Reviews/Commentaries/Position Statements

COMMENTARY

Beyond ““Compliance’’ Is ““Adherence’”

Improving the prospect of diabetes care

KAREN E. LUTFEY, MA
WiLLIAM J. WISHNER, MD

The purpose of this study is to evaluate existing research in the area of patient “compliance,”
to endorse reconceptualizing “compliance” in terms of “adherence,” and to discuss the bene-
fits of such a change for medical practitioners. This study critically reviews existing medical,
nursing, and social scientific research in the area of patient “compliance.” We assert that the
literature reviewed is flawed in its focus on patient behavior as the source of “noncompliance,”
and neglects the roles that practitioners, the American medical system, and patient-practitioner
interaction play in medical definitions of “compliance.” The term “compliance” suggests a
restricted medical-centered model of behavior, while the alternative “adherence” implies that
patients have more autonomy in defining and following their medical treatments. We suggest
that while the change in terminology is minor, it reflects an important paradigmatic shift for
thinking about the delivery of health care. By enabling practitioners to more accurately iden-
tify patients’ social and economic constraints and to provide them with more efficient educa-
tional and financial resources, this type of change will improve patient care. In general, by
moving to a more social paradigm for understanding patient behavior, practitioners can
expand the types of explanations, and therefore the types of solutions, they have for therapeutic
adherence.
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medical science, yet there have been rel-

atively few efforts to critically examine
the concept and the problems that accom-
pany it. We contend that there are serious
drawbacks to the use of “compliance” and, in
its place, we advocate more regular use of the
term “adherence.” “Adherence” is certainly
not new to medical care research, and its
increased use in recent years has positively
impacted diabetes care by making practition-
ers more aware of patients’ independence
and decision-making processes. However, the
concept of “adherence” has several advantages
over “compliance” that have not been fully
explored and can potentially continue to
improve diabetes care.

In medical usage, “compliance” is
defined as “the extent to which a person’s
behavior (in terms of taking medications,
following diets, or executing lifestyle
changes) coincides with medical or health

The term “compliance” is pervasive in

advice” (1). When this term came into pop-
ular use in the 1970s, it was intended to be
a “nonjudgmental” alternative to a previous
understanding of patient behavior as char-
acterized by “recalcitrance” and “insensitiv-
ity” (2); it turned the chronic concern of
patients not following their treatment regi-
mens into a scientific problem that could
be studied and potentially solved. Haynes
and Sackett, the progenitors of the term,
claimed “compliance” was interchangeable
with “adherence.” It has now become clear,
however, that there are some critical differ-
ences between the two terms.

The very word “compliance” suggests
that patients acquiesce to, yield to, or obey
physicians’ instructions; it implies confor-
mity to medical or medically defined goals
only. The term “adherence,” on the other
hand, captures the increasing complexity of
medical care by characterizing patients as
independent, intelligent, and autonomous
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people who take more active and voluntary
roles in defining and pursuing goals for their
medical treatment. The question of why
patients might not adhere to regimens nec-
essarily implies a broader social and personal
range of issues than just the medical goals
implied by “compliance.” In recent years,
some medical research has suggested that
there is a need to replace the term “adher-
ence” with “compliance” (3-9). None of this
research, however, has addressed the under-
lying paradigms associated with the use of
these two terms and the broader implica-
tions of switching from “compliance” to
“adherence.” As a result, current use of the
phrase “treatment adherence” only superfi-
cially addresses some of the fundamental
problems plaguing “compliance.”

The general topic, however, has not
been ignored. Currently, more than 11,600
English-language articles on “compliance”
or “treatment adherence” are included in
Index Medicus and other bibliographic col-
lections, many of which have been pub-
lished in recent years: 22 articles were
published before 1960, 850 articles by
1978, and more than 700 in 1994 alone
(10). We will consider some of the trends
and limitations in this literature, discuss the
importance of using the concept of “adher-
ence” in place of “compliance,” especially
with respect to diabetes care (11-18), and
propose some theoretical approaches we
consider fruitful venues for future research.
Specifically, we focus on reconceptualizing
“compliance” as something that is socially
constructed by patients and practitioners
together, moving away from the notion that
it is strictly a patient characteristic.

