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THE COVID-19 PANDEMIC has reminded us in a sudden and sometimes tragic
way that people close to the ill are essential actors in healthcare. Whether it was
husbands at the bedside of their bedridden wives, children who became informal
caregivers in long-term care facilities, or neighbours carrying groceries to friends
in quarantine, they were on the front lines of the disease, alongside the sick and
the vulnerable. The health crisis has indeed reactivated these solidarity networks
that have always been at the heart of the history of health. We tend to forget that
medicine and professional care have long been secondary in the management of
the disease. It is first and foremost families, parents, communities, and people
nearby who, for thousands of years, have cared for, accompanied, treated,
comforted sick people, entrusting them to specialists or institutions only in case of
emergency or powerlessness. However, the development of modern medicine and
its historiographical counterpart has made it easy to forget this centuries-old fact.

The deployment of modern medicine has been accompanied, as Jacques
Léonard in France' and Jacques Bernier or Frangois Guérard in Quebec® have
pointed out, by a gradual medicalization of the population and the territory, and
therefore by an increasingly tight network of the latter, both by the new health
professionals and by a new generation of healthcare institutions. Gradually, between
the last years of the nineteenth century and the first decades of the twentieth century,
the doctor’s office and then the hospital became the main places where health and
illness were taken care of, gradually pushing the home, and the people close to the
ill who lived there or not, to the side of self-medication, traditional medicine, and
even practices of a quasi-charlatan nature.

It is therefore not surprising that the history of medicine, initially hagiographical
and positivist, has ignored this essential part of healthcare. Focused on physicians,
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or at best on the few other official caregivers, it has neglected people close to the
ill as much as it has forgotten patients. If the social history of medicine, which
has developed in the 1970s in the wake of the history of mentalities, was able to
rethink the place of the ill in historiography?, it was not until Roy Porter’s call for
the development of a history “from below” that those close to them resurfaced,
against all expectations. By exploring, as the British historian invited them to do,
diaries and private correspondence, historians have indeed seen the (re)emergence
of people close to the ill as vital actors of healthcare.

In their study of the correspondence of the Vaud physician Samuel-Auguste
Tissot (1728-1797), Micheline Louis-Courvoisier, and Séverine Pilloud® have
rediscovered the multitude of roles played by people close to the ill, from the writing
of the letters to their transmission to the practitioner, including the explanation of
ailments, the administration of treatments, or the comforting of sorrows, but also
the plurality of their relations. Tissot’s people close to the ill could be, depending
on the case, family members, friends, caregivers of all kinds, people from the
neighbourhood, religious men or women, simple relations, or distant acquaintances;
in short, all sorts of people of varying geographical and emotional proximity, present
more or less constantly, and for various reasons, at the patient’s side. It is for this
reason that the authors speak of an “entourage.” The experience of illness is always
first and foremost a social experience in which the ill reveals himself or herself as
a full member of a community.® The contours, as well as the nature of the latter,
can nevertheless be blurred and plural, and people close to the ill, which we are
talking about here, diverse, if only because proximity is a relative and therefore
variable notion.

The notion of Proximity

If it is first of all geographical, even topological, qualifying the short distance
that separates two things or beings, the notion of proximity is also genealogical,
specifying the closeness of the bonds of relationship between two people.” However,
and this is where it leaves the order of the only numerically quantifiable, it is also
affine and dialogical, since it describes the rapprochement or the affinity that can
unite or link two people at different levels (physical, psychic, intellectual, emotional,
experiential, etc). The “close” (« proche ») to the ill means a person with whom one
has intellectual or sentimental affinities, but also with whom one communicates
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easily according to the Trésor de la langue francaise. A person close is therefore
the one who is above all close to. The noun here is fully dependent on the adjective
and thus on the relationship between the two entities. Again, this reminder: health,
far from being primarily a medical problem, is essentially a social issue.

