

  ijerph-20-02680




ijerph-20-02680







Int. J. Environ. Res. Public Health 2023, 20(3), 2680; doi:10.3390/ijerph20032680




Study Protocol



Exploring Strategies for Developing Enabling Environments for People with Chronic Heart Disease: An Ethnographic Study Protocol



Valérie Loizeau 1,2,*[image: Orcid], Kelley Kilpatrick 3, Dominique Pougheon Bertrand 4[image: Orcid] and Monique Rothan-Tondeur 2,5





1



Centre Hospitalier Poissy Saint Germain-GHT Yvelines Nord, 78300 Poissy, France






2



Nursing Sciences Research Chair, Laboratory Education and Health Promotion (LEPS UR 3412), UFR SMBH, Université Sorbonne Paris Nord, 1 Rue de Chablis, 93000 Bobigny, France






3



Susan E. French Chair in Nursing Research and Innovative Practice, Ingram School of Nursing, Faculty of Medicine, McGill University, Montreal, QC H3A 2M7, Canada






4



Laboratory Education and Health Promotion (LEPS UR 3412), UFR SMBH, Université Sorbonne Paris Nord, 1 Rue de Chablis, 93000 Bobigny, France






5



AP HP, Nursing Sciences Research Chair, 55 Boulevard Diderot, 75012 Paris, France









*



Correspondence: valerie.loizeau@ght-yvelinesnord.fr







Academic Editor: Paul B. Tchounwou



Received: 17 December 2022 / Revised: 26 January 2023 / Accepted: 30 January 2023 / Published: 2 February 2023



Abstract

:

The impact of chronic diseases on people’s daily lives and the exponential number of people affected is a major public health issue. The consequences on individuals and their families is significant, particularly in terms of quality of life. In the literature, this phenomenon is well described in terms of care policy and cost. Although there is a link between a supportive environment and empowerment, there is little literature describing a supportive environment and the daily lives of people living with cardiovascular disease. The objectives of this study are to identify the strategies people use to develop an enabling environment. It will be a qualitative ethnographic study that will address both human behavior and the notion of culture in a broad sense. In the context of this study, an orientation towards critical ethnography will be considered for its particular interest in vulnerable people and in the power relations that may exist in the socio-cultural system. Data will be collected directly in people’s homes through observations and interviews with 10 people with cardiovascular disease. For each person, the data collection will take place over three days and will represent approximately 210 h of observation. This protocol was registered in the Research Register on 30 June 2021 and its number is 6933. This study will explore strategies for developing an enabling environment for people living with heart disease and eventually provide recommendations for nursing practices in terms of support.
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1. Introduction


While 3 out of 5 deaths worldwide are attributed to 4 diseases (cardiovascular disease, cancer, diabetes and chronic lung disease) [1], chronic diseases, referred to by the WHO (World Health Organization) as non-communicable diseases, cause death every year [2]. As the leading cause of death in the world for people under 70, cardiovascular diseases are disabling for both individuals and their families [3]. Among them, chronic heart failure affects at least 26 million people worldwide [4]. The median rate for people over 60 years of age is 11.8% and is expected to increase over the next 20 years [3]. In 2012, this disease was responsible for an expenditure of USD 31 million in USA, i.e., 10% of the total health expenditure [5]. At the same time, the health of the world’s population has improved over the past 30 years, with the rate of disability-adjusted life years remaining stable. Disability caused by chronic diseases and an ageing population also require management policies [6]. Chronic diseases are seen as a burden. They lead to an altered quality of life. The person has to revisit his or her life and live with the disease [1]. The notion of living with a chronic disease has changed in recent years from quantity to quality. The individual’s perception of quality of life requires a self-assessment that depends on internal and external factors specific to the individual. For example, in the case of diabetes, factors include adherence to treatment, depression and marital status [7]. Similarly, when living with heart disease, depression, age and gender have a negative impact on the quality of life [8]. This notion of quality of life seems to be linked to the environment in which the person with the disease lives. The environment is often linked to noise, green spaces and air quality, with pollution being a major factor in the management of respiratory diseases [9,10]. However, the notion of environment includes individual factors such as age, illness and factors linked to the social environment [11].



