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ABSTRACT

Objective: to map diverse evidence on perspectives and challenges for implementing the Expert Patient
Program.

Method: this is a scoping review, guided by the method proposed by the JBI and which followed the
recommendations set forth in the Preferred Reporting Iltems for Systematic reviews and Meta-Analyses
extension for Scoping Reviews, with its research protocol registered in the Open Science Framework, with
DOI:10.17605/0OSF.I0/D7K6A. The search for studies was carried out in July 2022 in databases and in national
and international portals of theses and dissertations.

Results: the final sample consisted of six scientific articles, all written in English. Health professionals
qualification, to identify and qualify expert patients, management’s commitment to the program, use of mobile
technologies and Evidence-Based Practice are among the perspectives for implementation. The challenges
are related to lack of understanding of the term “self-management” and to the deficit of public policies and
financial investment.

Conclusion: the results found emphasize the importance of implementing the Patient Expert Program for the
public health context, mainly in relation to the population with chronic non-communicable diseases.

DESCRIPTORS: Patient Participation. Health Plan Implementation. Self-management. Health Systems.
Review.
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PERSPECTIVAS E DESAFIOS PARA IMPLEMENTAGAO DO PROGRAMA
PACIENTE EXPERTO: REVISAO DE ESCOPO

RESUMO

Objetivo: Mapear evidéncias sobre as perspectivas e desafios para implementagdo do Programa Paciente
Experto.

Método: Trata-se de uma scoping review, orientada a partir do método proposto pelo JBI, e seguiu as
recomendagdes do Preferred Reporting Items for Systematic reviews and Meta-Analyses extension for
Scoping Reviews, com o protocolo de pesquisa registrado no Open Science Framework DOI:10.17605/OSF.
IO/D7K6A. A busca pelos estudos foi realizada no més de julho de 2022, e ocorreu nas bases de dados e em
portais de teses e dissertacbes nacionais e internacionais.

Resultados: A amostra final foi composta por seis artigos cientificos, todos redigidos na lingua inglesa. Entre as
perspectivas para implementacao, estdo a qualificagao dos profissionais de saude, para identificar e qualificar
pacientes expertos, o comprometimento da gestdo com o programa, o uso das tecnologias méveis e a Pratica
Baseada em Evidéncia. Ja os desafios séo relacionados a falta de compreenséao do termo “autogestdo” e ao
déficit de politicas publicas e investimento financeiro.

Conclusao: Os resultados encontrados enfatizam a importancia da implementagédo do Programa Paciente
Experto para o contexto de saude publica, principalmente, em relagao a populagdo portadora de doencgas
cronicas ndo transmissiveis.

DESCRITORES: Participagédo do Paciente. Implementagéo de Plano de Saude. Autogestao. Sistemas de
Saude. Reviséo.

PERSPECTIVAS Y DESAFIOS PARA LA IMPLEMENTACION DEL PROGRAMA
“PACIENTE EXPERTO”: REVISION DE ALCANCE

RESUMEN

Objetivo: mapear diversa evidencia sobre las perspectivas y los desafios para laimplementacion del Programa
“Paciente Experto”.

Método: revisidon de alcance, orientada a partir del método propuesto por el JBl y en la que se siguieron
las recomendaciones de Preferred Reporting ltems for Systematic reviews and Meta-Analyses extension for
Scoping Reviews, con registro del protocolo de investigacion en Open Science Framework (DOI:10.17605/
OSF.I0/D7K6A). La busqueda de estudio se realizé en julio de 2022, tanto en las bases de datos como en
portales de tesis y disertaciones nacionales e internacionales.

Resultados: la muestra final estuvo compuesta por seis articulos cientificos, todos redactados en inglés.
Entre las perspectivas para la implementacion se incluyen las siguientes: calificacion de los profesionales de
la salud, para identificar y calificar pacientes expertos; compromiso de la gerencia con el programa; uso de las
tecnologias méviles y Practica Basada en Evidencia. Por el otro lado, los desafios estan relacionados con no
comprender el término “autogestion” y con el déficit de politicas publicas e inversiones financieras.
Conclusién: los resultados encontrados enfatizan la importancia de implementar el Programa “Paciente
Experto” para el contexto de la salud publica, principalmente en relacion con la poblacién que padece
enfermedades cronicas no transmisibles.

