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Abstract: While therapeutic patient education is now recognized as essential for optimizing
the control of chronic diseases and patient well-being, adherence to treatment and medical
recommendations is still a matter of debate. In type 2 diabetes, the nonadherence to therapy,
estimated at more than 40%, is perceived as a barrier for improving the prognosis despite recent
therapeutic advances. Interventional studies have barely begun to demonstrate the effectiveness
of technical and behavioral actions. The aim of this review is to question the concept of adher-
ence in terms of therapeutic education based on quantitative and qualitative data. The research
on therapeutic education has shown the effectiveness of structured actions in type 2 diabetes,
but adherence is rarely an end point in randomized trials. A positive but inconsistent or moderate
effect of education actions on adherence has been shown in heterogeneous studies of varying
quality. Program types, outlines, theoretical bases, and curricula to set up for action effectiveness
are still being discussed. Qualitative studies, including sociological studies, provide a useful and
constructive focus on this perspective. Adherence is a soft and flexible tool available to the patient
in his/her singular chronic disease trajectory, and as such, integrates into individual therapeutic
strategies, including socio-cultural interactions, beyond the medical explanation of the disease
and the patient. Four key elements for the development of structured therapeutic education are
discussed: 1) the access to health literacy, 2) the contextualization of education activities, 3) the
long-term chronic dimension of self-management, and 4) the organizational aspects of health and
care. Rather than focusing the objective on behavioral changes, structured therapeutic education
actions should attempt to provide tools and resources aimed at helping individuals to manage their
disease in their own context on a long-term basis, by developing health literacy and relational
and organizational aspects of the health professionals and system.

Keywords: self-management, chronic disease, mixed research, health literacy, social context,
lifestyle

Introduction

Therapeutic patient education, or self-management education (SME), is now recog-
nized as essential for optimizing the control of chronic diseases and helping patients
to manage their lives as effectively as possible.! However, the medical community
remains powerless when faced with the findings that more than 50% of chronically
treated patients do not take the prescribed medications or do not follow the lifestyle
measures that have been recommended to them; a phenomenon referred to as medica-
tion nonadherence.? In numerous retrospective studies on diabetes, poor adherence
or nonadherence have been associated with poorer glycemic control,>* a higher
occurrence rate of complications and disability, and higher health care costs and mor-
tality.”® Poor adherence to medications is common in type 2 diabetes (T2D), estimated
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at 40%—-50%, varying greatly depending on the studies and
definitions.**!° Extensive clinical trials have clearly shown
that a strict glycemic and risk factor control could prevent
or delay the onset of diabetes complications.'"'? After a long
asymptomatic latent stage, the progressive intensification of
treatment and medical monitoring is usual, together with the
need for adapting dietary and physical activity practices.
From a strictly medical perspective, the issue of adherence
to health practices, prescribed treatments, and attendance
to regular medical and paraclinical monitoring remains
crucial.” However, this is far from simple. The actual effec-
tiveness of antihyperglycemic treatments remains limited
and controversial,'* and the therapeutic strategy in diabetes
should be integrative, aiming at the overall control of the risk
factors for microvascular and macrovascular complications.
The adherence issue highlights the difficulty, for the physi-
cian and for the patient, to manage and control the need for,
and the consequences of, long-term treatment with all its
potential implications. Treatment can often be effective on
a short- or medium-term basis, but is possibly detrimental
due to adverse events, especially on a long-term basis.>!* A
patient-centered approach is now at the core of the expert
group recommendations:

... but given our uncertainties in terms of choice or sequence
of therapy, [a patient-centered approach] is particularly

appropriate in type 2 diabetes.'®

In the most recent recommendations from the American
Diabetes Association and International Diabetes Federa-
tions, diabetes SME (DSME) has been defined as the “ongo-
ing process of facilitating the knowledge, skill and ability
necessary for diabetes self-care”.!”!3

The overall objectives of DSME are to support informed
decision making, self-care behaviors, problem solving, and
active collaboration with the healthcare team and to improve
clinical outcomes, health status, and quality of life.'®