Furthermore, a favorable environment allows people to develop their empowerment, defined by Gibson as a process of increasing a person’s ability to solve their own problems and mobilize the necessary resources [12]. This environment, described by some authors as enabling, allows resources to be adapted to the person so that he or she can develop empowerment [13].



The availability of resources in the environment is not in itself sufficient to provide for the autonomy of people living with a chronic disease. Indeed, the environment must meet favorable conditions such as support and commitment between health care professionals and people, allowing in particular an improvement in their knowledge [14]. There is a link between low health literacy and disease self-management. Indeed, people have difficulties in processing information. In cardiovascular diseases, adherence to treatment is complicated, and the diet is poorly followed, which increases the number of hospitalizations [15]. In addition, the capability approach described by the Indian economist Amartya Sen is a framework for assessing individual well-being. It focuses on the strengths and rights that enable people to seize opportunities to act [11]. This approach integrates fundamental concepts such as functioning, and what the person can achieve or be. For this, conversion factors are needed, which are specific to the individual, and relate to the environment, including the living environment [16]. Thus, it is necessary to distinguish between what the person achieves and what is possible for him/her to achieve [17].



The aim of this study is to gather data on the living environment of people in relation to the development of a supportive environment. To do this, the researcher will observe the organization of people’s environment in relation to the management of cardiovascular disease. This will enable professionals to take an interest in the real expectations of people during follow-up consultations. In addition, they will be able to propose innovative solutions by adjusting certain care practices.




2. Materials and Methods


2.1. Ethical Aspects


This protocol was approved by the ethics committee CER U-Paris N° 2021-25 on 4 May 2021. Participants will be informed by the principal investigator, given an information letter and consent will be obtained.




2.2. Design


This study has two objectives: to identify the strategies for setting up an enabling environment for people in their daily lives at home and to describe the factors that encourage and hinder its development. In order to answer these questions, we will carry out a qualitative ethnographic study which will allow us to look at human behavior and the notion of culture in the broadest sense (values, and beliefs of the same group). The choice of this method is inherent to the reality of the person with the disease in his or her daily life, and the observation of his or her frame of reference to develop his or her environment. Traditional ethnography varies according to the nature of the phenomenon studied, and so offers other ethnographic approaches. In the context of this study, an orientation towards critical ethnography [18] will be chosen because of its focus on vulnerable people and on the power relations that may exist in the socio-cultural system. In addition, this variant of traditional ethnography will make it possible to observe the situation in the present, to imagine what could happen and, in particular, to ‘stimulate the actors’ power to act’ [19]. Depending on the results of the study, the discussion part will focus on this notion of empowerment and the power relationship between the person and the care professionals in the person’s environment.




2.3. Settings and Participants


A study will be conducted among people with cardiovascular disease followed in a public hospital selected on the basis of the geographical proximity of the researcher. These people are usually followed by cardiologists working in this public hospital providing outpatient consultations. Non-probability purposive sampling will be used for selection and re-recruitment of the population consulted [20]. In ethnography, Leininger states that 5–6 people are sufficient to achieve the depth of data and maintain scientific rigor [21]




2.4. Data Collection


The investigator will visit people’s homes over three days. In order to collect data for this study, two methods are envisaged: observations including informal conversations and semi-directed interviews. The research will take place in the patients’ homes over the course of three days per patient.




