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			Foreword

			Almost nine years after the completion of my doctoral research, part of the analysis and reflections arising from it are finally seeing the light of day; indeed, many circumstances, both external and personal, have delayed its publication. This text may, therefore, appear out of date and thus outdated. Fragments of daily, personal, and family life, however, have continued to build up layers of redundancy and underlie this seemingly risky choice; I hope the following auto-ethnographic account will shed light on this.

			The SARS-CoV-19 pandemic, even more so when viewed from a distance, can be interpreted and utilised as a fertile opportunity to bring into focus issues that have remained in the shadows: among these, informed consent to medical treatment certainly stands out.

			All those who have been vaccinated have, in fact, experienced first-hand practices that may fall short of what is guaranteed by informed consent itself: appropriate information, taking into account the patient’s specific circumstances, thereby enabling them to make an informed and autonomous choice. A legal framework, therefore, that should allow for a comprehensive dialogue with healthcare staff, through which a relationship of trust can be built, within which one can express oneself freely, including doubts and fears1. This, however, is the theory, because in practice, even in the most efficient and well-organised hubs where ‘mass vaccination’ has taken place, the signing of the informed consent form has appeared to be merely a bureaucratic formality that has little to do with the principles of information, awareness, and self-determination.

			Below, I shall attempt to recount what I observed on the various occasions when I happened to witness the procedure, both as a soon-to-be-vaccinated person and as a companion.

			After checking the name against the booking lists outside the facility, having one’s temperature taken upon entry whilst sanitising one’s hands, and a further check of the name to ascertain which vaccine had been allocated, the informed consent form was handed out. The system allowed for just a few minutes to read and sign the form, which was done independently by the person being vaccinated; the Red Cross staff present were in fact busy keeping the flow of people into the facility moving, telling people where to go, although they were available to answer any questions.

			

			The prospective vaccine recipient would then lean on a small table without a chair and find themselves holding a stack of papers: the booking form with the medical history section attached—provided at the time of booking and therefore already completed, a sheet containing the informed consent form, and a further sheet with the information notice.

			The informed consent form for vaccination was structured as follows: an introductory paragraph in which to enter one’s personal details, the place, date, and signature (already marked with a cross in pen to make them easier to identify), followed by the text of the consent provided by the pharmaceutical company (in the version approved and simplified by the Ministry of Health).

			Now, on closer inspection, we can already identify a number of clues as to how this signature was intended to be quick, if not strictly automated. The flow of people arriving for vaccination was never halted, except in specific  cases (people with disabilities, minors with ‘doubtful’ parents), thus remaining constant, creating a sort of temporal and physical squeeze on the calm that should have been guaranteed to read the information sheet. The small table with no seating, which further emphasised the need for speed; the simplification of the tick box in the signature space; and the very structure of the form itself (the signature was required before the explanation of the vaccine they were about to administer, so—quite simply—this encouraged an automatic signature before reading, without even having to waste time turning the page).

			After this bureaucratic step, one entered the area with chairs strictly spaced apart, waiting to be called by the doctor. If one was not ‘lucky’ enough to be called immediately, one therefore had time to read those sheets held firmly in one’s hands. Any second thoughts or the emergence of doubts, however, seemed to be tempered by the fact that the form was already signed, and the call was imminent. If you were called straight away, without even having time to find an empty chair and get up, you would approach the cubicle indicated on the board and meet the doctor, who would take the papers from your hands, check the medical history form you’d filled in at home, and almost automatically send you to the first available vaccination cubicle. No questions were asked about any concerns, nor about any medical conditions requiring special attention, not even in cases where one had taken the trouble to bring medical records and folders of documents. Any fever or diarrhoea in the previous 24 hours were the only issues that might be noted (if ticked on the medical history form) but were quickly dismissed. In reality, the only question the doctor asked was which arm we wanted the injection in. Then the vaccinator quickly disinfected the forearm we had chosen, advised us to relax, and within a few seconds we already had the plaster on.

			We were already vaccinated, and the protocol required a 15-minute wait to monitor for any acute adverse reactions. If we hadn’t had time to read the consent form before the injection, there would now have been a chance to do so, but the form had been retained by the doctor. In fact, no copy of the completed consent form was issued, only the information sheet for the vaccine administered. Those 15 minutes were spent in all sorts of ways, before queuing up again at the desk to collect the updated vaccination certificate. If you were lucky enough to be in a setting where the ‘vaccination machine’ had been well organised, everything was done in half an hour (including time to park the car).

			The impression, however—despite acknowledging this organisational efficiency—is that no proper healthcare spaces have been created, meaning places for treatment and care, but rather healthcare settings that are deaf to doubts and specific circumstances. Now, it must be reiterated, I do not intend to put forward an argument that would almost certainly end up getting tangled up in the ‘pro-vax’ versus ‘anti-vax’ rhetoric—a dichotomy that deserves closer analysis, lest we risk making inappropriate generalisations, especially with the passage of time—but rather to highlight how the underestimation of the implications underlying practices, in this case the signing of informed consent, risks becoming the problem itself if not properly addressed2.

			It is often precisely the practices through which the relationship with healthcare services is conducted that can in fact represent a stimulating subject for investigation, a sort of magnifying glass through which to try to establish links between the critical issues, their causes, and also possible solutions.

			My own experiences and observations, as I have attempted to outline in this brief description, confirm—several years on—what emerged from my doctoral research. Signing the informed consent form is still regarded as automatic and a given, and any doubt or criticism is treated as an organisational failure, a nuisance. Openness to uncertainty and fear are not considered, so much so that—with the exception of therapeutic interventions of a certain significance in terms of the potential critical issues they may entail —neither space nor time is usually given for such matters: the healthcare system, of which healthcare staff become cogs, expects an act of blind faith. 