CAN WE DEFINE

“NONCOMPLIANCE?>” — There
is a massive and diverse literature in the
area of patient compliance that spans med-
ical, nursing, and social sciences. This
research originally proliferated almost 3
decades ago, but has continued to grow and
develop. Historically, researchers in this area
have attempted to identify noncompliant
patients and to understand their behavior by
focusing on their demographic, psychologi-
cal, and social characteristics, as well as by
studying patient-practitioner interaction.
While each of these perspectives has
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contributed to our current knowledge about
patient behavior, this body of work has gen-
erated many inconclusive findings, which
we discuss in more detail below.

Demographic characteristics

The first major wave of research into “com-
pliance” occurred in the 1970s as physicians
gained access to a greater assortment of
pharmaceuticals that could be used widely,
increasing the need for understanding the
frequency with which and conditions under
which patients do not follow their treatment
regimens (19). These investigations focused
on three types of questions (20):

1. How many patients do not use their
medicines as the doctor instructs?

2. What are the characteristics of these
patients?

3. Why do they not follow instructions?

Findings in reference to these ques-
tions have generated generally inconclusive
results. The percentage of patients “default-
ing” from doctors instructions varies from
~20 to 90%, with most estimates converg-
ing somewhere around 50% for chronic
diseases (20-23). For diabetic patients,
findings are similarly equivocal, yet also
suggest an overall lack of treatment adher-
ence: estimates of adherence to insulin
injection regimens range from 20 to 80%;
adherence to dietary recommendations
converges around 65%; adherence to glu-
cose monitoring regimens ranges from 57
to 70%; and adherence to exercise regi-
mens ranges from 19 to 30% (5). An early
study found that only 7% of diabetic
patients are fully adherent to all aspects of
their regimen (5). In some studies, factors
such as social class, education, length of
therapy, social isolation, and marital status
have been correlated with “noncompliant”
behavior. At the same time, other research
has suggested that “compliance” is not
related to education, duration of symp-
toms, or marital status (20,23). At best,
these findings portray a confused profile of
“noncompliant” patients.

Psychological, behavioral, and
personality characteristics

When research indicated that “noncompli-
ant” patients could not be readily identified
by basic demographic characteristics, the
question shifted to why patients do not fol-
low practitioners’ recommendations. Vari-
ous accounts for this behavior suggest
deficiencies in individual patients, including

disliking side-effects of the drugs (20),
thinking they are fully recovered before they
actually are (20), not wanting to use drugs
(20), having uncooperative personalities
(24), being unable to understand physi-
cians’ instructions (24), exhibiting irrational
behavior in general (25), having difficulty
remembering the regimen (26), having a
lack of motivation (19), having feelings of
incompetence (27), and having a “lack of
adequate environmental stimuli” (28). In
the case of diabetes, “noncompliance” is
often understood in terms of a patients cog-
nitive abilities to understand complex regi-
mens and potential complications (3),
psychological motivations to control blood
sugars (11), and general willingness to learn
about diabetes, test glucose levels, and fol-
low diet recommendations (16,17).

In addition to studying individuals’ psy-
chological characteristics, psychologists have
also tried to understand “compliance” by
studying individuals' motivations and
thought processes in following treatment
regimens. Fogarty (29), for example, sug-
gests that “noncompliance” can be under-
stood in terms of reactance theory: in
response to perceived threats to their free-
dom, patients may become motivated to
recapture lost freedom by not following
medical advice (30). Other psychological
research has interpreted “compliance” in
terms of control submission and dominance
(31); mental health as it affects patients’ abil-
ities to avoid hospitalization (32); the impor-
tance of trust and commitment to work
collaboratively with health care providers
(33); medication education, patient coun-
seling, and therapeutic drug monitoring
(34); and sex differences between patients
and providers (35). In diabetes care, these
psychological patterns manifest themselves
in specific ways: patients resist regimens
because they want control over their daily
eating and living patterns; they are insuffi-
ciently educated about diabetes manage-
ment; or, simply, patients have different
understandings of their diabetes manage-
ment based on sociocultural differences
between themselves and their practitioners.

Other theories incorporate larger social
issues instead of focusing strictly on
patients’ individual personality characteris-
tics. The Health Belief Model (8,36), for
example, addresses the influence of patients’
beliefs on their decisions about regimens,
where health beliefs include such issues as
understanding of susceptibility to illness
and perceived efficacy of medications. In
diabetes care, patients’ health beliefs about

the long-term benefits of glucose control are
particularly salient for understanding “com-
pliance” (4). The Socio-Behavioral Model
(37), on the other hand, focuses on social
and economic resources that enable people
to seek and follow medical advice. Because
diabetes is an expensive disease, patients’
economic limitations also become im-
portant considerations for understanding
“compliance.” Still, by focusing only on
characteristics of patients that cause them to
be “noncompliant,” this research continues
to suggest that “compliance” is fundamen-
tally a quality of individuals.