DESCRIPTORES: Participacion del Paciente. Implementacion de un Plan de Salud. Autogestién. Sistemas
de Salud. Revision.
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INTRODUCTION

The increase in life expectancy with the demographic/epidemiological transition, experienced
worldwide, has awakened new health needs, a fact evidenced by the global mortality trends. According
to the World Health Organization (WHO), the number of chronic non-communicable diseases (CNCDs)
as a cause of death increased from four to seven among the 10 that most caused fatalities. In Brazil,
CNCDs correspond to 72% of all deaths'2.

Based on this, the WHO included in its programs the encouragement of self-management, a
term that is associated with activities carried out by individuals themselves, so that they can live well
with chronic conditions and, more importantly, increase their own ability and confidence to deal with
these issues®.

Promotion of this new care model encourages patients to move from a passive role to an
active one, as managers of their own care and health conditions, so that they can develop the ability
to make decisions about their current disease state, with a view to generating behavioral changes in
their lifestyles with self-care promotion®.

Care self-management culture is complex and challenging, both for the patients, their family
members and caregivers and for the health professionals who, most of the times, follow the routines of
the already established health system*. This requires a break with the hegemonic paradigms currently
experienced in health services, with a biologicist focus directed towards care of the disease and not
to the individual in their completeness and integrality®.

In this context, health services and systems need to be able to carry out a new care model
that implements self-management strategies as an important part of coping with chronic diseases, in
order to stimulate and develop a self-responsibility culture that empowers and prepares the patients
and involves the family members/caregivers. There is diverse that, in addition to health and well-being
benefits, self-management strategies can reduce the economic impact of the increase in chronic
conditions and provide for more sustainable health systems®.

One of these strategies is the Patient Expert Program, already consolidated in some countries
such as Spain, which, in addition to improving people’s experience and relationship with their
health condition, aims at creating a support network among individuals who have common chronic
characteristics, with similar conditions, in order to favor the achievement of individual or collective
goals. Patients acquire a proactive and leadership role, and health professionals perform passive
and observational activities’.

The observer’s role is fundamental for attracting potential expert patients. The professionals
are responsible for identifying the essential characteristics, such as self-knowledge, responsibility,
leadership, empathy and proactivity, among others, which may contribute in the education of this
active, participatory and independent individual within the health system, who wants and is able to
contribute to their peers’ self-knowledge processé.

However, the process to create and/or implement a new public health strategy or program involves
several issues and conceptual and cultural readjustments. The implementation phase is considered
the crucial moment for the materialization of public policies and/or health models, considering that the
proposals are embodied in institutionalized action through the performance of implementing agents. It
is at this stage that the perspectives and challenges for the implementation of actions become more
evident and the production processes can be evaluated and analyzed®.

The current research may significantly contribute to health promotion, and its results may
support the practice of professionals who work in services that assist people with chronic conditions,
by allowing them to know the main perspectives and challenges for implementing the Expert Patient
Program.

Therefore, the objective was to map diverse evidence on the perspectives and challenges for
the implementation of the Expert Patient Program.
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METHOD

This is a scoping review (ScR), prepared based on the guidelines set forth in the Preferred
Reporting ltems for Systematic reviews and Meta-Analyses extension for Scoping Reviews (PRISMA-
ScR)", with its research protocol registered in the Open Science Framework (OSF)(https://doi.
org/10.17605/OSF.I0/D7K6A).

This type of study has the purpose of identifying, mapping and synthesizing the diverse
evidence and gaps in existing knowledge around a given research field. The conduction process
preserves methodological rigor through the following design: (1) identification of the research question;
(2) identification of relevant studies; (3) selection of studies; (4) data analysis and extraction; and (5)
data synthesis and presentation®"".