			But it is precisely in this expectation—more or less imposed by both political and healthcare authorities—that the heart of the problem lies: informed consent was meant to be the tool through which to secularise the doctor-patient relationship, to rebalance it in terms of authority, not to crystallise into a document that enshrines blind and silent trust rather than dialogue, and structured to respond to medico-legal logics shaped by so-called defensive medicine.

			It is for these reasons that the text I am about to present still strikes me as useful in terms of understanding recent events such as those linked to the pandemic, as well as the occasions on which the form is presented to us.

			Let me be clear, I do not wish to mislead the reader: this monograph will deal neither with SARS-CoV-2 nor with vaccines, but rather presents part of a doctoral research project aimed at understanding the practices implemented in hospitals regarding informed consent, as will be explained in the introduction. The author believes, however, that the pandemic has exacerbated pre-existing problems, giving them a heuristic power that should not be dismissed, but rather understood in terms of its continuity with the past. To understand recent and current critical issues, we cannot simply consider the immediate situation; rather, we must undertake an archaeological investigation to identify the deep-rooted, structural causes and, through them, attempt to grasp the intensity and depth of current problems, lest we risk resorting to emergency solutions that fail to address the need for systemic change. If the pandemic has taught us one thing, it is that emergency logic, if it becomes chronic, risks in the long term simply becoming a convenient excuse for avoiding the real resolution of problems.

		


		

		
			Introduction

			On 31 January 2018, Law 219/2017 came into force, setting out the “Provisions on informed consent and advance healthcare directives”1. This law, approved after a long and troubled process2, establishes in Article 1(1) the mandatory nature of ‘free and informed’ consent to medical treatment ‘in accordance with the principles set out in Articles 2, 13, and 32 of the Constitution and Articles 1, 2, and 3 of the Charter of Fundamental Rights of the European Union’, expressly safeguarding ‘the right to life, health, dignity, and self-determination of the person’. A provision, therefore, which establishes the primacy of informed consent as a guarantee of a subjective, free, and conscious right to health.

			But is this really the case? In other words, does informed consent, as it is practised in reality, succeed in acting as a guarantor of rights, establishing a genuine partnership between doctor and patient?

			I shall attempt to answer this complex question by presenting part of the doctoral research on Bioethics and New Technologies carried out at the Faculty of Law of the University of Bologna3 between 2012 and 2015. The broader research aimed to analyse the enforceability of the right to health for migrants, and in particular the right to reproductive health, within the Emilia-Romagna region.

			This text, however, aims to guide the reader towards a specific strand of the doctoral research, namely the reflection on the discrepancy between ‘law in books’ and ‘law in practice’ in the protection of the right to health, as manifested in the use of informed consent in a hospital setting. Although the broader doctoral research was geared towards understanding the various barriers faced by migrant patients in exercising their right to health, the empirical research revealed a picture in which the day-to-day challenges associated with informed consent affect all patients and precede the emergence of further challenges concerning the doctor-patient relationship with ‘foreign’ patients. It is for this reason that a focus on the practice of informed consent becomes a key avenue for understanding any discrepancies between the written law and what is actually done in practice.

			Whilst the first part of this paper therefore aims to outline the foundations (in terms of principles and regulations) that legitimise the use of informed consent, the second part seeks to present the two levels of the ethnographic study conducted: the first concerning the documents and guidelines that shape its substance, and the second offering a glimpse into the everyday context in which it is practised, seeking to understand any discrepancies between what ought to be and what actually happens in reality. These reflections, although based on qualitative data from an ethnographic study completed in 2015, remain of primary importance, both in light of the new provisions introduced in 2018 and the situation brought about by the SARS-CoV-2 pandemic, as explained in the preface.

			To view the instrument of informed consent uncritically, to ‘take it for granted’ as valid proof of effective communication through which the patient is free to make self-determined choices regarding health and care, without considering the power asymmetries and the problems in/of its use, risks undermining its potential, reifying a practice—as we shall attempt to demonstrate—that increasingly diverges from the principles underlying the institutionalisation and codification of the legal contract itself.

			The long and bumpy road that led to the formulation of the recent legislation on end-of-life care, for example, is in fact the outcome of a still unresolved debate regarding the capacity of informed consent—the validity of which is anchored to the characteristics of the information provided by the healthcare professional—to balance the reasons for the therapeutic act—and consequently the responsibilities of the staff (and of the facility in which they work)—with those of the patient.

			Having evolved alongside a reformulation of the doctor-patient relationship following the crimes committed by Nazi-Fascism, informed consent seeks, in fact, to combine the protection of the right to health with the exercise of the right to autonomy and freedom, thus positioning itself (in theory) as a privileged tool for examining the validity of the right to health, which is embodied in the doctor-patient encounter (whether the patient is a migrant or not).

			Similarly, the pandemic has shown how consent to a therapeutic procedure—in this case the vaccine—is often merely a bureaucratic form, which is usually signed without the patient having a real opportunity to ask for or receive detailed and thorough explanations; this automatism betrays the very principles underpinning informed consent, transforming it into legal proof of a blind act of faith, when instead it could have been understood, and consequently utilised, as a mechanism through which to dispel fears and doubts, thereby reinforcing trust between citizens and the healthcare system.