The development of Francophone history of health®, particularly in the last
twenty years, has helped to (re)affirm this point. More inclusive’ in its approach as
well as in the definition of'its field of practice, this new history of health has given a
central place to the laity and other lay people, including under these polemical terms
the vast circle of people close to the sick. At the crossroads of family'®, women'!
and childhood'? history, the history of health has progressively rediscovered people
as essential elements in the care of the sick and the most vulnerable, but also in
the smooth running of the healthcare relationship. This was notably the case in
Quebec, as in France and Belgium, with the work on asylums'® or on “abnormal”
children'. In fact, it is with regard to the institution, mirroring its potential, its
limits and its flaws, that the importance of people close to the ill is most felt. The
period of psychiatric deinstitutionalization that took place throughout the West in
the 1960s and 1970s was particularly revealing in this regard."

A Discrete Historiographical Presence

If their presence was becoming more and more common and affirmed, however,
people close to the ill, and in particular families, were slow to become a full-
fledged historiographical subject in the field of Francophone history of health. In
the introduction to a special issue of the journal Histoire, médecine et santé on
healthcare history published in 2015, Anne Jusseaume, Paul Marquis, and Mathilde
Rossigneux-Meheust recalled that: “En tant que telle, la relation de soin qui se
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noue entre malades, soignants et famille n’a [...] été¢ que peu adoptée comme angle
problématique par les historiens frangais”!'® (As such, the healthcare relationship that
develops between patients, caregivers, and family has [...] been little adopted as a
problematic angle by French historians). To fill this void, these historians actually
set up or participated in a seminar on “Liens familiaux et institutions disciplinaires™’
(Family Ties and Disciplinary Institutions) held under the auspices of the Groupe
de recherche sur les institutions disciplinaires (GRID) beginning in 2018.'

In parallel, and as early as 2016, the Historien.nes de la santé network", created
in 2012 to try to join Francophone researchers in this field, also tackled the issue
by organizing a first symposium in Montréal on “Les relations de santé.”” The
majority of the presentations focused on people close to the ill as key players in these
healthcare relationships, indicating once again the need to question this theme more
precisely, for its own sake, and in particular outside the sole family perspective.?!
For this reason, the network has decided to organize a symposium on “Les malades
et leurs proches”* in May 2019, also in Montréal. The aim was to bring together
researchers in history of health (or working from a historical perspective, or on
historical objects) who are interested, regardless of their approach, the period, or
geographical area of their study, in the shared experience of illness and health
by the ill and people close to them (in all senses of this expression). This event
aimed to open a space for exchange and debate around the experiences of these
“lay people,” their role in the history of healthcare, and their place in its current
historiography. The various presentations, which dealt with the representations of
health and illness held by people close to the ill, their relationships with patients and
healthcare professionals, and the sources of this history of proximity in healthcare,
showed the diversity, but also the importance of this rich transversal research theme.
A part of the presentations of this symposium forms the present thematic section.

A Contemporary Francophone History of Proximity
We wanted to collect articles that are diverse, both in their approach and in their
subject matter, in order to show the richness and multiplicity of the issue of people
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close to the ill, but also to consider, beyond the multiplicity of fields and periods,
the existence of possible lines of force that would characterize the place and role of
people close to the ill in health issues in the modern era. Unlike the presentations of
the symposium that originated it, all articles in this thematic section concern only
the contemporary period, from the first decades of the seventeenth century to those
of the twenty first century. It must be said that this period, which marks the gradual
professionalization of doctors, but also their monopolization of the field of care and
illness, questions in a unique way the place of people close to the ill in healthcare.

What can be their prerogatives, their singular contributions in the face of a
medical power so omnipotent and invasive that it has made all exteriority its own?*
How can we reorganize the field of healthcare as doctors, and other official health
professionals, impose themselves as the only possible, legal, and even effective
recourse? How does the caregiver role of people close to the ill continue under
these conditions? What readjustments, transformations, or adaptations are needed?