Stage 1 consisted in formulating the research question, using the PCC mnemonic strategy
for such purpose, namely: (P [Population] - Patient; C [Concept] - Health plan implementation; Self-
management; and C [Context] - Health systems). Thus, the question asked was as follows: Which
are the perspectives and challenges for implementing a care self-management program?

In stage 2, before performing the searches in the databases, the descriptors that represent the
study object were identified, using Medical Subject Headings (MeSH), for descriptors in English, and
Descriptors in Health Sciences (Descritores em Ciéncias da Satde, DeCS), for those in Portuguese.
The descriptors selected were the following: patient participation, health plan implementation, self-
management/health plan implementation, self-management, and health systems.

Thus, after selecting the descriptors, an open and extensive search was carried out in the
literature and on the OSF platform as a way to ensure that there no published reviews or protocols
with the study object in question or a similar theme. From such non-identification, the stages for
consolidation of the ScR were followed. Subsequently, selection of the materials in the databases and
in the Gray Literature was initiated in June 2022, through the Journals Portal of the Coordination for the
Improvement of Higher Education Personnel (Coordenagéo de Aperfeicoamento de Pessoal de Nivel
Superior, CAPES) and based on identification in the Federated Academic Community (Comunidade
Académica Federada, CAFe), as a way to standardize collection in the listed databases.

Selection of the studies consisted in reading the titles and abstracts of the texts retrieved from
the theses and dissertations databases and repositories. The papers were screened to reach stage 3,
according to eligibility criteria, by reading the full texts to check if they answered the guiding question
and to extract the data. The analyses were carried out by pairs; therefore, a pair of reviewers worked
independently and on the same day and time and, in case of disagreement, there was discussion for
consensus. In case of doubts, the opinion of a third reviewer with expertise in the area of the study
object was requested.

As for the eligibility criteria, the publications included were those that responded to the study
objective and the guiding question, in any language and available in full electronically. Studies in
editorial format, letters to the editor and opinion articles were excluded. Duplicate documents were
considered only once. The only filter applied was “open access”.

The databases used to search for the studies were the following: PubMed; Scopus; Web of
Science; Science Direct; Literatura Latino-Americana e do Caribe em Ciéncias da Saude (LILACS);
COCHRANE; The Education Resources Information Center (ERIC); The National Library of Australia’s
Trobe (Trove); the Academic Archive Online (DIVA); the DART-Europe E-Theses Portal; Electronic
Theses Online Service (EThOS); Repositorio Cientifico de Acesso Aberto de Portugal (RCAAP); the
National ETD Portal; Theses Canada; Latin America theses and dissertations; and CAPES theses
and dissertations database.
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In stage 4, the process to separate, summarize and report the essential data found was
carried out during the full reading of the texts, determining whether they actually met the inclusion
and exclusion criteria, using a Microsoft Excel Office® spreadsheet, which allowed synthesis, data
interpretation and basic statistical analysis of the extension, nature and distribution of the studies
selected that comprise the final sample™?.

Thus, the data were organized in this spreadsheet, analyzed and descriptively presented
through figures, charts and graphs that ease visualization of the results, in compliance with stage 5.
There was no need for appreciation by any Research Ethics Committee, as this was a research study
conducted with public domain materials that did not involve human beings.

RESULTS

Originally, the search identified 236,047 studies in the databases and repositories of listed
dissertations and theses, but only 230,758 were available in full for analysis. Figure 1 represents the
flow of the selection process, and the final sample consisted of six studies.

As for the characterization of the sample that comprised this scoping review, the studies were
published in 2003 (1; 16.66%), 2015 (1; 16.66%), 2017 (1; 16.66%), 2019 (1; 16.66%) and 2021,
with two publications (33.33%). In relation to language, all of them are written in English (6; 100%).

Figure 2 shows the distribution of the countries where the studies were carried out.

Figure 1 — Flowchart of the selection process adapted from PRISMA-ScR. Natal/RN, Brazil, 2022 (n=06).
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Figure 2 — Countries that developed the publications. Natal/RN, Brazil, 2022.