			The discussion, adopting a multidisciplinary4 approach, consists of a brief methodological note and two distinct yet complementary parts5. The methodological note will outline the research framework, the positioning, and the fieldwork policy adopted, defining the research tools and seeking to highlight both the potential and the critical issues of applied anthropological research in the home setting.

			The first part, which is theoretical in nature, will explore the nature, construction, and logic of universal rights, and in particular the right to health as a fundamental subjective right, including for migrants. It was decided to include this section as a broader framework within which informed consent is situated, both in terms of its constitutive and legitimising principles and the ways in which it is put into practice.

			In the second part, in fact, we will retrace the path that has shaped informed consent within the specific doctor-patient relationship in the biomedical context, critically reflecting on its ability to uphold the principles that legitimise it in practice. This will be followed by a presentation of the research conducted at the Gynaecology and Obstetrics Unit of a hospital in the north-west of the Emilia-Romagna region from November 2013 to June 2015 during the doctoral programme.

			Starting from an analysis of the care relationships that develop between healthcare staff and pregnant women, the aim is to understand how informed consent is implemented in hospital practice, questioning its ability to overcome the critical issues underlying the exclusionary logics—primarily of a cultural and linguistic nature, and secondarily organisational—that characterise the doctor-patient relationship6.

			The main themes of the research field—the right to health, the doctor-patient relationship, and informed consent, as outlined in the first part of this paper—have in fact been analysed in the context of the broader historical, social, economic, and political processes from which they originate. The second part therefore aims to assess the extent to which the theoretical framework corresponds to actual practices, seeking to reconstruct the discourses and representations that characterise access to the full right to reproductive health for women, both migrant and non-migrant.

			Through the empirical data collected during the qualitative research (both documentary and field-based), we will then reflect on various intertwined and interdependent aspects: the definition of care within services dedicated to reproductive health; decision-making processes; the organisational and therapeutic mechanisms put in place; the training rationale conveyed to healthcare staff regarding the use of informed consent; the challenges and potential of the cultural mediation service; the representations and practices implemented by the various actors, and their impact on shaping the experience of pregnancy and childbirth.

			The interplay between the knowledge and practices of the service under analysis, in dialogue with the perspectives of the women interviewed, will be further explored through an in-depth examination of the practice of informed consent for epidural analgesia. The proposed case study, in fact, allows for reflection on other complex issues considered to have a significant impact on the doctor-patient relationship in the management of pregnancy and childbirth—and consequently on the use of informed consent—such as the management of pain by biomedicine and the effects of the so-called technocratic model of childbirth on the relationship with women.

			The study will conclude with a reflection on the consequences of the ongoing process of corporatisation in healthcare facilities, highlighting its implications for the doctor-patient relationship and, consequently, for the practice of informed consent.

		


		

		
			Methodological note

			The research has sought to answer the many questions that will be set out in the first part of this paper: how can the universal logic of human rights be translated into effective policies in new intercultural contexts? Is the fundamental right to health enforceable for migrants in accordance with the principles of equality and equity?

			And furthermore: can informed consent be considered the yardstick of the doctor-patient relationship, capable of meeting the need to humanise the care relationship, or has it become, in the specific Italian context, a mere bureaucratic formality stripped of all its potential for agency? In a hospital setting, does care provision guided by business-oriented logic provide the resources—human and material—to foster an effective and genuine therapeutic alliance?

			Before attempting to answer these questions through an analysis of the literature and empirical data1, I believe it is necessary to focus on the various aspects characterising qualitative research that constitute the ‘narrative framework’2 (Attili 2008, p. 137): what is meant by ethnography, the data collection techniques used, and the role of the researcher and their positioning within the field of analysis. Whilst this framework may seem obvious and redundant to anthropologists, it is in fact intended for a wider audience, whom this text hopes to reach.

			The attempt to bring different disciplinary fields of knowledge into dialogue in order to understand the subject of investigation as deeply as possible has raised numerous questions regarding the process of methodological structuring; whilst it is true that the researcher’s personal involvement is usually regarded as an unavoidable prerequisite for a genuine encounter with the other subjectivities present in the research context (Geertz 1988, Fabietti, Malighetti, Matera 2002, Piasere 2006), how can this be systematised coherently at a methodological level? Where does the field end when conducting social research within one’s own cultural context? Qualitative research itself3 can be seen as a further complicating factor, tracing hybrid paths that are always imbued with the researcher’s subjectivity, who struggles to identify the most appropriate methodology4. In the following pages, I shall therefore reconstruct the action research process carried out within the Gynaecology and Obstetrics Unit, outlining the methodological framework that guided my work, whilst attempting to answer the questions raised.

			

			The qualitative research process is difficult to break down into separate, distinct phases: the two fundamental stages of data collection and analysis, which are so clearly separated and sequential in quantitative research, no longer follow this rigid order, and often intersect and overlap (Corbetta 2003a, p. 10).

			Anthropology and sociology5 have engaged in constant dialogue, with the aim of outlining a more detailed picture of the entire research process6: making the politics of the field explicit (De Sardan 1995) is an unavoidable step in order to avoid producing a fiction dictated by ethnographic authority (Clifford 1993)7.

			Furthermore, the hospital setting inevitably leads the researcher to ask themselves important ethical questions8 regarding their own actions. The theoretical questions formulated prior to the empirical research played an important but not structuring role; the framework that will be presented in the first part of this paper can in fact be understood as a ‘sensitising concept’ (Blumer in Cardano 2001, p. 176), having shown me the various aspects involved in the research subject: ‘the research process, then, is not a clear-cut sequence of procedures following a neat pattern, but a messy interaction between the conceptual and empirical world, deduction and induction occurring at the same time’ (Bechhofer 1974, p. 73).

