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Abstract
Health institutions have been focusing on patient-centered care, placing the patient at the center of the health system. Many
definitions have been developed regarding the role of the patient: from a passive subject, to a more informed one, capable of
establishing a deliberative relationship with professionals.The role of the family or the main caregiver acquires great relevance in the care of the chronic patient. In the context of chronic diseases, the pediatric patient constitutes a specific case. When children have a chronic disease, they require special care provided by professionals able to respond to their needs, as well as to those of their families.
Among the different roles of nurses, it can be highlighted educating and training patients and family members, as well as mo
tivating a change of the patient’ behavior when needed. Nurses are fundamental actors in the development of self-care skills,
abilities, and competencies in patients. With proper education and training, patients acquire those skills and competencies to know what is happening to them, understand what they should do and feel confident. This is crucial in order to make well-informed decisions.The strategic model of the Sant Joan de Déu Children’s Hospital in Barcelona (Spain) includes the empowerment of patients
and families in the management of care, as well as their co-responsibility in the improovement of hospital facilities and health
services. Nurses play a pivotal role in this hospital’s model of patient empowerment.This report presents an example of how nurses develop a patient’s empowerment program in the hospital.
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Background: Patient’s empowerment and patient-cen- tered care

In recent years both, health administrations and institutions in most of the industrialized countries, have been focusing on patient-centered care or placing the patient at the center of the health system [1,2]. Such care should be contextualized in an environment that encompasses respect and dignity towards the person, his/her needs and expectations, as well as provides patients with quality information and the possibility of collaboration and participation in the health decision-making process.

The fact that patients are at the center of health care, means that they must be and feel heard, noting that their values, preferences and opinions are taken into account in the planning of health services. In addition, a patient who is well informed by health professionals and has the possibility to share his/her doubts and concerns will be more predisposed to participate in shared decision-making process with the professional [3].

Many definitions were developed over the years regarding the figure of the patient: from the patient as a passive subject in the relationship with the health professional, to a more informed one, capable of establishing a deliberative relationship with professionals [4]. At the same time, health professionals have undergone an important transformation process. A few decades ago, decision-making was based on the knowledge and experience of the expert and the patient-provider relationship was dependent and paternalistic. The pending challenge is to train health professionals and students in skills to be able to interact with a patient, often chronic, more active than a few decades ago and who may want to know, comment on and even question the opinion of the professional [5].

Health administrations and institutions must align themselves with this new reality. The concept of patient-centered care also implies a willingness on the part of professionals (clinicians and managers) and the institutions they represent to favor this model of relationship between professionals and people who become ill.

Patient education and chronic conditions

Chronic diseases are currently the leading cause of disability and mortality worldwide [6]. Chronic patients face the physical and emotional burden that the disease implies in their lives and the changes they need to make to adapt themselves to the new situation. In terms of patients’ participation in the health decision-making process, good and clear information is a key element. Informing people, making them aware of the situation they are in and the steps to follow, gives them knowledge and control that is crucial in order to make well informed decisions.

Different initiatives related to patients’ education have been developed internationally. Some of these early examples have been the Self-Management Program at Stanford University in the USA [7], and the NHS expert patient program in the UK [8]. Based on these pioneer cases, additional programs have been developed in different countries to train patients in chronic disease management [9].

In these patient education programs, the first step is access to quality, valid, and rigorous information that follows the principles of health literacy. Health literacy has been studied extensively and refers to the knowledge, skills and experiences about health that make a person capable to access, process and understand information about their own health and the utilization of health services [10,11]. Different studies have shown the relationship between people's knowledge of health issues, as well as their capabilities to take care of themselves, and their level of health and quality of life [12,13].

The role of the family or the main caregiver acquires great relevance in the care of the chronic patient. This is even more evident in children. In the context of chronic diseases, the pediatric patient constitutes a specific case. When children have a chronic disease, they require special care or attention provided by professionals able to respond to their needs, as well as those of their families. In addition, this is true not only from the physical aspects, but from the psychosocial, cultural and spiritual point of view. In the pediatric population, family members (usually the mother and the father) are the persons who accompany the child in the process. In all these cases, parents’ education and training is fundamental to understand the importance of their role in the approach to the disease and their involvement in order to improve the child quality of life [14].