Theoretically, SME should address the multiple poten-
tial barriers to adherence described in chronic diseases:
socioeconomic factors, factors related to the health care
system and professionals, factors related to the disease,
factors related to the treatment, and factors related to the
patient.’? As such, adherence appears to be a complex
but nevertheless restricted concept, relying on the medical
treatment or recommendations, even if “patient-centered”.
Therefore, one may question the relevance of adherence as
an issue, objective, or even an outcome in SME. The aim of
this narrative review based on a systematic literature search is
thus to analyze the relationships between SME and adherence

in T2D, and the relevance of focusing SME on individual
lifestyle, medication, and adherence recommendations. The
objective is to rely on various quantitative and qualitative data
to draw an integrative perspective on adherence-related issues
in SME. First, the adherence issue and the current research
highlights in DSME are presented, then the relevance of the
adherence concept in therapeutic education is questioned
based on data from qualitative and sociological studies.
Finally, options for setting up perspectives for integrated and
structured therapeutic education programs are suggested.

Methodology

The literature search (1990-2013), in English and French
languages, was focused on the issue of adherence in SME
in T2D or in chronic diseases, searching for systematic
reviews and meta-analyses published in medical and para-
medical journals (PubMed, Cochrane, CINAHL, Pascal).
The following keywords were used, combined with T2D or
chronic disease: self-management (or self-care or patient)
education, adherence, compliance, medicine use, medica-
tion, or lifestyle. The literature search was then focused on
qualitative research, meta-syntheses, and meta-ethnography
articles carried out in the field of social sciences (SOCin-
dex, Francis, ERIC, contents of the journals Social Science
and Medicine, Sociology of Health and Illness, Qualitative
Health Research, and Health Education and Behaviour).
The following keywords were used: chronic disease, chronic
illness, diabetes, adherence, medications, self-management,
self-care, and treatment. After the selection based on titles
and, when necessary on abstracts, full texts of all systematic
reviews, meta-analyses, qualitative meta-syntheses, or meta-
ethnographies were selected and analyzed when focusing
on the issues of SME and adherence, primarily in the field
of T2D, but without excluding other chronic diseases when
it was considered relevant to the integrative topic of adher-
ence in SME. Other articles (reviews or original research
articles) from the reference lists of the selected articles
were selected when necessary and articles from the personal
reference list of the author of this review were included.
Finally, 164 articles were selected, including 59 qualitative
research articles. The aim of the review was to extract and
synthesize quantitative results from systematic reviews and
meta-analyses on SME and adherence intervention, and to
compare them to qualitative data from research syntheses
in the field of social sciences, in order to explore the rel-
evance of adherence as an issue and an outcome in DSME,
and finally to stress potential options for SME actions and
structuring.

submit your manuscript

358

Dove

Diabetes, Metabolic Syndrome and Obesity: Targets and Therapy 2014:7


www.dovepress.com
www.dovepress.com
www.dovepress.com

Dove

Diabetes self-management education and adherence

Effectiveness and outcomes

of structured education programs
Many randomized comparative studies on SME in T2D have
been conducted. Initial intensive educational activities have
shown overall a positive but variable effect on glycemic
control through glycated hemoglobin (HbA ), the primary
end point assessed in most studies.?' 2 Positive impacts on
self-management practices and quality of life have also been
demonstrated in some studies.?'?* It has been shown that the
higher the initial HbA _is, the greater will be the effect of
SME,* and that the total effective education time improves
the overall results of these actions.?*?%?” The question of
long-term maintenance of the positive impact of education
activities is still being discussed,?>?® although longer effects
are shown in patients who participated in group education
programs.?** The currently available data show the need
for testing structured and replicable group approaches with
long-term educational multidisciplinary support, based on
precise theoretical bases and adapted to different popula-
tions and cultures.?**!' SME structuring involves the need for
clarifying processes, programs, and methods with written
curricula and repeatable, assessable, and useful processes
for the progress of research issues related to education
actions. Quality programs should be evidence-based and
carried out by trained, dynamic, and flexible professionals
in order to adapt to individual needs and support patients
in terms of behavior and practices, beliefs, knowledge, and
self-management skills.* However, the program structuring
is highly variable. The recently published American Diabetes
Association recommendations have stressed, among the fields
requiring research actions, the unknown actual impact of the
use of a structured curriculum in SME.'®

