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Email: dzhao21@jhmiedu shift the course of a patient's care. There are two domains in which cure is socio-

logically constructed: the professional domain occupied by clinicians treating people
with T2D, and the lay domain occupied by T2D patients. Lay epistemologies of cure
tend to be focused on modifying the experience of having T2D, while professional
epistemologies tend to focus on modifying the disease through medical treatment.
The objective of this study is to explore the role of the concept of cure in the context
of type 2 diabetes, a model for chronic disease.

Methods: Through surveys and interviews of T2D patients, providers and re-
searchers at an urban academic medical centre, | explore the perspectives and at-
titudes each group have towards the concept of cure in T2D. Semi-structured
interviews of T2D professionals and patient surveys consisting of free response
questions and Likert scale items were thematically analysed for perspectives on cure
in T2D.

Results: Sixteen T2D patients met inclusion criteria and consented to the survey and
ten T2D professionals were interviewed. Cure is conceived of heterogeneously both
within and between epistemologies. Patients carry hopes of cure predicated on
eliminating the unpleasant experiences of T2D and its treatments, while T2D pro-
fessionals tend to avoid invoking the concept of cure, at least to patients, on grounds
of clinical uncertainty. However, the concept of cure is a significant motivator of
treatment in both lay and professional epistemologies.

Conclusion: Different viewpoints on cure in T2D present an opportunity for shared
meaning and decision making between patients and their providers that can frame

the best possible outcome for patient care.

KEYWORDS
bariatric surgery, cure, goals of care, medical uncertainty, remission, type 2 diabetes

This is an open access article under the terms of the Creative Commons Attribution License, which permits use, distribution and reproduction in any medium,
provided the original work is properly cited.
© 2022 The Authors. Journal of Evaluation in Clinical Practice published by John Wiley & Sons Ltd.

J Eval Clin Pract. 2022;28:445-453. wileyonlinelibrary.com/journal/jep 445


http://orcid.org/0000-0002-6819-5794
mailto:dzhao21@jhmi.edu

“ | \wWiLEY— R ooy il
1 | INTRODUCTION

Type 2 diabetes (T2D), which impacts an estimated 463 million people
globally,” presents a formidable medical challenge to patients, healthcare
professionals and policymakers. Given its prevalence, T2D can be con-
sidered an index condition for chronic disease, the archetype of a con-
dition that can only be managed not cured. Still, the idea of cure manifests
in the medical imagination of T2D patients and their providers. A paradox
exists between the categorical notion of a cure and the variable spectrum
of a chronic condition. It is not surprising that the desire to cure exists, but
it is worth examining how it takes shape in the context of chronic care.
What is the role of the concept and the discussion of cure for T2D, the
model of long-term management of a chronic condition?

The literature shows differing attitudes towards cure in T2D both
between and within T2D professionals and patients. This depends on
the understanding of what T2D is, or ontology of T2D, which will de-
termine how one knows T2D is cured, or epistemology of cure. In the
professional domain, where T2D is clinically diagnosed based on tech-
niques consistent with the biomedical model of medicine, the curability
of T2D is disputed. In the clinical landscape of T2D, the technical editor
of Diabetic Medicine C. Fox notes that, ‘the word “cure” generates strong
negative feelings in some professionals working in the field, because
they doubt the concept of a cure for this condition”.? In 2009, a group of
endocrinology, diabetes education, transplantation, metabolism, bar-
iatric/metabolic surgery and haematology-oncology professionals came
together to discuss the differences between management, remis-
sion and cure in T2D, and whether it is accurate to describe any chronic
condition as curable.®> While no consensus was reached, many stopped
short of calling T2D curable. Instead using ‘prolonged remission’, a term
often used in cancer, was viewed by some to be more appropriate to
illustrate the constant underlying physiologic tendency towards a dia-
betic state once it has been diagnosed. They defined prolonged remis-
sion as hyperglycaemia below diagnostic thresholds for diabetes and no
active pharmacologic therapy or operations for the condition for at least
5 years.® Because the ontology of T2D is based on a biomedical model
of medicine, the epistemology of cure is derived from a molecular pa-
thophysiology, and thus cure must address this level of existence of
T2D; something many clinicians do not believe is yet guaranteed.