2.5. Situational Observations


The objective of these observations is to collect data that will allow us to describe the manner and strategies used by people to develop their environment in everyday situations. These observations will be carried out by the principal researcher of the study (PhD), who is a nurse by profession. Without a preconceived stance, an observation grid will make it possible to target what is happening in the environment, and to look for the event in its entirety from different points of view [22]. In addition, the observation grid makes it possible to ‘centre the researcher’s gaze’ [23]. The idea is also that the event can be observed in its entirety from different perspectives, as well as permitting the observation of new phenomena. This observation grid is constructed on the basis of two elements: the work of the laboratory to which the research team belongs, and the results of the integrative review by Loizeau [14]. This grid includes several elements related to the description of the person’s environment: the support of the entourage, the way in which the person improves his or her knowledge, the evaluation of his or her needs, the listening to his or her concerns, the relationship with the professionals with whom he or she works and the organization of care in the place of living.



During these observations, informal conversations will enrich the data and draw out new elements. These initially passive observations could become participatory because of the origin of the investigator’s nursing profession, undoubtedly allowing her to better understand certain elements of an individual’s behavior, as well as justifying her presence at key moments in their lives.




2.6. The Interviews


These in-depth ethnographic interviews will allow a better understanding of the development of this environment [24,25]. They will be carried out as an extension of the observations and according to the availability of the subjects. In the context of this study, the interview will take place on the third day of the investigator’s presence in the living environment. A somewhat flexible interview guide will be used. The themes will also be related to the management of the disease on a daily basis, collaboration with professionals, consideration of expectations and concerns and the support network.



The aim of these interviews is to explore in greater depth certain points observed or not, based on the elements noted in the observation grid and during informal conversations. The time allotted for these ethnographic interviews will not exceed one hour.




2.7. Classification and Transcription of Data


Before starting the analysis, the data will be classified and transcribed. A summary table of people’s characteristics will be produced and anonymized. This will include data on age, pathology, marital and professional status, description of place of living and family. The time spent observing and interviewing people will also be noted.



The observations will be transcribed in Word using the digital logbook, which will save time. The interviews will be integrated and processed using Atlas Ti (V6) software adapted for qualitative research. The data from the observations and interviews will be combined in a single file for each person.




2.8. Analysis


The analysis will be conducted in several stages, with three researchers planned. The principal investigator will gather the data collected through observations, interviews and informal conversations in Atlas Ti software. Initially, there will be several readings of the data and then simple coding. This step will be carried out by two researchers, with a third validating in case of dispute. In the second stage, the units of meaning will be taken for a four-phase analysis according to the method proposed by Spradley [25]. This method makes it possible to highlight the meaning that people give to their environment. The first phase consists of analyzing the domain, i.e., grouping together the codes previously highlighted and having at least one characteristic in common, with each code having a precise meaning. We thus will obtain a list of domains representing behaviors in a particular context [19]. The second phase is the taxonomic analysis, which will allow us to organize the codes associated with the same domain. The result is a classification of the meanings of the behaviors and the elements of the context. The third phase consists of the component analysis, which deepens both the domain analysis and the taxonomic analysis. The idea is to highlight the distinctive codes. The fourth phase is the analysis of the themes, which consists in reformulating them to make sense of people’s behaviors. The final analysis will highlight the subjects’ strategies for managing their environment and the factors that encourage them. The validation of this analysis will also be monitored by a second researcher from the Nursing Research Chair.




2.9. Potential Limitation and Bias


There are no other risks inherent in this research apart from possible psychological risks that may be induced during the three home visits. These risks can be prevented by adopting as neutral a stance as possible, particularly through the words spoken during informal discussions and facial expressions during the interviews, and by establishing a climate of trust between the person (or those around them) and the investigator [26]. Moreover, the investigator’s position is all the more important, as her original profession is that of a nurse, and she may be particularly solicited by the subject during the observation and informal conversation. The subject may also confide in her at particular times of the day, particularly in relation to the management of their illness [19].



Similarly, the limitation of recruitment bias is envisaged: the subjects entering the study will be chosen according to their pathology and the seriousness of this in the management of their daily life. They will therefore not be recruited according to their social and cultural environment. The place of living, which is an element of a person’s environment, will not be chosen by the investigator nor anticipated during recruitment. The recruitment process chosen during the consultation process will thus make it possible to minimize this bias.