Adherence as an outcome

in interventional studies

The effect of interventions aimed at improving adherence
remains moderately conclusive, with low or modest effects
in the few rigorous studies carried out.* Highly variable
results have been obtained from different studies and are due
to several factors: highly different assessment methods, ways
to express the results (mean rate versus distribution), and
also patient history in the context of their disease and care
process, namely “recent” versus “experienced” patients.’*
A clear distinction should be noted between, on one hand,
the regular or irregular intake of a daily treatment and, on the
other hand, the persistence of which reflects the treatment
continuity after its initiation, even if not taken in accordance

with the prescriptions.* Three main patterns are described:
primary nonadherence, non-persistence, and noncompliance
or poor execution. Nonadherence is primarily observed
during the first year of treatment in patients with chronic
disease, but persistence remains poorly studied.!3*35 This
is especially true in T2D, where oral antidiabetic prescrip-
tion and intake at disease diagnosis are poorly prepared or
supported, unlike insulin therapy initiation.?* A number of
strategies seem poorly adapted to nonadherent patients at
the onset of the disease, or early in the course of the disease,
and a high proportion of nonadherent patients discontinue
their treatment shortly after its first administration or do not
follow their treatments. '

The typology of interventions used and tested is abun-
dant and not always adapted to the conditions, contexts, and
circumstances in which individuals and interventions are
embedded. Most studies on medication intake left a pas-
sive role to the patient-consumer, including a poor or rarely
developed knowledge and decision-making ability for tak-
ing treatments safely and effectively.’® There are three main
types of interventions: technical (ease of use: packaging,
schedules, doses, etc), behavioral (reminders, incentives, etc),
and educational.*’*® Although the three types of interven-
tions, alone or in combination, have been shown to improve
adherence, the theoretical bases and types of truly effective
interventions remain unclear. Reminders or dosing organizers
do not seem relevant at some stages of T2D.* In addition, no
study has prospectively assessed the association of reminders
or organizers with the improvement of health outcomes.*>*’

Conversely, in most educational interventional studies,
adherence was not the primary end point. Wens et al ana-
lyzed the detailed descriptions of eight educational programs
included in the Cochrane review of comparative studies on
medication adherence in T2D.* A small positive overall effect
was shown, but the actual clinical impact remained unclear:
little evidence allowed for the identification of which type of
educational intervention, or which part of complex interven-
tions was the most effective. Regarding medication adher-
ence, the pharmacist could play a particular role in education
programs. Dedicated studies have shown a moderate positive
effect of programs involving pharmacists on metabolic con-
trol but the effects on adherence were also mixed.**#! The
adherence to treatment or to activities related to lifestyle (diet,
physical activity) is generally not assessed as such, but is inte-
grated into self-management behaviors or self-care activities,
although overall positive results of educational intervention
studies of self-management behaviors have been reported in
diabetes.?? They mainly included data on physical activity and
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diet, with long-term changes reported in very few studies.”
The recent Cochrane review on the adherence to diet recom-
mendations in chronic diseases only offered six inconclusive
studies on diabetes.” The effects of tailored interventions
based on an initial assessment of patient needs in diabetes
were disappointing in terms of adherence to self-monitoring
practices, diet, or physical activity.* The relationship between
self-management behaviors and other criteria, including clini-
cal and biological criteria and especially the HbA _level in
diabetes, is complex. Moderate changes in physical activity
or diet practices may occur while no obvious effect may be
observed for biomedical outcomes.* Conversely, in some
studies, positive effects on clinical and biological outcomes
were shown while no changes in self-care practices were
observed.*# These findings reveal, on the one hand, the
multifaceted health care practices potentially influencing
biomedical outcomes with diverse thresholds for changing
effects, and on the other hand, the heterogeneous and various
modes of assessment or measurements of self-care activities
between studies.

Thus, while adherence could be at least one of the inter-
mediate or secondary end points in studies on the effective-
ness of SME, it also lacks an established and universally
accepted definition, based on data types, heterogeneous tools,
and measurement methods. Although SME is now universally
recognized as an essential component of T2D management,
the effectiveness of educational interventions on adherence
and the relationship between adherence and biomedical
criteria still need to be clarified.* In addition, randomized
comparative studies cannot provide concrete results on the
effectiveness of SME interventions on patients’ everyday
life, taking into account the experience of illness and inter-
actions with health care providers. Quality of life and other
patient-related outcomes may improve regardless of thera-
peutic adherence or worsen in case of good adherence (for
example because of treatment-induced adverse events). The
disease course may be favorable regardless of the treatment
prescribed and adherence to that treatment. Finally, patients
may very well manage their disease without “adhering” to
all medications prescribed by their physician.