These questions, all the more important since the issue of people close to the
ill is once again being raised in the healthcare network, particularly through the
increasingly recognized status of “informal caregivers”; we wanted to raise these
questions in the French-speaking world, in the tradition of our Historien.nes de
la santé network, which promotes research in French in this field. Of course, the
texts you are about to read are only interested in a small (but important) part of
the latter, since their authors, as well as their research fields, are either Quebecers,
Franco-Ontarians, or French. Very far, therefore, from being exhaustive, this
thematic section aims above all to present unique analyses of particular cases
showing, from two living hearts of the French-speaking world, the singularity of
the relationships between the ill and persons close to them. The thematic section
also includes the transformations that may (or may not) have taken place over the
last three centuries in the role, and the place and participation of these full-fledged
actors in healthcare. Moreover, it provides through these studies, various tools to
approach these relationships of proximity in healthcare, of which it often presents
unexpected, even unprecedented forms. The thematic section intends to contribute
to the reintegration of people close to the ill in the Francophone historiography of
health in order to open up the necessary research on proximity and thus promote
the development of new work throughout the French-speaking world.

Composition of the Thematic Section

At the beginning of this thematic section, [sabelle Robin reminds us of the multiple
roles that people close to the ill could play in the Age of Enlightenment, at a time
when doctors had not yet acquired a monopoly on healthcare. Based on the medical
correspondence of the French physician Etienne Frangois Geoffroy (1672-1731), she
traces the different ways in which those around the patient intervene and the effects
of their presence and actions. It thus highlights the central role of people close to
the ill in their accompaniment, whether for the writing or the transmission of the
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missives to the Parisian doctor or for taking charge of injuries and sufferings. She
also emphasizes the complementary nature of the physician-those close to the ill
combo in assisting the patient(s), rather than a possible competition or opposition.

Fleur Beauvieux’s study of social relations in Marseille during the plague of
1720 confirms this analysis. Using judicial archives and private archive sources
to bring to light what was happening within the walls of the quarantined city
of Marseille, she reveals the practices of mutual aid and solidarity that were
established by those close to the ill, such as families, of course, but also neighbours
and acquaintances. Many fled the city, and thus their loved ones, before the doors
were closed, including caregivers. But the cases remain rare and therefore not very
representative of the relationships that were established in the plague-stricken city.
On the contrary, we saw the maintenance and even the development of relationships
of care between the confined inhabitants, despite the distance imposed by the disease
and the fear it engendered, confirming once again the essential role of those close
to the ill in the management of healthcare, but also for end-of-life assistance.

Using patient files from three French psychiatric asylums, Anatole Le Bras
analyzes how disease tears families apart. The internment of a loved one is indeed
an opportunity to see (re)appear the fracture lines underlying the relationships
between brothers and sisters, children and parents, wives or husbands and families-
in-law. Postures and reactions are diverse, but the admission of a loved one into an
institution never leaves anyone indifferent. It is the understanding and sometimes
the very definition of the disease as well as of the family that are then at stake.
While the institution comes to replace the family to welcome a patient, the family
questions and redefines itself, sometimes dividing or on the contrary uniting to face
adversity. The cards of proximity are then often reshuffled, and with them the family
and care relationships that prevailed until now. This article is a fine reminder that
people close to the ill are not a homogeneous group and that their very definition
can be the subject of lively discussions in which the doctor’s opinion plays an
important role, particularly in the case of psychiatric internment.

Susanne Commend’s article on the families of disabled children in Quebec also
questions the complexity of the relationship between caregivers and people close to
the ill. The article highlights the submission of families to the medical discourse,
through an internalization of its norms, and the resulting sacrifice of people close
to the ill. But it also points out the strategies of resistance or adaptation developed
by these same families in order to reappropriate part of the norms of healthcare and
their life story. Between victimization and adaptation, dependence and resistance,
families maintain sometimes tense relations with doctors, but find in other healthcare
actors, in particular social workers, relays and supports for the affirmation of a
proper family care for their children. The creation of parents’ associations also
contributes to the existence of these alternative care pathways (because they are
based on representations of disability not shared with the medical profession), and
to the recognition of the rights of children and their close caregivers.