To try to reduce the Hawthorne effect in our study, the data collection is multiple, consisting of observations, informal discussions and interviews. Studies using covert observation can help avoid the Hawthorne effect, although even knowledge of study participation itself is considered to have the potential to induce a Hawthorne effect [27]. A paragraph on the individual’s reactions will be included in the final study document [28]. These three modalities carried out at different times of the day and over three days should allow people to feel more at ease and reduce the sense of being part of a study. It is planned to make people feel at ease from the start of the study by repeated explanations and by accommodating the individual’s schedules and activities.



In order to limit the risks linked to COVID-19, precautions will be taken with regard to both barrier gestures and the health status of the participants (surgical mask changed every 4 h, hydro-alcoholic gel, cleaning of equipment before entering the home). The days of attendance will be scheduled according to the health status of the person and their family. In addition, the investigator will be vaccinated against COVID-19 during her involvement with the subjects in their homes.





3. Discussion


The number of people affected by one or more chronic diseases, particularly cardiovascular diseases, is continuously increasing in France and throughout the world, as is the impact in terms of quality of life and cost to society. Faced with this public health problem, one of the responses of health policies is based on the development of empowerment, in other words, the autonomy of individuals [29]. It seems obvious to leave people free to make their own choices and decisions in the daily management of their illness [30]. However, there is a risk of over-empowerment for some by allowing them to manage their disease in its entirety [31].



In fact, the results of this innovative ethnographic study will be discussed in terms of support in relation to the interventions proposed by the professionals according to the needs and expectations of those living with chronic disease. Moreover, the data from the observations in these people’s living environment can put into perspective the resources proposed in the framework of the care pathways and their actual implementation in a person’s daily life.



In addition, this protocol is part of a research program questioning the enabling environment in the context of chronic illness in relation to the activities of advanced practice nurses. The implementation in France of advanced practice in the care pathways will be discussed in light of people’s environments.







Author Contributions


Conceptualization, V.L. and M.R.-T.; methodology, V.L. and M.R.-T.; software, V.L; validation, V.L., K.K., D.P.B. and M.R.-T.; data curation, V.L.; writing—original draft preparation, V.L. and M.R.-T.; writing—review and editing, V.L., K.K., D.P.B. and M.R.-T. All authors have read and agreed to the published version of the manuscript.




Funding


This research received no external funding.




Institutional Review Board Statement


This protocol was registered with the Research Registry on 30 June 2021 and its number is 6933.




Informed Consent Statement


Informed consent will be obtained from all subjects participating in the study.




Data Availability Statement


Not Applicable.




Acknowledgments


This project is led by a doctoral student from the Nursing Sciences Research Chair and the Health Education and Practices Laboratory of the University of Sorbonne Paris Nord.




Conflicts of Interest


The authors declare no conflict of interest.




References


	



Hajat, C.; Stein, E. The global burden of multiple chronic conditions: A narrative review. Prev. Med. Rep. 2018, 12, 284–293. [Google Scholar] [CrossRef]

	



WHO. Principaux Repères sur les Maladies Non Transmissibles. Organisation Mondiale de la Santé. 2018. Available online: www.who.int (accessed on 30 November 2022).

	



van Riet, E.E.S.; Hoes, A.W.; Wagenaar, K.P.; Limburg, A.; Landman, M.A.J.; Rutten, F.H. Epidemiology of heart failure: The prevalence of heart failure and ventricular dysfunction in older adults over time. A systematic review: Prevalence of heart failure and ventricular dysfunction. Eur. J. Heart Fail. 2016, 18, 242–252. [Google Scholar] [CrossRef]

	



Ambrosy, A.P.; Fonarow, G.C.; Butler, J.; Chioncel, O.; Greene, S.J.; Vaduganathan, M.; Nodari, S.; Lam, C.S.P.; Sato, N.; Shah, A.N.; et al. The Global Health and Economic Burden of Hospitalizations for Heart Failure. J. Am. Coll. Cardiol. 2014, 63, 1123–1133. [Google Scholar] [CrossRef]