Nurses and patients’ empowerment

Nurses develop their role at different levels of health systems, such as primary care, hospitals or nursing homes. They are also involved in school health, public health centers, administrations and other health and social entities. Its role is basic in the care of the chronic patient [15]. As discussed in the Institute of Medicine report "The future of nursing", by developing these functions, nurses have a great impact on patient-centered care [16].

The change produced in the patient-provider relationship is important, because of the interaction that occurs between the two, at crucial moments for the patient. This interaction places nurses as fundamental actors in the development of self-care skills, abilities, and competencies in patients.

Among the different roles of nurses, it can be highlighted attending to the care needs of the patient, educating and training the patient and family members to empower them and participate in their self-care activities, as well as motivating a change of the patient’ behavior when needed.

The nurse’s role, as a professional with competence to offer health education, comes from the promotion of the patient’s autonomy and the theory of care [17]. This role as educators and trainers is a continuous and interactive process. Its objective is to obtain better outcomes regarding the health status and well-being of the patient. Patients’ health education also favors the acquisition of a self-care behavior, comply with treatment and follow-up the recommendations. It also increases patients’ level of general satisfaction, quality of life and psychological well-being, among other positive health effects [18].

With proper training, patients acquire skills and competencies that allow them to be in control of their life, know what is happening to them, understand what they should do and, in addition, feel confident. Patients’ empowerment, therefore, means gaining knowledge, skills, and abilities and, thus, acquiring greater control over decisions and actions affecting their health [19].

Nurses incorporate the patient into self-care activities through strategies to prevent, recognize and act on their health problem. They are also in charge of assessing the personal situation of each patient, his/her beliefs, expectations and abilities. Nurses educate patients about the disease and its treatments, teach them to carry out follow-up activities and cures at home, monitor the obtained results, resolve doubts, support and empower. They help patients to incorporate the treatment into their daily life, which will be necessary to achieve the therapeutic objectives. In addition, they have an important role in the relationship with the family or the main caregiver of the patient, encouraging them to act and reinforce the patient's progress.

Nurses implement patient-centered care, favoring patient participation in decision-making with the professional. However, in order to encourage patient participation, it is necessary for nurses to have skills that favor such participation, like relational-building skills, personalized attention, or taking into account the patient's psychosocial environment, among other aspects [20]. Moreover, there may be barriers that make it difficult to implement this role, such as, for example, the constant updating on their specialty body of knowledge, the scarcity of resources or the lack of time necessary to carry out their work well [21].

Other limitations or gaps in current knowledge refer to the measurement of results. Patient’s empowerment outcomes are difficult to measure. Patient Reported Outcomes Measurements (PROM) and Patient Reported Experience Measurements (PREM) can be appropriate indicators to include because of the patient-centered care strategy [22].

The case of a children’s hospital

The Sant Joan de Deu Children’s Hospital in Barcelona (Spain), is part of the Order of San Juan de Dios, with 150 years of history, being a reference for pediatric and OBGYN care. Actually, the hospital has 306 beds and its activity is approximately 25,000 discharges per year; 240,000 outreach visits, 14,000 surgical procedures and around 120,000 emergency visits.

Patient orientation and hospitality are part of the foundational values of the center. The combination of science and humanism characterizes the hospital. The strategic model of the hospital includes the empowerment and participation of patients and their families in the management of care, as well as their co-responsibility in the development of facilities and health services [23].

In the hospital, nurses care for patients and families and teach them different aspects about their health condition, disease prevention strategies and health promotion activities. In this context of care, nurses develop different training programs focusing in complex diseases that require specific care at home. Thought personalized health education techniques, and from theory to practice, nurses empower patients and families in order to face and respond to the health care needs, safety and quality of life of children when they are at home.