Adherence: a relevant concept

in structured patient education?

One may therefore question the relevance in SME of the
adherence concept as raised in daily medical practice. The
study of adherence should necessarily take into account the
medical complexity of variable effects of treatments taken
individually, physician effects (adequacy of the therapeutic

prescription, physician-patient relationship, etc), and
associated activities prescribed and followed (or not).*” But
it should also integrate individual and social complexity.
Adherence is not a constitutive feature of individuals; it
depends on the times in individual trajectory, disease history,
treatment type, and of the various and evolving configura-
tions and contexts.

The trajectory of the chronic patient
Social sciences have provided contributive findings
concerning the trajectory of the chronic patient.**-° Although
they have not always focused directly on adherence, many
studies implicitly questioned it in the context of chronic ill-
ness as early as the 1950s. Beyond the “sick role” theory of
Parsons, which addressed the disease in general as a social
“deviance” with rights and obligations for the ill person,*
sociological studies have focused on the importance of social
interactions in the experience of patients with chronic ill-
nesses and the trajectory of the patients themselves.> The
chronic patient must manage three different challenges: the
disease itself (symptoms, diagnosis, management of “events”,
etc), everyday life, and “biographical work”, referring to
rebuilding his/her self-identity.> Bury has described the
“biographical disruption” corresponding to the emergence of
chronic illness. The chronic patient experiences three stages:
disease onset with needs for explanation and legitimization;
the impact of the therapeutic process; and the develop-
ment of adaptive resources.> The latter itself involves three
dimensions of actions and means: “coping”, to tolerate the
disease effects and maintain a perception of self-confidence;
the strategy to alleviate the disease effects; and the “style”
to respond to the disease and therapeutic procedures, for
example by isolating from some social interactions or by
emphasizing more or less the illness as a part of one’s social
identity. There is a wide range of homogeneous concepts
between continuity and discontinuity along the trajectory of
the chronic patient.* Pound et al, and then Williams, in line
with the work of Bury, have shown that the chronic illness
does not necessarily cause a “disruption”, but may also be
one of the events in the continuity of a life with many other
difficulties (social, economic, family, etc).>

Social configurations and contexts

The contexts (such as family) in which the disease meanings
are negotiated by the individual play a major role.* Charmaz,
exploring the “self-identity loss” concept as a product of the
interactions between the individual and others, emphasized
the importance of the context of the individual faced with
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chronic illness and of social interactions.”” The chronic
patient must face four dilemmas: restricted life, experience of
social isolation, stigma from others versus his/her frustrated
expectations, and finally threat to family members or close
social environment because of the needs and demands for care
related to the disease consequences. Rather than consider-
ing only the individual practices in terms of psychological
features or particular history, health care practices may be
analyzed as part of a combination between individual dispo-
sitions, which are associated with the socialization patterns
that individuals are confronted with, and the social configu-
rations in which they evolve, have evolved, or will evolve.™
The social contexts of a patient’s life trajectory may have a
strong impact on therapeutic and adherence decisions.*® The
importance of understanding the complex factors involved
in an individual patient’s experience and its relationship with
diabetes management have been clearly shown in cases of
ethnic or cultural minorities.®' % In these populations, beliefs
and behaviors, the barriers usually suggested, are not the
main factors to explain poor adherence, unlike structural
and material barriers.® ¢ Most patients are fully aware of the
medical recommendations in terms of diet, physical activity,
self-monitoring, and treatments.***¢7 In diabetes, while the
treatment usually aims at maintaining a correct glycemic
control, patients identify a variety of constraints that influence
the treatment, including constraints related to work, housing,
family, their dependents, insecurity and financial difficulties,
and roles differentiated according to sex.** As part of self-
care activities, individuals are looking for a correct balance
between health status and well-being. When the search for a
better health status does not affect well-being, adherence to
dietary and medical advice is not a problem.®® Poor adher-
ence, beyond the difficulties associated with side effects and
efficacy of the drug, is also related to self-regulation including
testing, controlling dependence on others, on health profes-
sionals, and on medication, destigmatizing, and developing
a “pragmatic practice”.® Although social and family support
plays a central role in chronic patients’ treatment, it may be
ambiguous to develop individual strategies for coping with
the disease.”