Chart 1 presents the detailed characterization of the studies selected and the synthesis of the
perspectives and challenges faced for implementing the Expert Patient Program.

DISCUSSION

Currently, it is increasingly common to find people committed to health promotion and who
value issues related to well-being and treatment continuity. This perspective does not centralize the
responsibility for success only on health professionals, but includes patients and the population in
general as active, participative and involved agents in this process™®.

A new protagonist emerges given this scenario, the expert patient, who is defined as an
individual who actively assumes self-management of their health-disease process. They are also
capable of developing and improving skills necessary for self-care, as well as seeking information
about treatments and the best way to deal with the disease, in addition to being able to help other
individuals in similar conditions, with a reliable educational role?°.

Led by patients with CNCDs, a program to promote self-management is not based on traditional
patient education models, but on carrying out educational activities on the management of health
conditions by the expert patients themselves, based on sharing experiences and tips necessary to
be able to empower other individuals to self-manage their chronic diseases'>1421.

Thus, expert patients have potential conditions to reformulate the health system and decentralize
the care figured in the medical authority, as the search for information about diagnoses, diseases,
symptoms, medications, hospitalization and treatment costs makes them more active and knowledgeable
about their diseases and factors related to them, as well as being able to educate other patients with
similar conditions?.
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In this way, health management does not occur unilaterally, but shared between patients and
professionals, where there is a mutual commitment to health promotion, in addition to attributing
values to health services and the patients’ co-responsibility in the management of their chronic health
status, so as to provide better treatment results™®.

Faced with this, there is a need to train health professionals so that they are able to identify
possible expert patients and participate in their training as educators and specialists in the self-care
promotion?°.

It is during formal education that health professionals and expert patients deepen theory and
experience, in order to support the educational contribution to be conveyed to other apprentice patients.
Therefore, it becomes necessary that these protagonists of the care self-management program be
duly trained and qualified’.

Development of a course in partnership with governmental and community organizations,
of a training nature and with the objective of qualifying lay patients as experts, was carried out in
a collaborative manner and culminated in the satisfaction of this population group, improving self-
management of chronic diseases and health status and reducing the demands on services'".

In the meantime, educational actions to promote self-management constitute a light and low-
cost technology that may imply satisfactory changes in the Unified Health System health care model
and in Brazilian health services in relation to monitoring of CNCDs?.

Among the results of this review, two studies stand out, respectively carried out in the Netherlands
and in the United States of America, which present the app use as a tool for self-management's-16,
Employing mobile apps becomes useful for encouraging self-care among patients and as an educational
resource to be used by health professionals?.

From this perspective, use of these apps in a care self-management program will entail
benefits aimed at increasing adherence to the recommended therapy, monitoring periodicity of the
medications, controlling treatment costs and tracking blood glucose and blood pressure levels, among
other care measures' 1825,

Recording and monitoring the routine experienced by the patients enable better monitoring
by health professionals and the practice of supported self-management, with creation of goals and
the methods used to achieve them'®.

Therefore, Telemonitoring through mobile apps can be seen as a possibility of improving
communication between these population groups and promoting self-management, as it comprises
interaction, clinical and behavioral data sharing, recognition of problems, decision-making improvements,
definition of objectives and identification of modifiable behaviors. All of this will assist in adaptation
and in better management of chronic diseases®2¢,

Another point raised in the results of this study was the contribution of Evidence-Based
Practice (EBP) to the implementation of a care self-management program?*14. Conceptualized as an
approach capable of qualifying health care through the search for better current scientific evidence, with
implementation in the practice and evaluation of the results, it incorporates the health professionals’
clinical competence and the patients’ particularities for decision-making?’.

A study carried out in the United States of America’ indicates the commitment to the care
self-management program as a Nursing mission; linked to this, there is evidence-based Nursing, in
which technical and specific knowledge related to self-care is applied, adding itself to this context by
complementing and supporting expert patients during the exchange of experience and tips on how
to live with the disease in everyday life, shared in educational activities”%.