			The conceptual world did not impose a linear exploration: in fact, we opted for an investigation that was not rigidly structured but dynamic and flexible, in a sense open to the field, in order to be able to capture the unexpected and the unforeseen.


			Anthropological practice is not merely a matter of ‘gut feeling’; it incorporates and draws upon training and expertise. The crux of the matter is that this expertise is a form of know-how, and that the training involved is essentially a matter of learning by doing. In other words, fieldwork cannot be learnt from a textbook. This is because fieldwork is first and foremost a matter of “knack”, and proceeds through intuition, improvisation and improvisation (De Sardan 1995, p. 73).


			‘What to observe is determined by theory’ (Corbetta 2003b, p. 33), but not only that. Turning one’s gaze to the field whilst seeking exclusively to answer theoretical questions would narrow the researcher’s vision, preventing them from grasping the broad symbolic and cultural patterns present within it, and obscuring the gap between what ought to be and what actually happens. Paying attention exclusively to the practice of informed consent would not have allowed us to grasp other relevant aspects useful for its understanding: the medicalisation imposed on women’s bodies, reified for example in guidelines and protocols; the relational dynamics between different healthcare professionals (midwives, gynaecologists, and anaesthetists); the organisational arrangements underpinning the doctor-patient relationship; and the consequences of a corporate mindset in time management. In short, information regarding the use of informed consent would have been captured, but the various underlying logics determining it would have been overlooked.

			Before outlining the research process, I would like to briefly touch upon a further aspect that I consider to be of no small importance in the general policy of the field: conducting critical anthropological-social research9 within one’s own cultural context of reference.

			Gathering data within one’s own cultural context requires a very profound capacity for reflection, since, according to the constructivist paradigm10, reality can only be derived by acknowledging the existence of subjectively informed relationships; through ramified and unforeseen connections, which engage the researcher’s entire body-self (Colajanni 2010, p. 88), the interpretation11 of the data thus becomes a genuine self-reflective epistemological exercise, conscious of its own ethnocentrism12.

			The processes of social change, triggered by the migratory flows present in our country, impose and provide anthropology with new areas of interest13, stimulating methodological reflection. The ethnology of ‘us’, as Augè rightly emphasises (1995, p. 88), thus becomes ‘a duty, even more than a possibility’. Medical anthropology, all the more so when conducted at home, allows for a dialogue between existing biomedical practice and the needs expressed by migrant and non-migrant patients alike, whilst simultaneously dismantling the heavy stereotype of ‘uncomfortable science’ (Koller 2006, p. 10) in relation to the biomedicalised grand narrative (Lyotard 2008) of existence. The major challenge (Zito 2017b) facing medical anthropology applied at home likely lies in the ability to develop a rigorous, self-reflective methodology14 capable of revealing the discourses15 of one’s own culture— the unspoken, the prejudice (Biscaldi 2015, p. 13)—that which is usually kept silent.


			Culture is what is not called normal, indeed what is not spoken of at all, since the normal is not named; it is done and accepted as such, as a real, effective, natural way of life. The cultural is residual. Cultural curvature belongs only to the Others, to those who are subordinate, peripheral, antagonistic, dissident, opposed and so on. It is their thing (Ricca 2005, pp. 2–3).


			Investigating one’s own cultural curvature, rendering the familiar exotic (Piasere 2006, p. 47), places a strain on the researcher’s body-self, amplifying what De Martino (1977, p. 391) defines as the ethnographic paradox, namely when 


			the ethnographer attempts to disregard their own cultural history entirely in the pretence of becoming ‘naked as a worm’ in the face of the cultural phenomena to be observed, and thus becomes blind and mute in the face of ethnographic facts and loses, along with the facts to be observed and described, their own specialist vocation. 


			Practising ethnography is a complex undertaking even—if not above all—when ‘we are on home turf’. It is complex because the figure of the researcher is by no means self-evident or neutral, but interacts with the cognitive and value-based categories of different contexts as well as of individual people, taking on extremely varied meanings (Biscaldi 2015, p. 13).


			I therefore believe that the current political situation calls for an anthropological commitment focused on the here and now, on the analysis not only of ‘Other subjects’ but also of our own society, with a view to developing a genuine ‘ethnographic humanism: the historicisation of oneself and one’s own culture, self-criticism and historical-cultural comparison’ (Matera 2008, p. 12). As Geertz (1988, p. 22) points out, ‘seeing ourselves as others see us can be revealing’. The journey to distant lands therefore no longer appears to be a defining feature of anthropological inquiry:


			the journey through space can therefore be merely a moment in the bending of experience. It may or may not be present. It may be longer or shorter, but it is the bending of experience that makes the difference. […] It is not so much, or not only, the journey, therefore, but the experiential uprooting from everyday life that is one of the main characteristics of this experiment in experience. The ethnographer detaches themselves from an environment and from their personal network of daily interaction, to go to another environment in which to build a new personal network of daily interaction (Piasere 2006, pp. 44–45).


			

			Through the existential uprooting of everyday life, the research aims to respond to a call made by Marcus and Fischer (1998, p. 25), namely to ‘understand oneself [in the hope of] changing oneself and transforming the context that produces discrimination, ethnocentrism, and prejudice’.

			In order to guide the reader towards a clear understanding of the text, it is necessary to define what is meant by ethnography. It is both the anthropologist’s scientific laboratory (Fabietti, Malighetti, and Matera 2002) and the practice of writing in which the researcher reports the data collected and the description of the context, alongside their personal reflections and the analyses derived from interpretation. Ethnography thus takes the form of a dual relationship: between the researcher and their subject of study, and within the real-life relationships in which the subject is immersed16.