However, in the field of bariatric surgery, cure for T2D is dis-
cussed in the context of a surgical approach to treating T2D, an
anatomical rather than molecular modification of the cause of T2D.
An outcome frequently reported with bariatric surgery is apparent
resolution of T2D, or removing the need for T2D treatment, at a rate
of up to 80%."° Bariatric surgery is cited by professionals in the field
as a potential specific cure for T2D because markers of T2D remis-
sion are detected before weight loss, suggesting that the procedure
addresses underlying causes of T2D independently of weight
loss.””** More precisely, ‘complete T2DM remission is defined as
fasting plasma glucose <100 mg/dl and/or HbA1c < 6% for at least 1
year after surgery in the absence of glucose-lowering pharmacologic
treatment...A prolonged complete T2DM remission, extending be-
yond 5 years, may be viewed as operationally equivalent to cure’.”

Therefore, the bariatric surgery perspective is an example of

ZHAO

heterogeneous conceptions of T2D cure even within the professional
domain.

The curability of T2D is a nontrivial problem for T2D patients, who
may largely rely on a lay epistemology of cure based on an ontology
rooted in the personal experience of having T2D. T2D, how it came to be
and its consequences, is largely personalized in the lay domain, such as
through experiencing individual stress rather than describing a molecular
pathophysiology.'? This could result in the development of personalized
strategies to manage T2D independent of clinical management, for ex-
ample, coping through religious beliefs or normalising their condition with
actions that help them feel well.'® Each T2D patient has a personal nar-
rative of how they got T2D, and thus have a personal conception of cure.
The socio-cultural context can also influence an individual's conception of
T2D and cure outside of the healthcare system.™

No matter how a person developed T2D, having it cured is an
important goal and there is some flexibility with how that may be
achieved. A survey distributed to T2D patients found that the highest
priority question is: ‘Can T2D be cured or reversed, what is the best
way to achieve this and is there a point beyond which the condition
cannot be reversed?’.'® Furthermore, patients most want to see T2D
research conducted towards ‘managing T2D with comorbidities,
controlling blood sugar levels, finding a cure and understanding
causes of T2D'.'® When T2D patients were interviewed after a
weight loss intervention study,'” four themes emerged to form a

patient narrative of cure for T2D. The results were:

1. ‘Building behavioural autonomy’ as a process of growing con-
fidence to engage in health behaviours that are independent of
those of other people.

2. ‘Behavioural contagion’ describing how one's new health beha-
viours tend to affect those of other people.

3. ‘From rigid to flexible restraint’, reflecting the changes in attitudes
and behaviours required for a successful adaptation from weight

loss to weight maintenance.

4. ‘Shift in identity’, representing changes in the participants' per-

ceptions of themselves.

These themes appear independent from the clinical and technical
discussions of cure in T2D in the professional domain and support an
internal locus of control for patients. Behavioural autonomy suggests that
an aspect of cure involves independence from the healthcare system and
the ability to make healthy choices through self-care.'® Behavioural
contagion points towards the significant involvement of the popular and
folk domains of health care, such as cooking healthy meals with family
members. Flexible restraint, though recognising that there is still some
degree of management involved post-diabetes, is perhaps the theme
most agreeable with clinical descriptions of diabetes resolution. Finally, a
shift in identity places an emphasis on the importance of a patient's own
self-affirmed determination of cure. As Canguilhem identified, a cure to
the patient is reclaiming one's life.*” As such, one's personal experiences
and circumstances form the basis of their health beliefs and the ways cure
may be achieved, which may not be in line with the biomedical con-
ceptualisation of T2D and cure.’
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This qualitative study evaluates the attitudes of T2D patients and
the providers that treat them and do research on their condition at an
urban academic medical centre. The aim of this study is to clarify
different perspectives about cure in the chronic condition of T2D and
to identify commonalities that may help facilitate clearer commu-
nication about goals of care for T2D.

2 | METHODS

2.1 | Study design, setting and populations

This qualitative study was approved by the University of Chicago
Biological Sciences Division Institutional Review Board. Participants
were recruited and interviewed or surveyed from January to March
2020. It was explained to participants that they were being surveyed
about their goals of care for T2D and experience living with T2D.