Among the different education programs that nurses conduct at the hospital are the outpatient visits, the hospital discharge or specific programs for numerous conditions. As an example, training for Home Enteral Nutrition for patients and families during the hospitalization period is one of the most relevant training activities. It is essential to identify patients with nutritional risk in the context of their disease and its evolution, as well as to establish appropriate nutritional support.

In this specific case, nurses also use a registry of a Pediatric Unit with 30 beds and they followed up to 200 cases since 2012. In this registry, there is information about the nutrition program through a nasogastric tube at home, as well as other training activities, depending on the complexity of the patient, such as mechanical ventilation and/or tracheotomy.

This training program take place in the patient's room and in other hospital facilities. All sessions are included in the patient medical record. The nurse discharge report indicates the learning process of the family members in order to offer the care needed [24]. It also favors the continuity and monitoring of care by the primary care team when the patient leaves the hospital.

The training program begins after an assessment of the patient’s status. The nurse, as an educator, offers health education sessions to the patient and family members. There are several requirements to start a training program concerning the patient, the family and the health center. In relation to the patient, it is required to have a stable clinical situation within the disease process, demonstrate tolerance to the treatment and benefit from continued therapy.

In addition, the family should be able to care for their child with the maximum guarantee of quality of care and safety. Concerning the center, nurses should be trained with a specific program, use a nursing record for the program, and include a report for the family at discharge. Nurses standardize the information of each session, increasing the quality of care perceived by the parents, as well as the safety conditions during the entire care process. At the end of the training program, parents are empowered to take care of their child once at home.

The different programs generated from the nursing care to empower patients and families are actually a transfer of knowledge that requires time during hospitalization and space (the patient’s own room) to offer the maximum quality and safety in the transmission of care. The nurses, who are part of the care team during the hospitalization, assume the training process in their daily practice. The need to offer security and quality of care becomes a key element due to the complex situations that have to be resolved so that families can leave the hospital with the maximum safety guarantee. Therefore, it is the team’s responsibility to share clinical and organizational decisions in a multidisciplinary environment.

Although nurses, due to their training and competence, have been performing this function of assistance and teaching for healthcare up to now, at present the Case Manager is recognized as the nurse who can proactively identify people with complexity and chronicity in pediatric patients. This emerging role completes a comprehensive assessment of the patient and family, responding to situations of care planning, coordination and optimization of health resources, working together with the rest of the health professionals [25].

The quality of the training process is an important aspect of patients’ education. Family members evaluate the program in which they participate. Between January and June 2017, nurses studied the experience of eight families during the first days at home. Some of the results were the importance of the information and the knowledge of the family about what they should do at home; cultural factors that can influence also the family reaction to the program; and the need to obtain indicators about quality of life at home after the program [26]. To know the experience of patients and families about their training offers the professionals different indicators to evaluate the program.

The nurse, who responds from her knowledge and experience from the professional Code of Ethics, in addition to the incorporation of the evidence in clinical practice, must also consider the introduction of the patient and family in the development of the empowerment program [27]. Because of that, the hospital directives incorporate both, nurses (and other health professionals) and patients (and family members) in the development of educational programs to empower patients and families to be part of the health decision-making process.

These programs respond to patient-centered care and require the identification and analysis of the indicators that intervene in the care process where the patient’s and family’s own vision is also considered [28].

In order to encourage patients and families to participate in selfcare practices, health education and literacy tools are also needed. The assertive role of nurses, jointly with patients’ empowerment, create a therapeutic liaison between patients, families and nursing professionals. Recent studies help us to reposition this relationship between patient and nurse, when new perspectives of respect are offered towards a focus centered on the patient, despite the barriers of some professionals [29].

Currently, patients, families and professionals can have a technological support, and our professionals use a network to monitor and evaluate the patients’ health status, as well as the capacities to be developed by patients and families in their self-management. In this situation, there is a need to study the role of patients and families in all the research initiatives carried out to improve their health and wellbeing [30].

It is also necessary to incorporate the international recommendations that provide follow-up guides and the appropriate criteria for the preparation of educational materials for patients and families in any training program [31].