	



Savarese, G.; Lund, L.H. Global Public Health Burden of Heart Failure. Card. Fail. Rev. 2017, 3, 7–11. [Google Scholar] [CrossRef]

	



Vos, T.; Lim, S.S.; Abbafati, C.; Abbas, K.M.; Abbasi, M.; Abbasifard, M.; Abbasi-Kangevari, M.; Abbastabar, H.; Abd-Allah, F.; Abdelalim, A.; et al. Global burden of 369 diseases and injuries in 204 countries and territories, 1990–2019: A systematic analysis for the Global Burden of Disease Study 2019. Lancet 2020, 396, 1204–1222. [Google Scholar] [CrossRef]

	



Zurita-Cruz, J.N.; Manuel-Apolinar, L.; Arellano-Flores, M.L.; Gutierrez-Gonzalez, A.; Najera-Ahumada, A.G.; Cisneros-González, N. Health and quality of life outcomes impairment of quality of life in type 2 diabetes mellitus: A cross-sectional study. Health Qual. Life Outcomes 2018, 16, 94. [Google Scholar] [CrossRef]

	



Porcu, S.; Mandas, A. How to evaluate Quality of Life. Monaldi Arch. Chest Dis. 2019, 89, 59–61. [Google Scholar] [CrossRef]

	



Moitra, S.; Foraster, M.; Arbillaga-Etxarri, A.; Marín, A.; Barberan-Garcia, A.; Rodríguez-Chiaradia, D.A.; Balcells, E.; Koreny, M.; Torán-Monserrat, P.; Vall-Casas, P.; et al. Roles of the physical environment in health-related quality of life in patients with chronic obstructive pulmonary disease. Environ. Res. 2022, 203, 111828. [Google Scholar] [CrossRef]

	



Kubincová, A.; Takáč, P.; Kendrová, L.; Joppa, P.; Mikuľáková, W. The Effect of Pulmonary Rehabilitation in Mountain Environment on Exercise Capacity and Quality of Life in Patients with Chronic Obstructive Pulmonary Disease (COPD) and Chronic Bronchitis. Med. Sci. Monit. 2018, 24, 6375–6386. [Google Scholar] [CrossRef]

	



Sen, A. Amartya Sen’s Capability Approach. In Amartya Sen’s Capability Approach; Studies in Choice and Welfare; Springer: Berlin/Heidelberg, Germany, 2005; pp. 1–8. [Google Scholar]

	



Gibson, C.H. A concept analysis of empowerment. J. Adv. Nurs. 1991, 16, 354–361. [Google Scholar] [CrossRef]

	



Falzon, P. Ergonomics, knowledge development and the design of enabling environments. In Proceedings of the Humanizing Work and Work Environment HWWE’2005 Conference, Guwahati, India, 10–12 December 2005; p. 8. [Google Scholar]

	



Loizeau, V.; Morvillers, J.-M.; Bertrand, D.P.; Kilpatrick, K.; Rothan-Tondeur, M. Defining an enabling environment for those with chronic disease: An integrative review. BMC Nurs. 2021, 20, 252. [Google Scholar] [CrossRef] [PubMed]

	



Cajita, M.I.; Cajita, T.R.; Han, H.-R. Health Literacy and Heart Failure: A Systematic Review. J. Cardiovasc. Nurs. 2016, 31, 121–130. [Google Scholar] [CrossRef] [PubMed]

	



Kuklys, W. Amartya Sen’s Capability Approach: Theoretical Insights and Empirical Applications; Studies in Choice and Welfare; Springer: Berlin/Heidelberg, Germany; New York, NY, USA, 2005. [Google Scholar]

	



Morris, C.W. (Ed.) Amartya Sen: Contemporary Philosophy in Focus, 1st ed.; Cambridge University Press: Cambridge, UK; New York, NY, USA, 2009; ISBN 978-0-521-85291-3. [Google Scholar]