Patient and provider perspectives

Divergent perspectives on the disease and treatment between
patients and health professionals do not facilitate adherence
by opposing rational normative biomedical recommendations
to meaningful individual stories, interpretations, and experi-
ences.” Patients and health care professionals do not share the
same relationship with the disease in general, which is both

eminently social and pathophysiological, and this distance
persists even in case of demographic or cultural proximity.’
Taking multiple medications or the occurrence of several
comorbidities raises doubts about the safety of the drug
mix and about the complexity of drug-specific instructions.
In this context, the individual’s position and the suspicion
toward medical professions in general, and pharmaceutical
companies in particular, have an impact. The unanticipated
chronic dimension of illness in general causes frustration in
addition to the suspicion of treatment ineffectiveness, or the
potentially more deleterious effect of distrust of medical dis-
courses.*>” However, Lawton et al showed the importance of
the role of health care professionals at disease onset as experts
influencing chronic illness trajectory.” Patients perceiving
chronic disease severity are reassured when their concerns
are addressed to specialists.”

Qualitative studies in self-management

education

Qualitative studies in chronic disease have highlighted
the meanings that the illness can take for patients, and
the importance of social and cultural contextualization in
SME.” Chronic diseases require lifelong self-management.
Decisions and opportunities do not necessarily make the
patient trajectory linear when facing constraints, challeng-
ing beliefs and knowledge about the disease and treatment,
and taking advantage from skills and strategies learned over
time.® The broad perseverance concept seems more appro-
priate here than the too-specific self-efficacy concept.” The
latter has been found as a key determinant for successful
chronic disease self-management, especially in dedicated
programs.””’8 However, to what extent self-efficacy is really
independent of the capacities to self-manage the chronic
disease remains to be determined, as well as if self-efficacy
is really a cause and not a consequence of the adaptation
to and coping with chronic disease.”” Education programs
must not only be restricted to considerations of individual
skills such as self-efficacy, while ignoring the multiple
structural constraints of individuals (social position, sex,
culture, etc).”%

Improving self-care and adherence

The concept of adherence can thus be considered from a
perspective that allows a full role for heterogeneous patient
trajectories and their therapeutic strategies, including the
medical explanation of the disease; the social interactions and
contexts; the ownership and understanding of the underlying
mechanisms and associated phenomena; and the relational
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and organizational aspects of the health care professional
and system. Developing SME strategies and structuring
will then benefit from integrating the complexity of related
interactions and trajectories.

The first objective of SME is to maintain and improve
health status and quality of life. It cannot be to modify behav-
ior, even if it may be a contributory factor. Self-management
per se is too complex to directly link behavior to biomedical
indicators.®! The persons with diabetes are at the center of a
whole support and educational process. They are responsible
for the management of their illness day by day. The role
of caregivers and educators is to make this management
feasible and easier.'"® Therefore, the primary objective of
an intervention, activity, or therapeutic education program,
is to try to make available to individuals the items, resources,
and means or processes which will help them to progress
in their own way and in their long-term or at least short- or
medium-term contexts. Four key items can be individualized
in thinking of the development of structured therapeutic
education activities:

e The access to health knowledge and literacy.

e The contextualization of education activities and
situations.

e The long-term chronic dimension of self-management.

e The organizational aspects of health and care systems
and facilities.

Access to, use, and building

of knowledge: health literacy

The perspective is no longer to think of the chronic patient
as someone who must only become “adherent”. The chronic
patient is a person who has benefited from different socializa-
tions than those of the caregiver, who has different projects
and values while daily experience of managing his/her disease.
Health literacy is defined as an asset on which the individual
can develop the capacities to live with and manage his/her
disease and not as a cognitive or social limitation or devi-
ance, or a risk factor for poor health status.®?> Health literacy
includes three areas: functional literacy, integrating reading
and writing skills; interactive literacy, integrating cognitive
and social skills used to participate actively in daily activities,
extract information and deduce the meaning of different forms
of communication, and apply new information to changing
circumstances; and finally, critical literacy, referring to skills
which can be applied to critical information analysis and to
the use of this information for a better control of life events
and situations. Functional literacy is often the only one empha-
sized, since disadvantaged people or people from different

cultural and linguistic backgrounds are most often affected
by chronic illness and struggle with disease management. It
is certainly important to evolve functional health literacy, and
to fully participate in community and health.** Educational,
individual, or group situations should take into account
literacy levels (language, colors, images, reproductions). In
parallel, the other literacy dimensions should be developed
by stimulating and promoting interaction and implement-
ing contextual confrontation in an educational situation and
beyond in everyday life.* A particular emphasis should be
given in educational situations to the activity of the learners
by developing an interactive and critical work.* The experi-
ence and skills developed by a chronic patient are the result of
testing in daily life and building from knowledge, including
medical and technical knowledge, which must be updated and
relevant. 387 Here, the difficulty may be for the caregivers who
are faced with two different logics: the logic of knowledge
transmission to which they have been trained and the logic
of complex knowledge building by patients.®#* To give a real
power of decision to the learner, the educator must necessarily
take distance from the objective-based approach still mainly
used in therapeutic educational practices.'>*%