Conclusions

In recent years both, health administrations and institutions in most of the industrialized countries, have been focusing on patient-centered care or placing the patient at the center of the health system.

Informing people, making them aware of the situation they are in and the steps to follow, gives them knowledge and control that is crucial in order to make well informed decisions.

In patient education programs, the first step is access to quality, valid, and rigorous information that follows the principles of health literacy. Patient education and training is fundamental for patients and families to understand the importance of their role in the approach to the disease and their involvement in order to improve their quality of life.

Nurses implement patient-centered care, favoring patient participation in decision-making shared with the professional. The role of nurses in patients’ education is basic in the care of the chronic patient. Nurses incorporate the patient into self-care activities through strategies to prevent, recognize and act on their health problem. They are also in charge of assessing the personal situation of each patient, his/her beliefs, expectations and abilities.

In the Sant Joan de Déu Children’s Hospital, nurses care for patients and families and teach them different aspects about their health condition, disease prevention and health promotion. In this context of care, nurses develop different training programs focusing in complex diseases that require specific care at home and empower patients and families to participate in the decision-making process about their health.

References
	Poitras, ME., Maltais, ME., Bestard-Denommé, L., Stewart, M., Fortin, M. (2018) What are the effective elements in patient-centered and multimorbidity care? A scoping review. BMC Health Serv Res, 18(1): 446-454.

	https://www.who.int/servicedeliverysafety/areas/people-centred-care/ipchs-what/en/

	Nilsson, M., From, I., Lindwall, L. (2019) The significance of patient participation in nursing care a concept analysis. Scand J Caring Sci, 33(1): 244-251.

	Noseworthy, J. (2019) The future of care preserving the patient physician relationship. N Engl J Med, 381: 2265- 2269.

	Manafo, E., Petermann, L., Mason-Lai, P., Vandall-Walker, V. (2018) Patient engagement in Canada a scoping review of the “how” and “what” of patient engagement in health research. Health Res Policy Syst, 16(1): 5-15.

	Benziger, CP., Roth, GA., Moran, AE. (2016) The Global Burden of Disease Study and the Preventable Burden of NCD. Glob Heart, 11(4): 393-397.

	https://www.selfmanagementresource.com/. Accessed October 2, 2020.

	The NHS Expert Patient Program. https://www.nelft.nhs. uk/epp/. Accessed October 2, 2020.

	Boulet, LP. (2016) The expert patient and chronic respiratory diseases. Can Respir J, 2016: 9454506.

	Navarro-Rubio, MD., Rudd, R., Rosenfeld, L., Arrighi, E. (2016) Health literacy Implications for the health system. Med Clin (Barc), 147(4): 171-175.

	https://www.cdc.gov/healthliteracy/learn/index.html.

	Jayasinghe, UW., Harris, MF., Parker, SM., Litt, J., Van Driel, M., Mazza, D., et al. (2016) The impact of health literacy and life style risk factors on health-related quality of life of Australian patients. Health Qual Life Outcomes, 14: 68- 80.

	Yeh, J., Ostini, R. (2020) The impact of health literacy environment on patient stress a systematic review. BMC Public Health, 20: 749-762.

	Bradshaw, S., Bem, D., Shaw, K., Taylor, B., Chiswell, C., Salama, M., et al. (2019) Improving health wellbeing and parenting skills in parents of children with special health care needs and medical complexity a scoping review. BMC Pediatr, 19(1): 301-311.

	Scullion, J. (2018) The nurse practitioners perspective on inhaler education in asthma and chronic obstructive pulmonary disease. Canadian Respiratory Journal, 2018: 2525319.

	National Academies of Sciences Engineering and Medicine. (2016) Assessing progress on the Institute of Medicine Report The Future of Nursing. Washington, DC: The National Academies Press,

	https://dialnet.unirioja.es/servlet/articulo?codigo=6687235

	Stenberg, U., Haaland-Overby, M., Koricho, AT., Trollvik, A., Kristoffersen, LG., Dybvig, S., et al. (2019) How can we support children, adolescents and young adults in managing chronic health challenges? A scoping review on the effects of patient education interventions. Health Expect, 22(5): 849-862.