It is worth emphasizing that management of the health systems should be committed to and
value the training of expert patients, as knowing the importance of this type of coping with CNCDs
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can exert impacts on managers’ decision-making regarding the definition of macro- and micro-political
processes in the production of lines of care for people with chronic diseases?.

One of the challenges faced for the implementation of a self-management care program is
defining and understanding this concept for the health professionals involved in this process'1®.

For its implementation, it becomes necessary that the definition of self-management be
understood in a clear and objective way and differentiated from self-care. Thus, the concept of
self-care is related to the regulatory ability that allows people to carry out essential activities for
the preservation of life, health, development and well-being. In turn, self-management is related to
controlling a disease, mainly chronic ones, together with the patient’s family, community and health
professionals, discovering mechanisms and adopting strategies to achieve such control®.

Furthermore, the implementation of a care self-management program constitutes a paradigm
shift in the Brazilian context. The hegemonic health model with a focus on iliness and fragmentation of
the human body into parts undergoes a transition to the expanded concept of health and contemplation
of the being in its multiple spheres (bio-psycho-social-spiritual-cultural), articulating all actors involved
in health services, such as patients, health professionals and the community at large®’. Therefore,
changes of this kind are considered challenging for traditional health services.

Therefore, this requires structural transformations in the way health programs are managed,
in addition to demanding a change in the professionals’ mentality and performance regarding the
hegemony of authoritarian medical care and making room for a new patient profile, considered as
active as duly informed subjects, knowledgeable about their diseases and who develop strategies to
self-manage their care®'.

The health professionals’ difficulty accepting this new role assigned to the patients is also related
to changes in their everyday practices linked to care, and they are not always prepared for this'™.

The challenges for implementing programs in health services are also related to the creation of
public policies, funding and management'*'4'® and depend on the involvement of different actors, such
as managers, technicians, politicians and social agents in the municipal, state and federal spheres®2.

Financial incentives in programs centered on people and health are crucial for promoting care
management, expanding the patients’ autonomy in making their choices and changing the reality
they live in®*. With this, self-management programs and training of expert patients corroborate with
the paradigm shift in the health model and should arouse the management’s interest regarding the
importance of implementing management of CNCDs in health systems.

Therefore, it becomes necessary for health service managers to be aware of the care provided
in the context of chronic diseases and longevity, in order to manage them effectively and to promote
well-being and autonomy, considering the literacy ability in health and the digital skills of this population
group in the short- and medium-terms3,

Consequently, the use of technologies by expert patients for care self-management is also
highlighted; however, its accessibility does not happen in the same way among all patients, mainly
among aged ones, but is seen as a future possibility for younger population segments™®-1631,

Using Telemonitoring as a technological tool to support self-management faces other challenges,
such as the initiative of management and funding entities. However, even if financial investments are
necessary for implementation, the benefits for patients with chronic diseases outweigh the related
expenses®.

The contributions of this study to the Nursing and Health areas are based on the mapping
of fundamental perspectives to guide implementation of the self-management program in Brazil,
presenting experiences that, even with the challenges faced, proved to be successful and possible
to be reproduced at the national level.
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This study has limitations related to the predominance of studies with low levels of evidence
and because there is still no model program for self-management the care implemented in the Brazilian
context.

CONCLUSION

The current study gathered the main scientific evidence on the perspectives and challenges for
implementing a self-management care program. System managers, as well as health professionals,
mainly nurses, need to know and understand the importance of the Expert Patient Program within the
reality of the services where they work, with a view to reducing morbidity and mortality and increasing
the patients’ quality of life.

Therefore, it is concluded that, despite the challenges for implementing this program, the
results obtained in other countries justify its consolidation, with the perspective of future satisfactory
results regarding the managerial aspects of self-care and, mainly, due to the results achieved by the
patients involved.

In this way, it is hoped that this paper can encourage the production of new studies that
explore the theme of expert patients in the Brazilian health system as a way of coping with CNCDs
and promoting encouragement of self-care, self-management of their health conditions and, therefore,
the incentive to improve quality of life.
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