Contextualization of educational
situations: encourage the expression
of social and cultural individual micro-

contexts
Patient education programs should, whenever possible, take
into account the contextual dimension of learning and the
perception that the patient environment may provide advan-
tages or constraints.® The education activities (carried out at
the hospital, health center, physician practice, in associative
facilities, etc) can almost never take place in the ordinary con-
texts of the individual whose health is at stake. The education
program should enable the learner to work on the environment
and to negotiate the properties of the environment in which
any action takes place, helping him/her to study all possible
configurations and identify the items to control.”** In the
context of chronic disease, the individual must manage the
uncertainty of its meanings and causes, in particular from a
medical point of view, and what directly affects his/her life:
symptoms, treatments with unclear effects, and hypothetical
durations.>

Thus, in an educational situation, as much as possible,
the patient’s ordinary and sociocultural contexts should be
legitimized and visible and/or easy to handle (photographs,
prints, diagrams, flyers, medication boxes, material,
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food, etc). Media used should be developed according to the
cultural and environmental heterogeneity and represent the
cultural and individual diversity (housing, food, clothing,
religion, languages, etc). The learner patient may identify
the “affordances” of his/her environment and continue to
handle and develop his/her own context, identify through
his/her practical experience the difficulties, eases, barriers,
resources, supports, etc. Patient heterogeneity may be consid-
ered here as an asset for self-development and consideration
of contexts. The role of peer educators (or expert patients)
in a therapeutic education program should also be thought
of in terms of experience and contextual development. This
could allow more easily for the creation and promotion of
a space for decision-making and for taking into account
complex interactions beyond those of the patient—caregiver
relationships.*

The chronic dimension of self-

mManagement

The education program should integrate the duration of the
chronic disease and the need to consider strategies over the
long-term. The decision-making is personal and faces social
contexts and configurations which will allow the patient to
reveal and express, or not, his/her dispositions.” It implies
that these decision-makings are potentially scalable, unfixed,
and not subjected to a judgment or to the authority of
health care professionals or other educators. This long-term
patient work is the central challenge.”” The decision taken
or developed for an action remains the patient’s property,
with an encouraged parallel space allowing the caregiver
or the educator to improve patient psychosocial skills. The
positioning of educational work in the overall health care
process, related to health care and community health care
professionals, teams, and system has to be real and visible.
The educational work carried out in group sessions should
be available remotely, legitimized, and reconsidered in the
ordinary patient context, but also valorized in the medical
context to integrate into the long-term trajectory of the dis-
ease management with its continuities and disruptions.

Organizational aspects of the structuring

The eminently social dimension of education programs
should be acknowledged and taken into account.”®®” Several
contextual concentric circles have a significant influence on
the educational work methods integrated into the care pro-
cess.® These circles fall into at least three levels: the micro-
situational level (the education meeting: consultation with the
patient—caregiver relationship, educational session, education

group); the meso-contextual level (the peripheral dimension:
health professional, care organizations, and structures); and
finally the macro-contextual level (the health policy context,
recommendations, and the community in its religious, cul-
tural, linguistic, and economic dimensions).