			Acting in accordance with ethnographic methodology means, first and foremost, sharing daily life with the research subjects over a medium to long period. The only methodological rule that has remained unchanged over time in the discipline of anthropology is, in fact, the prolonged presence in the field of research. Spending a great deal of time in the field serves a dual practical purpose: to alleviate feelings of reserve and mistrust on the part of the subjects being observed, thereby building a relationship of trust, and also to allow the researcher to ‘proceed with “repeated measurements” of their subject’ (Cardano 2001, p. 176). As Davies (2010, p. 79) points out, ‘our slow integration into the field […] commonly generates new states and ways of being significant to the work we undertake’.

			Sharing daily activities allows for the establishment of ‘empathy through participatory sharing’, which, however, does not lead the researcher to put themselves in the shoes of their research subject, but rather to draw emotionally closer to them (Cappelletto 2013, p. 218). Furthermore, being-with enables an understanding of both the specialist technical language that characterises the research field and the broader relational dynamics experienced by the subjects themselves, which are essential for an interpretation of the investigated reality that is as objective as possible.

			The ethnographic method has always raised the question of the objectivity of accounts and the appropriate degree of subjectivity that is legitimate for the text to convey. Between the 1960s and the late 1970s, many anthropologists expressed a desire to step back from their ethnographic texts: consider “Reflections on Fieldwork in Morocco”, in which Rabinow explicitly described the ways in which he had entered the field, the doubts, the critical issues, and the resistance of the subjects he encountered, ushering in the era of reflexivity17 as an inescapable prerequisite for a good18 ethnographic account. The posthumous publication of Malinowski’s diaries in 1967 also prompted anthropologists towards a sort of greater methodological realism: accounts devoid of doubts and inconsistencies, monodialogic in nature, gave way to the explicit articulation of the anthropologist’s reflective process.

			The researcher thus became one of the subjects within the scene, transforming the ethnographic account into an intersubjective amalgam, composed of ‘dense descriptions’ (Geertz 1987, p. 65), aimed at ‘unravelling, in a layered progression […] the “webs of meaning” in which the various subjectivities are entangled’ (Dal Lago, De Biasi 2002, p. 40).

			The postmodernist shift, emphasising the fragmentary nature of the research experience, together with the rise of interpretative-hermeneutic reflections19 , gave new impetus to anthropological inquiry, which became increasingly attentive to rendering a reality negotiated among the subjects who constitute it (Clifford, Marcus 2005): a multi-subjectivity20 rendered through the use of dialogue and the articulation of interpretations. If we further consider that ‘knowledge of cultural reality is always knowledge from particular points of view’ (Dal Lago, De Biasi 2002, p. XIV), it follows that every ethnographic account will consist predominantly21 of interwoven conversations (between research subjects and between the researcher and the subjects), in order to give an account of the ‘polyphony’ (Gupta and Ferguson 1997, p. 2) of the field (Fabietti, Malighetti, Matera 2002, p. 83). 

			The ethnographer has thus become both a witness and a co-author of the interactions (Piasere 2006, p. 160), emphasising how ethnographic methodology itself is


			an experience, rather than a set of coordinated procedures, the sequence of which depends essentially on the complexity of the interaction—new each time—that is established between the problem under study, the researcher, and the subjects studied’ (Corbetta 2003a, p. 18).


			The research account presented in this text does not, in fact, aspire to be a ‘pure fruit’ (Clifford 1993), but a dialogic construction of negotiated meanings, from the perspective of situated knowledge22 and therefore ‘naturally’ partial.

			


			The anthropologist’s self is part of the field to the extent that, through its presence, it inevitably affects it; not only is it part of the field in that, as a subject, it tends to filter and record certain elements rather than others beyond the specific object of its research […] but the self comes into play, not only in the phase of experience, but also in that of interpretation (Rossi 2003, p. 77).


			Participant observation, through which the researcher engages with the context in order to capture the interaction between individuals, thus possesses a self-reflexive function23 with regard to their positioning, both physical and social; as Haraway (1995, p. 116) emphasises, ‘it is precisely the self, fractured and contradictory, that can interrogate positions’.

			The nature of fieldwork makes reflexivity an essential and constitutive feature of anthropology. Negotiation in the field is influenced by the researcher’s personal history, personality, gender, theoretical orientation, and institutional role, as well as by their emotional, political, and ideological involvement and the various circumstances they encounter. These, in turn, are determined by the characteristics of the interlocutors and by the specificities of the community in its relationship with the overarching general context (Fabietti, Malighetti, Matera 2002, p. 86).

			Reflexivity, therefore, as a technique—as opposed to distancing—serves to acquire awareness and construct an increasingly objective perspective; adopting a reflexive attitude means, in fact, ‘projecting onto oneself, onto the ethnographer’s self, the meaning of the field experience and analysing the assumptions upon which it is constructed and represented’ (Dal Lago, De Biasi 2002, p. 42).

			The researcher’s subjectivity24, omnipresent and omniscient, is certainly to be considered a valuable analytical resource25; according to Lévi-Strauss (1967, p. 63), the distinctive feature of anthropology compared to other social sciences lay precisely in the recourse to ‘the most intimate subjectivity as a means of objective demonstration’ of the authenticity of the ethnographic account. However, this can lead to a genuine sense of disorientation, both cognitive and emotional, for the researcher himself:


			he must become disoriented (if only whilst carrying out his work) and, in a sense, split himself between who he is in his ordinary life and who he becomes in the world he is studying. […] an ethnographer of worlds that fall within their own culture or a very similar or neighbouring one finds themselves in a more ambiguous situation. Their sense of disorientation, in fact, does not stem from a journey or a break with their ordinary way of life, but from a reorientation, a shift in perspective, which must be imposed, often in harmony but also in contrast with their inclinations or habits. In this sense, the ethnographic gaze entails a sense of disorientation very close to duplicity (Dal Lago, De Biasi 2002, p. XV).  


