.M. O autocuidado em enfermagem: Autogestéo,
automonitorizacdo e gestéo sintomatica como conceitos relacionados. Revista Mineira de Enfermagem 2013, 17, 226—
236.

7. Ryan, P.; Sawin, K.J. The Individual and Family Self-Management Theory: Background and perspectives on context,
process, and outcomes. Nurs. Outlook 2009, 57, 217-225.e6.

8. Nightingale, R.; McHugh, G.; Kirk, S.; Swallow, V. Supporting children and young people to assume responsibility from
their parents for the self-management of their long-term condition: An integrative review. Child Care Health Dev. 2019,
45, 175-188.



10.

11.

12.

13.

14.

15.

16.

17.

18.

19.

20.

21.

22.

23.

24.

25.

26.

27.

28.

29.

30.

31.

. Klaassen, R.; Bul, K.C.M.; Op den Akker, R.; van der Burg, G.J.; Kato, P.M.; Di Bitonto, P. Design and Evaluation of a

Pervasive Coaching and Gamification Platform for Young Diabetes Patients. Sensors 2018, 18, 402.

Kennedy, A.; Gask, L.; Rogers, A. Training professionals to engage with and promote self-management. Health Educ.
Res. 2005, 20, 567-578.

Modi, A.C.; Pai, A.L.; Hommel, K.A.; Hood, K.K.; Cortina, S.; Hilliard, M.E.; Guilfoyle, S.M.; Gray, W.N.; Drotar, D.
Pediatric self-management: A framework for research, practice, and policy. Pediatrics 2012, 129, e473-e485.

Grande, S.W.; Longacre, M.R.; Palmblad, K.; Montan, M.V.; Berquist, R.P.; Hager, A.; Kotzbauer, G. Empowering
young people living with juvenile idiopathic arthritis to better communicate with families and care teams: Content
analysis of semistructured interviews. JMIR Mhealth Uhealth 2019, 7, e10401.

Tiase, V.L.; Sward, K.A.; Del Fiol, G.; Staes, C.; Weir, C.; Cummins, M.R. Patient-Generated Health Data in Pediatric
Asthma: Exploratory Study of Providers’ Information Needs. JMIR Pediatr. Parent. 2021, 4, e25413.

Callery, P.; Coyne, |. Supporting children and adolescents inclusion in decisions and self-management: What can help?
Patient Educ. Couns. 2019, 102, 605-606.

Archer, N.; Keshavjee, K.; Demers, C.; Lee, R. Online self-management interventions for chronically ill patients:
Cognitive impairment and technology issues. Int. J. Med. Inf. 2014, 83, 264-272.

Wu, C.J.; Chang, A.M. Application of a theoretical framework to foster a cardiac-diabetes self-management
programme. Int. Nurs. Rev. 2014, 61, 336-343.

Nightingale, R.; Hall, A.; Gelder, C.; Friedl, S.; Brennan, E.; Swallow, V. Desirable Components for a Customized,
Home-Based, Digital Care-Management App for Children and Young People With Long-Term, Chronic Conditions: A
Qualitative Exploration. J. Med. Internet Res. 2017, 19, e235.

Saxby, N.; Ford, K.; Beggs, S.; Battersby, M.; Lawn, S. Developmentally appropriate supported self-management for
children and young people with chronic conditions: A consensus. Patient Educ. Couns. 2020, 103, 571-581.

Lindsay, S.; Kingsnorth, S.; McDougall, C.; Keating, H. A systematic review of self-management interventions for
children and youth with physical disabilities. Disabil. Rehabil. 2014, 36, 276—-288.

Choi, E.K.; Jung, E.; Ji, Y.; Bae, E. A 2-Step Integrative Education Program and mHealth for Self-Management in
Korean Children with Spina Bifida: Feasibility Study. J. Pediatr. Nurs. 2019, 49, e54—e62.

Bagnasco, A.; Calza, S.; Petralia, P.; Aleo, G.; Fornoni, L.; Sasso, L. Investigating the use of Barrows Cards to improve
self-management and reduce healthcare costs in adolescents with blood cancer: A pilot study. J. Adv. Nurs. 2016, 72,
754-758.