Social context

The next series of “compliance” studies
focuses on the social contexts of patients’
lives and addresses logical reasons that they
might not follow medical advice. Re-
searchers in this area assert that patients
spend a minute portion of their lives in the
doctors office and that physicians are sim-
ply not as central to patients’ lives as previ-
ous work would suggest. Furthermore,
patients and physicians tend to use different
information in their interactions with one
another; professionals tend to refer to facts
and technical knowledge, while patients
use more personal information pertaining to
their lived experiences (38-40). Patients
may opt not to follow medical treatment
regimens in an effort to attend to social
issues in their lives, such as the stigma of
diabetes (21,23,4), competing approaches
to treating the illness (22), difficulties in
navigating the medical system (41), con-
flicting ideologies about illness and treat-
ment (42), or socioeconomic limitations
(42). Additional explanations may also
include constraints related to family or work
(15), a lack of social support for leading a
healthy and active lifestyle (9,12), the awk-
wardness of eating differently or timing
meals, embarrassment about taking insulin
injections in front of other people, or a lack
of time to manage all parts of the regimen.
Because people with diabetes indepen-
dently manage the minutia of their diseases
on a daily basis, we would expect them to
be especially concerned with making dia-
betes fit with their life situations. Still, this
“social context” perspective ultimately
locates the source of “noncompliance” with
patients and it seeks to solve “noncompli-
ance” by changing patient behavior.

Practitioner-patient communication
Another perspective in “compliance” re-
search focuses on patient-practitioner
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interaction and how physicians can com-
municate information more effectively to
patients. This approach suggests that if
information is conveyed clearly and com-
pletely enough in doctor-patient commu-
nication, the patient will be compelled to
follow instructions (19). In the case of dia-
betes, the task of conveying complex, indi-
vidualized, and multifaceted treatment
regimens to patients requires particularly
strong practitioner communication skills.
Professionally, the growth and development
of the fields of certified diabetes educators
and medical social workers has helped to
improve communication and to assure that
patients are getting as much information as
clearly as possible. While these changes in
the delivery of diabetes care information have
certainly improved patients’ health, this
approach still focuses on “noncompliance” as
a patient behavior that needs to be changed
to meet the needs of the medical system.

THE FATAL FLAW OF
>’COMPLIANCE”” — The theoretical
approaches to “compliance” that we have
discussed here are quite diverse, yet they
share a flaw. They all conceptualize “com-
pliance” as a characteristic of individual
patients and seek to increase it by modify-
ing patient behavior to fit with the
demands of the medical system. Even
“social context” research that sympathizes
with a patient’s social pressures sees “non-
compliance” as a deviant, if understand-
able, quality located in the individual. The
language used in these studies to discuss
“compliance” reinforces the underlying
model of a submissive patient obeying an
authoritative practitioner: “obedience, neg-
ligence, refusal, deviation, and failure to
cooperate, . . . non-compliers, defaulters,
disobedient, unreliable, uncooperative”
(20). Beyond locating the problem of treat-
ment adherence in the patient, these words
suggest a moral flavor to the social conse-
quences of not adhering to a treatment reg-
imen: a “noncompliant” patient is also a
“bad” or “difficult” patient.

In his study of a small multiservice
health care clinic, focusing on elderly, poor,
white, single men, Fineman (43) found that
patients were labeled “noncompliant” on
the basis of several behaviors that had, at
best, an indirect impact on following treat-
ment regimens. As Fineman notes, “In addi-
tion to following medical advice, clients
were expected to be honest, punctual,
cooperative, reasonable, responsible, self-
aware, self-interested, polite, open-minded

and supportive of staff members' efforts.”
Here, we see that the behavioral label “non-
compliant” is applied on the basis of
broader, more profoundly social character-
istics than what is implied in its conven-
tional definition. These findings stand in
direct contrast to the positivistic concept of
“compliance” that was created by Haynes
and Sackett, which continues to be a model
for the vast literature that exists on this
topic today. Following from this model, we
suggest that medical practitioners and
researchers should integrate studies of other
parts of medical practice, such as patient-
practitioner interactions, practitioners’
expectations and goals for medical treat-
ment, and the medical system as whole into
traditional investigations of “compliance.”