At the micro-situational level

The program structuring itself should be adapted to the team
resources and potentialities, by observing the progress of
health care professionals themselves, while leaving a certain
flexibility to patient trajectories, including to the possible
nonadherence to education strategies themselves. Here the
needs for structuring the teams may interfere with patient
and trajectory heterogeneities. Objective- and agreement-
based programs (tailored interventions, action plans)*7%
may be limited here in terms of patient self-management
and support. Education situations and programs need to be
improved and framed upstream by health care professionals
and medical, paramedical, community health, and social
sciences experts.’>* Developing these structured educational
situations thus prepares all the items to be developed by
patients during the session(s): knowledge, context, action,
and decision-making (or not).!” Programs need to be
well supported by group interventions, without excluding
individual educational meetings. Health care professionals
(physicians, nurses, dietitians, pharmacists, medical, and
sport educators) have here a crucial role, with the necessary
change in attitude between the expert and the supporting
educator.®®1! Further studies are needed to outline and closely
analyze the role of expert patients, community health workers
and other mediators together with health care professionals
and educational teams, in particular among disadvantaged
people with multiple comorbidities. The modalities of their
interventions and their training requirements remain to be
Clariﬁed.18’73’79’102’103

At the meso-contextual level

Several points are far from being clarified in practice. The
interactions between care facilities, educational facilities,
and other professionals or structures are most often absent
or reduced to their simplest forms. Chronic patients who
are self-building need easy access to medical, educational,
social, or psychological expert professionals.'*'% The posi-
tive results of experiments on the care process integration
focusing on the primary use of the general practitioner, such
as the German diabetes management study in Germany'"”’
or the chronic care model study in the US,'® have shown
encouraging results. But these formalized systems may
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have the perverse effect of emphasizing the practitioner’s
expertise, without providing real responses to patient expec-
tations and patients are at risk of becoming passive subjects
“under supervision”.'”!"" New organizational implementa-
tion effects remain to be determined in the context of SME.!3
To be active partners, patients need easy and flexible access
to trusted professionals who respect their knowledge/
opinions about their disease and their preferences.'!! If
this accessibility and its visibility are absent, patients will
be inclined to visit the emergency rooms which provide
understandable, accessible medical and social assistance,
in particular to the most disadvantaged.!'? Health care (and
social) system simplification, coordination, and visibility are
essential for a real access and round-trip between self-care
and support from professionals.!%!13

At the macro-contextual, institutional,

and political level

The challenge of chronic disease requires a multifaceted
response to the trajectories, needs, and complex contexts.
Overall, the current interventions and organizations very
modestly impact the health status of chronic patients and the
access to and use of adequate services. Recommendations
that are too strict, or standardized, may impede the need
for individual and social work on individual trajectories.
Program and curriculum structuring is important in itself
but its impacts remain unclear and poorly known.!®4 An
important research initiative has yet to be developed on
these points. Approaches should integrate patients, profes-
sionals, and health system organizations to better reflect the
needs to respond to the chronic disease.'™ Local appropriate
responses must be developed according to the epidemiologi-
cal, sociological, and local economic characteristics, based
on the actual resources and professional fields. Expressing
other ways to help chronically disadvantaged people such
as community, voluntary activities, informal initiatives of
patients, or patient groups, should not be neglected. Con-
versely, the legitimate needs to maintain conventional medi-
cal approaches, which are sometimes preferred by patients,
should not be forgotten.

Conclusion: beyond adherence,

toward health literacy

Various multidisciplinary studies carried out for more than
40 years in the field of adherence, SME, and chronic disease,
and particularly in T2D, currently suggest a number of issues.
Adherence, which is important for medically maintaining
health status, can be considered as a soft and flexible tool

at the patient’s disposal in his/her chronic disease trajectory.
Although adherence may be a useful indicator for assess-
ing programs or research, it should not be considered as a
monitoring and negotiation tool at the caregiver’s disposal.
Research, in particular in the social sciences, has shown
that the listed problems raised by the chronic illness at the
individual level depend primarily on diverse and evolving
social contexts and configurations. There is therefore no
single or standardized response. Strategies or responses for
an individual to live with his/her chronic illness are multiple
and cannot respond to a simple and unique prescription or
recipe. Educational activities and program structuring are
necessary to progress, improve, and develop reproducibility
and studies on patient education. However, this structur-
ing should leave the way open for individual trajectories
and heterogeneous and particular contexts, avoiding strict
protocols and accepting managing the situation and process
complexity while respecting singular processes. Therapeutic
education strategies do not immediately aim at changing
behavior, but they should help people to improve their health
literacy, which is seen as an asset on which the individual
could work to develop the skills to live with and manage his/
her disease. Current progresses should integrate patients, all
professionals, and institutions, and avoid compartmentaliza-
tion and categorizations. Because of the complexity of these
phenomena, the joint work in practice and research should
not only rely on experimental, deductive, and quantitative
medical and social sciences studies, but also on inductive
and qualitative studies.
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