			As Corbetta (2003a, p. 65) points out, ‘the researcher is the instrument of research, in the sense that everything passes through his personal capacity to see and understand; but this means that he also bears the full weight of it’. 

			Research, when the researcher’s presence in the field becomes an ‘active immersion’ that is not limited to ‘observing what happens and listening to what is said, but is called upon to participate in the daily lives of their interlocutors’ (Rossi 2003, p. 58), as in my case, becomes unconsciously applied26.  Olivier de Sardan (1995) speaks of this in terms of ‘immersion’, referring to the moments when the researcher participates in the relationships under study in a sort of semi-unconscious process to which they are subjected during the fieldwork. This shared time will provide the researcher with tools to decode the real meanings of the interaction27 ; the fruits of this immersion act, in fact, as a genuine glue at the moment of writing, having been transformed into ‘embodied feelings-thoughts’ (Piasere 2006, pp. 160–161).

			But what do we mean when we speak of the ‘field’? The field, understood as the combination of experience and interpretation, always represents for the researcher an ‘ocean difficult to navigate’ (Di Cristofaro Longo 2001, p. 7), inhabited by diverse points of view, and by a locale whose construction is rooted in distant historical processes. Fieldwork is therefore conducted with the researcher being aware not only of their own subjectivity but also of the inherent instability of the landscape being observed and experienced, forcing them to continually renegotiate their identity (Marcus 2013, p. 174). 


			In participant observation, the researcher ‘goes into the field’, immerses themselves in the social context they wish to study […], alongside the people who are the subject of their study; they share their daily lives, interview them, discover their sorrows and hopes, their worldviews, and motivations for action, in order to develop that ‘insider’s view’ which is the prerequisite for understanding (Corbetta 2003a, p. 14). 


			

			Before continuing, I feel it is necessary to explain in greater detail what my field of research was, my role, and my consequent position.

			The research on informed consent, conducted from September 2013 to June 2015, was the result of my participation in the training project “Systemic Mediation and Profiles of Medical-Legal Liability” promoted by the Emilia-Romagna Region for the two-year period 2012–201428; the project aimed to enhance the “cultural competence” of healthcare professionals and thereby reduce potential inequalities in the management of health issues arising from cultural diversity within the healthcare system. In order to promote healthcare that is sensitive to the complexities posed by cultural diversity, the project involved four anthropologists, working in four different departments of the lead university hospital; this “anthropological mentoring”, through on-the-job training, aimed to provide specific methodological skills to bring out the cultural meanings of patients’ experiences of illness, as well as to identify their health needs—whether implicit or expressed through different communication patterns.

			My presence within the Gynaecology and Obstetrics Unit—in terms of a further microcosm (Zaman 2013) within the hospital structure—was therefore characterised by a dual role29: as a researcher and as a tutor-anthropologist with a specific practical-training mandate30: to identify, through working alongside healthcare staff, the existing obstacles in the doctor-patient relationship within an intercultural setting, with the aim of developing a care relationship that is equally oriented towards the care needs expressed by foreign patients. My work was therefore operational research (Maturo 2003, p. 91), a formative action research31 (Lewin 1946), which enabled me to become, according to the ideal-typical classification of the Adlers (1991), a sort of ‘active member’32 of the analysed context, allowing me to practise a particular version of what Bruce (1995) defines as ‘implicated anthropology’. This ambiguity of role imposed a dual cognitive effort upon me: the task of fulfilling the training mandate to produce results had to be balanced against the demands of research on informed consent; this entailed both advantages and disadvantages, which I shall attempt to explain below.

			The role of tutor, through my placement in the ward alongside six professionals (three midwives, two anaesthetists, one gynaecologist), allowed me to enter the field without too many bureaucratic hurdles, formally legitimising33 my presence34.  My role, however, was interpreted differently35 by the participants: researcher, expert, intruder, trainer, evaluator; this created a different perception of my presence36, and therefore indirectly of my position in the field37, forcing me to adjust my approach, turning the first few weeks in the field into a real process of building relationships. The mandatory mentoring38, however, facilitated privileged access to various behind-the-scenes insights, allowing me to navigate more effectively among the various actors present, through useful information and confidences: who to avoid (but still observe), with whom to interact39, and where I could go.

			Although information obtained informally is accepted by the scientific community as fact, an ethical dilemma nevertheless arose40: what constitutes a confidence? Where should the line be drawn between what I can report and what is best avoided? Over time, I have identified two prevailing attitudes that have guided my approach: confidences/the sharing of secrets (which I will not reveal but which were nonetheless invaluable when processing the empirical data) and reports (uncomfortable information deliberately brought to light with a view to improving practice). 

			‘My’ field41 is therefore represented by the Gynaecology and Obstetrics Unit, with its spaces42, its rules of conduct (both formal, such as guidelines and protocols, and informal, deriving from the internal hierarchy structured according to role, specialist profession, and gender), the existing intersubjective relationships, the various healthcare professionals, the patients, and, where applicable, other family members present. In short, the field, ‘strategically chosen43, (Marcus 2005: 237), was a genuine relational space in which reality emerged as the result of situated intersubjective negotiation (Marcus 1995).