This acceptance/opposition dynamic between people close to the ill, especially
families, and the medical profession is also at the heart of Dannick Rivest and Julien
Prud’homme’s study. On the issue of the body in the history of autism, the two
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authors retrace the history of the role of parents in understanding and defining the
disorder of their child or children, but also in the adoption of therapeutic strategies
to mitigate its effects. They propose the hypothesis of an “eclipse of the body” in
the “expansion of autism” that marked the period 1980-2010 by showing how
it affects the position and the discourses of parents about the disorders of their
children. They remind us that the role of people close to the ill in healthcare is also
determined in an evolving dialogue with the medical profession, as well as with
the society in which they are integrated, which, in turn, has concrete effects on the
management of those they take care of.

Marie-Claude Thifault, Sandra Harrisson, and Andrée-Anne Sabourin turn
the perspective around by questioning the experiences of mothers diagnosed
with schizophrenia in their article. Using patient records from the Department of
Psychiatry at the Montfort Hospital in Ottawa, they examine the troubled lives of
women with schizoid disorders in the second half of the twentieth century at three
important points in parenthood: motherhood and birth, the age of parenthood, and
entry into old age. Each time, they highlight the difficulties experienced by these
women with regard to their loved ones as well as their illness, but also the impact
of their disorders on these same loved ones. The authors thus give voice to rarely
heard persons, who speak of the suffering of knowing they are ill, with all the
weight of care and concern (in the double sense of worry and solicitude) that they
place on those they love, but also the stability and hope that the family represents
for those whose vulnerability increases with age.

Finally, Benoit Carini-Belloni also approaches the question of proximity
in healthcare from an original angle, through his study of the relations between
mutualist doctors in the Bouches-du-Rhone region of France and their working-
class patients or people close to them. By tracing the portrait of these idealistic
caregivers and their unique institutional achievements, he questions the existence
of a social, cultural, political, and sometimes friendly proximity between these full-
fledged caregivers and their working-class patients. He thus opens an unexpected
dimension to the study of people close to the ill in the field of healthcare by drawing
the figure of the doctor as close, and this proximity as the condition of the possibility
of establishing a fairer health system, without ignoring the limits of this proximity
as well as of the experimentation carried out by these activist doctors.

For a Socio-Cultural History of Proximity in Health

Thus, through this series of inspiring studies, which testify to a particularly dynamic
Francophone history of health, a portrait emerges of a research project rich in
lessons for the history of healthc, but more widely for contemporary social history.
Indeed, the prism of health and illness, which brings together these different cases,
acts as a magnifying glass on relationships, sometimes strained, that go far beyond
the framework of healthcare. It is the very conditions of social relations that are at
stake in these singular, sometimes extreme, situations of illness and care. Therefore,
by highlighting the social interactions that take place between people close to
the ill around a pathology, a disorder or a therapeutic intervention, the history of
proximity in health offers a new and original window to social history to grasp the
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way in which social groups are constituted, transformed, and interact in the face of
sometimes dramatic situations. Moreover, through its approaches stemming from
“history from below,” microhistory, or the history of sensibilities, it invites social
history to vary the scales and to multiply the perspectives in order to understand
its intent in its cultural complexity and diversity. This singular perspective, which
is the question of proximity, finally reminds us that the history of health, beyond
a simple history of knowledge, sciences, and techniques, is first and foremost a
social and cultural history of interpersonal relations and representations at stake in
a given society at a given moment, when illness strikes and healthcare is required.
It is a history of individual and collective experiences of health and illness, as well
as of its representations, discourses and practices. In short, a history that is created
first and foremost from person to person.