Buckner, E.B.; Copeland, D.J.; Miller, K.S.; Op'T Holt, T. School-based interprofessional asthma self-management
education program for middle school students: A feasibility trial. Prog. Community Health Partnersh. Res. Educ. Action
2018, 12, 45-59.

Korus, M.; Cruchley, E.; Stinson, J.N.; Gold, A.; Anthony, S.J. Usability testing of the Internet program: “Teens Taking
Charge: Managing My Transplant Online”. Pediatr. Transplant. 2015, 19, 107-117.

Meyer, S.; Naveh, G. Mobile application for promoting gluten-free diet self-management in adolescents with celiac
disease: Proof-of-concept study. Nutrients 2021, 13, 1401.

Downs, J.A.; Roberts, C.M.; Blackmore, A.M.; Le Souéf, P.N.; Jenkins, S.C. Benefits of an education programme on the
self-management of aerosol and airway clearance treatments for children with cystic fibrosis. Chron. Respir. Dis. 2006,
3, 19-27.

Carroll, A.E.; Marrero, D.G.; Downs, S.M. The HealthPia GlucoPack (TM) diabetes phone: A usability study. Diabetes
Technol. Ther. 2007, 9, 158-164.

Meade, M.A.; Creer, T.L.; Mahan, J.D. The Development, Implementation, and Evaluation of a Self-Management
Program for Adolescents and Children with Renal Transplants. J. Clin. Psychol. Med. Settings 2003, 10, 165-171.

McClure, N.; Seibert, M.; Johnson, T.; Kannenberg, L.; Brown, T.; Lutenbacher, M. Improving Asthma Management in
the Elementary School Setting: An Education and Self-management Pilot Project. J. Pediatr. Nurs. 2018, 42, 16-20.

Kew, K.M.; Carr, R.; Crossingham, I. Lay-led and peer support interventions for adolescents with asthma. Cochrane
Database Syst. Rev. 2017, 4, CD012331.

Rhee, H.; McQuillan, B.E.; Belyea, M.J. Evaluation of a peer-led asthma self-management program and benefits of the
program for adolescent peer leaders. Respir. Care 2012, 57, 2082—-2089.

Stinson, J.N.; Kohut, S.A.; Amaria, K.; Bell, M.J.; Forgeron, P.; Kaufman, M.; Luca, N.; Spiegel, L.R. Virtual peer-to-
peer mentoring support for adolescents with juvenile idiopathic arthritis: The virtual peer-to-peer program. Arthritis
Rheumatol. 2015, 67, 3778-3779.



32.

33.

34.

35.

36.

Malheiro, M.1.D.C.; Gaspar, M.F.; Barros, L. Educational program for self-management on adolescents with spina
Bifida: What do youths and their caregivers have to say? Cogitare Enferm. 2019, 24, 1-12.

Cafazzo, J.A.; Casselman, M.; Hamming, N.; Katzman, D.K.; Palmert, M.R. Design of an mHealth App for the Self-
management of Adolescent Type 1 Diabetes: A Pilot Study. J. Med. Internet Res. 2012, 14, 171-183.

Longacre, M.; Hager, A.; Montan, M.; Bergquist, R.P.; Martensson, M.; Kotzbauer, G. Clinical adoption of mhealth
technology to support pediatric cystic fibrosis care in Sweden: Qualitative case study. JMIR Pediatr. Parent. 2018, 1,
e€11080.

Van Der Meer, V.; Van Stel, H.F.; Detmar, S.B.; Otten, W.; Sterk, P.J.; Sont, J.K. Internet-based self-management offers
an opportunity to achieve better asthma control in adolescent. Chest 2007, 132, 112-119.

Schneider, T.; Baum, L.; Amy, A.; Marisa, C. | have most of my asthma under control and | know how my asthma acts:
Users’ perceptions of asthma self-management mobile app tailored for adolescents. Health Inform. J. 2019, 26, 342—
353.

Retrieved from https://encyclopedia.pub/entry/history/show/43503