			Participant observation, conducted in various areas of the Operational Unit (gynaecological outpatient clinic, high-risk outpatient clinic, monitoring outpatient clinic, intake outpatient clinic, gynaecological pathology ward, maternity ward, delivery room, corridors, waiting rooms, staff break room, gynaecology ward information area) through shadowing44 of the six healthcare professionals involved in the training shadowing project enabled me to develop an awareness of the ‘negotiated order in the hospital’ (Perrotta 2010, p. 121). Shadowing, however, was not the only source of observation: focus groups, training workshops, and team meetings allowed me to look beyond the walls of the clinics. 

			The research drew on a variety of settings for interaction: in addition to the observation-rich settings listed above, simple everyday interactions, the nature of those interactions themselves, participation in seminar days, and even informal conversations in the corridors and by the coffee machine during breaks provided valuable insights.

			Furthermore, the field is not composed solely of oral traditions, ‘but is already saturated with documents and written records’ (Fabietti, Malighetti, Matera 2002, p. 81); official documents have been examined in the same way as a voice from the field45. National and supranational legislation on migrants and the right to health, bioethical recommendations, policies on care and pregnancy management formulated by biomedicine, and specific regional health policies have also led to an expansion of the field, leading me to the methodological ‘squint’ described by Augé (1993, p. 108): 


			Ethnology always deals with at least two spaces: that of the place it studies (a village, a farm) and the broader one in which this place is situated and from which influences and constraints are exerted that are not without effect on the internal dynamics of local relations (the ethnic group, the kingdom, the state). The ethnologist is thus condemned to methodological double vision: they must not lose sight of either the immediate site of their observation or its externalities—the significant connections with its external context.


			The research process was therefore not linear: working alongside various professionals, my wanderings through different spaces, together with the project’s remit, resulted in a fragmented understanding of daily life in the field, shaping my personal experience. I prevented ‘my thoughts from “wandering at random”’ (Piasere 2006, p. 31), transforming, or at least attempting to transform, participant observation into an ‘experiment’ through an ‘intentional extension of experience’ (ibid., p. 33); living with the Operational Unit served as my personal ‘laboratory’ (Cresswell 1981, p. 30) for research into informed consent.

			The ethnographic method requires a personal approach to data collection, capable of capturing the social meanings (Brewer 2000, p. 6) enacted in the field. Through the production of field notes, consisting of ‘descriptions of facts, events, places, and people’ (Corbetta 2003a, p. 41), the researcher seeks to convey ‘culture in concrete terms’, that is, an account of practices in the act of being lived (Augé 1995, p. 87). Field notes were recorded at various times: directly whilst the action was being observed, in the form of verbatim transcriptions, excerpts from conversations, phrases, behaviours, postures, and body language (during visits and at certain moments in the delivery room), or during the journey home46.

			

			Given that ‘the possibility of understanding action consists in determining the reference to the other’ (Fabietti, Malighetti, Matera 2002, p. 79), descriptions of the context will be as precise as possible, in order to allow the reader to ‘imagine’ the scene and the action described therein; after all, ‘ethnographic work is a rigorous invention of real facts’ (Piasere 2006, p. 17).


			The body of information gathered—the discourse produced by ethnography—can never be an exact photograph, or a realistic portrait, of the object of study and the actions taking place in the field of research, but rather ‘a more or less opaque reflection of the constitutive and processual dynamics in which actors and ethnographers are involved: a mirror of the space of action, of what they have constructed and reconstructed together’ (Navarini 2001, p. 290).


			The biomedical approach is in fact embodied in gestures, language, and attitude towards the patient, and only a description capable of conveying these can aspire to be at least objective; to this end, the arguments put forward in the second part of the text will be presented whilst maintaining the interplay between deduction and observation, recording, and interpretation47.

			In addition to the standard field notes, a ‘research diary’ was compiled; this does not record ‘the return of ethnographic amnesia’ (Marcus and Fischer 1998, p. 17) but rather the transcription of the emotional and cognitive journey undertaken: personal reflections, doubts, and the difficulties of positioning oneself. The diary, together with the field notes, thus represented the “ethnographic text” upon which an attempt was made to develop an interdisciplinary critical analysis; a text that bears witness to the researcher’s intentional mental experiment, the product not only of what he observes but also of his own reflexivity. 

			The research techniques adopted, according to the Galtungian distinction taken up by Delli Zotti (2004, p. 52), were intrusive, ranging from unstructured methods (participant observation48 , open-ended questionnaires49) to structured ones (semi-structured interviews conducted with participants at the conclusion of the project; multiple-choice questionnaires administered to doctors during classroom training; semi-structured interviews conducted with patients in the Operational Unit50). The semi-structured interviews51 aim to provide ‘one face of the polyhedron’ (Oscar in Callari Galli 1993, p. 203), the aim of which is not the collection of data but the acquisition of the interviewees’ perspective (views and feelings—Corbetta 1999, p. 408) on the phenomenon under study (Giarelli, Venneri 2009, p. 138).

			As regards non-intrusive methods, an analysis was conducted of the so-called ‘bureaucratic genre’ (Corbetta 2003a, p. 149), that is, of documents—both administrative and non-administrative—produced by the hospital trust and the region; finally, the official data available52 regarding the health status of migrants in the area were analysed, with particular attention to pregnancy outcomes for women. 