	Cerezo, PG., Juvé,Udina, ME., Hito, P. (2016)Concepts and measures of patient empowerment: a comprehensive review. Rev Esc Enferm USP, 50(4): 667-674.

	Tobiano, G., Bucknall, T., Sladdin, I., Whitty, A., Chaboyer, W. (2018) Patient participation in nursing bedside handover: A systematic mixed-methods review. Int J Nurs Stud, 77:243-258.

	Nikitara, M., Constantinou, CS., Andreou, E., Diomidous, M. (2019) The role of nurses and the facilitators and barriers in diabetes care: A mixed methods systematic literature review. BehavSci (Basel), 9(6): 61.

	Whiters, KL., Puntoni, S., O’Connell, S., Palmer, RI., Carolan-Rees, G. (2018) Standardising the collection of Patient-reported experience measures to facilitate benchmarking and drive service improvement. Patient Experience Journal, 5(3): 16-24.

	Jabalera, M., Pons, M., Gómez, E., Del, Castillo, M., Alvarez, E., Planas, MJ., et al. (2019) Hacia la excelencia en gestión hospitalaria. Descripción de un modelo de gestión estratégica. Journal of Healthcare Quality and Research, 34(3): 148-153.

	Oliveras Giralt, López Fernández E, Gutiérrez Juárez M, Pardina Coll G, Molina Carbonell M, García Fernández M. (2016). Continuidad asistencial en un programa de capacitación a la familia del niño con nutrición enteral domiciliaria. Nutrición Hospitalaria, 33(Supl. 2), 15-16.

	http://www.consellinfermeres.cat/wp-content/uploads/2016/12/2010-La-gestió-de-casos-en-la-pràcticainfermera.pdf

	https://www.isciii.es/QuienesSomos/CentrosPropios/ INVESTEN/Documents/2019_XXIII_encuentro_Investen_ Barcelona.pdf

	Moreno, Poyato, AR., Casanova,Garrigos, G., Roldán, Merino, JF., Rodríguez, Nogueira, O. (2020) Grupo de trabajo MiRTCIME.CAT. Examinar la asociación entre la práctica basada en la evidencia y la relación terapéutica enfermera-paciente en las unidades de salud mental: un estudio transversal. Journal of AdvancedNursing, 77(4): 1762 -1771.

	Mercader M, Oliva G, Davins J. et al. (2017). La qualitat de l’atencióhospitalària a Catalunya segons la visiódelsprofessionals de la salut i elsciutadans. Annals de Medicina, 100: 119-123

	Quaye, AA , Coyne, I , Söderbäck, M , Hallström, IK (2019). Participación activa de los niños en los procesos de toma de decisiones durante la hospitalización: un estudio observacional . J ClinNurs, 28, 4525 – 4537.

	Thompson, AP., MacDonald, SE., Wine, E., Scott, SD. (2020) An Evaluation of Parents’ Experiences of Patient Engagement in Research to Develop a Digital Knowledge Translation Tool: Protocol for a Multi-Method Study. JMIR Res Protoc, 9(8), e19108.

	Navarro Rubio, MD., Gálvez Hernández, P., González dePaz, L., VirumbralesCancio, M., Borrás Santos, A., Santesmases-Masana, R., et al. (2019) Desarrollo de materiales educativos para pacientes crónicos y familiares. Educación Médica, 20(6), 341–346.


Copyright (c) 2021 . This article is distributed under the CC BY 4.0 licence.
Cite as: MD NR, M G, A B, A T, P C, E G. The Role of Nurses in Patient’s Empowerment the Case of A Chil dren’s Hospita. Journal of Nursing Studies and Patient Care. 2021;2(1):1-7. https://doi.org/
OEBPS/nav.xhtml
Contents

		The Role of Nurses in Patient’s Empowerment the Case of A Chil dren’s Hospita