	



Thomas, J. Doing Critical Ethnography; SAGE Publications, Inc.: Thousand Oaks, CA, USA, 1993; ISBN 978-0-8039-3923-3. [Google Scholar]

	



Bourbonnais, A. L’ethnographie pour la recherche infirmière, une méthode judicieuse pour mieux comprendre les comportements humains dans leur contexte. Rech. En Soins Infirm. 2015, N° 120, 23. [Google Scholar] [CrossRef]

	



Fortin, M.-F. Fondements et Étapes du Processus de Recherche, 4th ed.; Chenelière Education: Montréal, QC, Canada, 2022; ISBN 978-2-7650-7356-7. [Google Scholar]

	



Leininger, M. Culture Care Theory, Research, and Practice. Nurs. Sci. Q. 1996, 9, 71–78. [Google Scholar] [CrossRef] [PubMed]

	



Kawulich, B.B. Participant Observation as a Data Collection Method. FQS 2005, 6, 43. [Google Scholar] [CrossRef]

	



Martineau, S. L’instrumentation dans la collecte des données. Rech. Qual. 2005, 13, 5–17. [Google Scholar]

	



Spradley, J.P. The Ethnographic Interview; Waveland Press, Inc: Long Grove, IL, USA, 1976; ISBN 978-1-4786-3207-8. [Google Scholar]

	



Spradley, J.P. Participant Observation; Harcourt Brace Jovanovich College: San Diego, CA, USA, 1980; ISBN 978-0-03-044501-9. [Google Scholar]

	



Waelli, M. Caissière-et Après? Une Enquête Parmi les Travailleurs de la Grande Distribution; Collection “Partage du savoir”; Presses Universitaires de France: Paris, France, 2009; p. 252. ISBN 978-2-13-057333-3. [Google Scholar]

	



Meeker, D.; Linder, J.A.; Fox, C.R.; Friedberg, M.W.; Persell, S.D.; Goldstein, N.J.; Knight, T.K.; Hay, J.W.; Doctor, J.N. Effect of Behavioral Interventions on Inappropriate Antibiotic Prescribing Among Primary Care Practices: A Randomized Clinical Trial. JAMA 2016, 315, 562. [Google Scholar] [CrossRef]

	



Paradis, E.; Sutkin, G. Beyond a good story: From Hawthorne Effect to reactivity in health professions education research. Med. Educ. 2017, 51, 31–39. [Google Scholar] [CrossRef]

	



Cerezo, P.G.; Juvé-Udina, M.-E.; Delgado-Hito, P. Concepts and measures of patient empowerment: A comprehensive review. Rev. Esc. Enferm. USP 2016, 50, 667–674. [Google Scholar] [CrossRef]

	



Suárez Vázquez, A.; Del Río Lanza, A.B.; Suárez Álvarez, L.; Vázquez Casielles, R. Empower Me? Yes, Please, But in My Way: Different Patterns of Experiencing Empowerment in Patients with Chronic Conditions. Health Commun. 2017, 32, 910–915. [Google Scholar] [CrossRef]

	



Gross, O. L’empowerment, accroissement du pouvoir d’agir, est-il éthique ? La St. En Action 2020, 453, 20–22. [Google Scholar]












	
	
Disclaimer/Publisher’s Note: The statements, opinions and data contained in all publications are solely those of the individual author(s) and contributor(s) and not of MDPI and/or the editor(s). MDPI and/or the editor(s) disclaim responsibility for any injury to people or property resulting from any ideas, methods, instructions or products referred to in the content.











© 2023 by the authors. Licensee MDPI, Basel, Switzerland. This article is an open access article distributed under the terms and conditions of the Creative Commons Attribution (CC BY) license (https://creativecommons.org/licenses/by/4.0/).






nav.xhtml


  ijerph-20-02680


  
    		
      ijerph-20-02680
    


  




  





media/file0.png