			In conclusion, I would like to emphasise that being part of the training project has positively informed the field on several levels. First and foremost, it has allowed for the establishment of a genuine, well-defined partnership: both with the participating healthcare professionals and with the other three anthropologists involved53; furthermore, communication was sincere and authentic54, as it was not primarily dictated by my research on informed consent—which was largely sidelined, if not ‘forgotten’, by the participants—but by the training objective, with a view to finding a response to the critical issues arising from encounters with migrant patients.

			The role of tutor-trainer also allowed me to reflect deeply on the discipline of anthropology itself; I believe, in fact, that one must be sincere with oneself in order to share the truth of others. By making it clear from the outset, informally and through classroom training, that there are no rigid models or classifications within anthropological-medical reflection, it was possible to reflect on the discipline’s actual applicability in the healthcare setting55. After all, as Rossi (2003, p. 118) points out, ‘going into the field is to experience first-hand the methodological core of the discipline’.

			Can anthropology, by enabling us to adopt a critical perspective on reality without relying on pre-established training frameworks, play an active role in the management of ‘other’ health? In short, how can medical anthropology be useful? This question, shared with the participating healthcare professionals and, of course, with my fellow anthropologists, has accompanied me daily throughout my research journey, constantly compelling me to engage in a pragmatically oriented rethinking of the paradigms inherent to the discipline of anthropology.

			Anthropology is no longer based on abstract concepts such as ‘tradition’, ‘culture’, or ‘society’, but develops its knowledge on a case-by-case basis by positioning itself as close as possible to the concrete experience of social actors who, like the anthropologist, live their lives in a ceaseless dialectic between their free capacity to act and transform reality and the framework of power relations within which that capacity unfolds. The anthropologist today is fully aware of being involved in the worlds they explore and makes this very involvement—subjective, affective, and emotional—an additional tool for understanding the complexity of reality (Pizza 2005, p. 12).

		


		

		
			Chapter 1
Human Rights for All?

			1.1 The Difficulties in Translating Rights into Protections

			Seventy-six years have passed since the drafting of the Universal Declaration of Human Rights, signed in 1948 under the auspices of the United Nations in response to the atrocities committed during the Second World War. Yet today, we are still grappling with critical issues related to the interpretation and application of these rights1. The periodic review procedures of the United Nations Human Rights Council2 concerning Italy continue to demonstrate how much work still lies ahead for our country, ‘where the necessary skills to address a rapidly changing reality seem to be lacking’ (Derobertis 2014, p. 4). Indeed, the various reports contain a great many recommendations, mostly concerning issues linked to migration, discrimination, and specific forms of violence; it is alarming to note that the number of recommendations has increased over the years rather than decreased, raising questions about the effectiveness of control measures designed to safeguard fundamental rights; a murky picture emerges, in which social citizenship still appears today to be a phantom right (Mori 2004), and the universality of rights a goal to be achieved rather than a reality (Facchi 2001, p. 32), turning into a sort of ‘broken promise’ (Boni 2012, p. 8) if not quite an ‘ideology [a] “false consciousness”’ (Belvisi 2000, p. 10).

			As Arendt observed (in Vitale 2004, p. 59) in the aftermath of the Second World War, ‘the term “human rights” became, for everyone—in totalitarian and democratic countries alike, for victims, persecutors, and bystanders alike—synonymous with hypocritical idealism and naive’. Beyond, therefore, the intrinsic problems stemming from the ethical conception of the state as the guarantor of such rights, they appear as ‘merely formal instruments’ (Pratesi 2010, p. 11) that can be separated from their guarantees (Ferrajoli 1998, p. 23), raising concerns about the effectiveness of the rights themselves; indeed, it does not appear sufficient to simply set out these rights in international charters without ensuring their effective judicial protection. 

			

			The incessant dialectic between universalism and relativism seems, in fact, to have increased the abstract nature of these rights, which, although intended to be enjoyed by the whole of humanity, find themselves to be ‘tainted rights’ (Coccopalmerio 2004, p. 2), held hostage by the normative particularisms inhabiting the global space3 and by the economic logics underpinning their implementation. As Ricca (2013a, p. 26) observes, if interpretations of human rights continue to oscillate between ‘fundamentalist orthodoxy and absolute relativism, sooner or later they will always muzzle the weakest and stifle their creativity’. To understand, therefore, the contradictions underlying the logic of human rights, I believe it is appropriate to reflect on their historical genesis, as products of a particular socio-legal context and anchored to specific ethical-political principles (Pitch 1995, Belvisi 2000).

			The historically situated cultural terrain that gave rise to these universal norms is modern Western society, in which, from the 1600s onwards, self-evident norms of justice were established, linked to ethical and social values considered universal (freedom, dignity, self-determination). The French Declaration of 1789, in fact, presented a man with innate rights, enshrined through a social contract with the state. Bobbio himself (2005, p. 16) considers human rights to be a variable category, in that what

			
			
			
			
			
			
			
			
			
			

			

			
			
			
			1.2 Rethinking Culture to Break the Deadlock  of the Universalism-Relativism Antinomy 

			
			
			
			
			
			
			
			
			
			
			
			
			
			
			

			

			
			
			
			
			
			
			1.3 The process of codifying the right to health

			
			
			
			
			
			

			

			
			
			
			

			

			
			
			
			
			
			
			
			
			

			

			
			
			
			
			
			1.4 The right to healthcare for migrants

			
			
			
			
			
			

			

			
			
			
			

			

			
			
			
			
			
			

			

			
			
			
			
			
			
			
			
			

			

			
			
			
			
			
			
			
			
			

			

			
			
			
			
			

			

			

			

			
			

			

			
			
			
			
			
			
			
			
			
			1.4.1 The Emilia-Romagna ‘model’
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