CAN ““ADHERENCE’” REALLY
MAKE A DIFFERENCE IN
HEALTH CARE? — The shift from
“compliance” to “adherence” reflects a fun-
damental change in understanding relation-
ships between patients and practitioners. By
changing some of the conceptual founda-
tions of “compliance,” we can make more
systematic changes that will improve med-
ical care. Seeing patients as more active par-
ticipants in their own care will facilitate this
process (44), particularly in the case of dia-
betes, where patients have the responsibility
for independently managing their own ill-
nesses and practitioner-patient relationships
are often well-developed over time. In this
context, changes in thinking about issues of
“compliance” can have real effects in the
delivery of health care.

To briefly illustrate the potential
broader benefits of this process, we offer
examples of the ways in which changes in
the underlying paradigm of patient “com-
pliance” might manifest themselves in
medical care. If we increase practitioners’
awareness of the role of social labeling in
defining patients as “noncompliant,” we
can attempt to more directly address the
social and economic limitations that pre-
vent patients from following regimens, in
lieu of attributing differences solely to char-
acteristics of personality. Similarly, as physi-
cians become increasingly aware of these
labeling issues, they can more accurately
tailor treatment regimens, including refer-
rals to dieticians, social workers, and dia-
betes educators, to the specialized needs of
individual patients. In diabetes care, labels
of patient “compliance” affect the types of
regimens they have, which, in turn, affects
their likelihood of incurring long-term

Lutfey and Wishner

complications. Patients who do not manage
regimens well and are not able to maintain
tight control are more likely to be labeled
“noncompliant,” and, as a result, are often
advised to manage their blood sugars in
ways that will minimize hypoglycemia and
its accompanying danger at the expense of
maintaining higher overall glucose levels.
Because patients with these regimens main-
tain higher average glucose levels, they are
more likely to have complications. Insofar
as the process of labeling patients as “non-
compliant” has social aspects that have not
been thoroughly explored, the shift to an
“adherence” paradigm can improve our
understanding of patient behavior and
thereby further improve glucose control.

Granted, there are patients who are
simply unwilling to follow medical advice
or to adhere to complex medical regimens.
By moving to a more social paradigm for
understanding patient behavior and work-
ing more collaboratively with patients to
develop treatment regimens, however,
practitioners can expand the types of expla-
nations, and therefore the types of
solutions, they have for patient “noncom-
pliance.” The concept of “compliance”
implies that practitioners unilaterally pro-
nounce which regimen patients should fol-
low, and patients who do not adhere to
those recommendations are perceived as
“noncompliant.” “Adherence,” on the other
hand, minimizes the authoritative practi-
tioner-submissive patient model of health
care. While physicians certainly have spe-
cial expertise to design regimens and fre-
quently need to be in control of regimen
design to provide safe and effective medical
care, willingness to communicate more
openly and work more collaboratively with
patients can solve even very difficult prob-
lems. By asking patients which parts of
their regimen are most challenging to fol-
low and which kinds of changes they
would like to see, practitioners can help
turn some instances of perceived “non-
compliance” into improved health care and
tighter diabetes control.

CONCLUSION — Assumptions under-
lying the term “compliance” pose serious
limitations for our understanding of treat-
ment adherence, especially in patients with
diabetes. Under the “compliance” model,
patients are saddled with complex daily
responsibilities for their own medical care,
yet they surrender most decision-making
and control to medical practitioners. While
this concept may have been appropriate at
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earlier points in history, when patients had
fewer options for self-management, “com-
pliance” is not appropriate in todays dia-
betes care. With the increased complexity
of diabetes treatments, we must pay atten-
tion not only to changes in terminology
(e.g., “compliance” to “adherence”), but g
also to the ideological paradigms underly-

ing this terminology.

We should replace the term “compli- 7.

ance” with “adherence” and begin address-
ing the broader issue of treatment
adherence. Research is needed to address
the processes by which patients are labeled
“noncompliant” so we can better under-
stand how a wide range of patient charac-
teristics feed into perceptions that they are

“noncompliant.” Patients and practitioners g,

need to work together to collect accurate
information to determine what sorts of
treatment goals practitioners have for
patients. Having a broader interpretation of
how to think about patient behavior creates
more opportunities for physicians to poten-
tially do something productive in response
to patient behaviors instead of labeling
them “noncompliant” and lowering treat-
ment goals. This issue is especially critical
given the rapid changes and increasing
complexities of current and future diabetes
regimens. The better our understanding of

these processes, the better we can meetthe ~ 12.
future social, personal, and biomedical
needs of patients.
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