The study had two arms, one for recruiting T2D patients to fill
out a survey and the other for interviewing T2D clinicians and
researchers. In the patient arm, patients were recruited from the
clinic population at the Kovler Diabetes Center at the University of
Chicago Medical Center following an endocrinology appointment
from five different providers once a week for 3 months. Potential
participants were screened by their provider to participate in a sur-
vey and then were formally consented after their appointment. The
inclusion criteria were adults 18 years or older with a diagnosis of
T2D and actively undergoing T2D treatment. Demographic data such
as race and gender were not collected as the goal of this study was to
characterize the personal experiences of T2D patients rather than to
analyze demographic differences regarding those experiences. The
survey is based on questions from the Diabetes Care Profile,”* mod-
ified to focus on patient perceptions of cure and their interactions
with their providers on that topic. The survey was reviewed by aT2D
expert, anthropologist and philosophy of science faculty.

T2D clinicians and researchers at the University of Chicago were
recruited through email for an approximately 30-min interview and an
effort was made to include a diverse selection of T2D experts. The
specialisations of faculty interviewed ranged from endocrinology, bio-
medical research, bariatric surgery and weight management. In semi-
structured interviews using a grounded theory approach to develop a
theory of T2D cure, participants were asked questions on three themes:
(1) about their perspective on the curability of T2D, (2) how a cure could
be achieved and (3) communicating information about T2D treatment to

patients. The interview guide is provided in the appendix.

2.2 | Data collection

Patients were asked if they were willing to fill out a survey asking
about their views and experiences with type 2 diabetes care. If the
patient agreed to participate, they filled out anonymous surveys at a
quiet library adjacent to the Kovler Center on paper or at their own
convenience through an identical online Qualtrics survey. Patients
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were instructed to fill out as much of the survey as they wanted and
incomplete surveys were included in the study. The survey consisted
of four free-response questions asking patients about their experi-
ence of T2D and what a cure for T2D, if there is one, would look like
to them. The rest of the survey consisted of nine 5-point Likert-scale
questions (e.g. 1=strongly disagree, 5-strongly agree). Interviews
were audio recorded in the participant's private office. Survey re-
sponses and interview audio files were stored securely in a locked

and encrypted Dropbox database.

2.3 | Data analysis

Patient survey responses were thematically analysed for perspectives
on the characteristics, outlook and influences on the concept of cure
in T2D. All interview audio files were imported into Sonix and tran-
scribed using Sonix's artificial intelligence programme. Once the
transcription was complete, researcher David Zhao read the tran-
script while listening to the recording to correct spelling and gram-
matical errors, insert punctuation and anonymize the transcriptions.
Interviewees were given the opportunity to review their interview
transcripts and make corrections. Transcripts were thematically
analysed by coding for topics, issues, similarities and differences re-
vealed through the participants' narratives and interpreted by the
researcher to understand the perspectives of cure in T2D in the
professional epistemology. For example, perspectives were categor-
ized on the appropriateness of using the word cure in T2D as well as

their justifications.

3 | RESULTS

3.1 | Study population

Sixteen patients filled out surveys at the Kovler Diabetes Center. Of
those, two surveys were incomplete, although the Likert items were
completed in every survey. All 16 surveys are included in the analysis
of the Likert items displayed in Table 1. A total of 10 interviews were
conducted with various faculty involved in T2D patient care or re-
search. Among these faculty were six practicing endocrinologists, one
basic research scientist, two bariatric surgeons and a director of a
weight management programme.

3.2 | Patient perspectives on cure in type 2
diabetes

A total of 81% of patients viewed that their life would significantly
improve if they were cured of T2D. About 75% of patients agreed or
strongly agreed that they initially sought treatment to be cured of
their T2D, which is in concordance with high agreement that a cure
improving overall well-being (Table 1). However, only about half of
the participants were actually confident that their T2D would be
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TABLE 1 Results of Likert item questions from patient surveys
Strongly Neither agree Strongly
Question (all n=16) disagree (1) Disagree (2) nor disagree (3) Agree (4) agree (5)
| am confident in my own n=0 2 5 7 2
ability to manage
my T2D 0% 12.5% 31.25% 43.75% 12.50%
I am confident that my 1 2 5 6 2
diabetes i bl
VJSI E:::iact;';a eor 6.25% 12.5% 31.25% 37.5% 12.50%
| initially sought 2 0 2 7 5
treatment to be
cured of my diabetes 12.5% 0% 12.50% 43.75% 31.25%
My family and friends 2 0 1 6 7
h d thei
hz‘fe ;’:Ztref:;” bee'r 12.5% 0% 6.25% 37.5% 43.75%
cured.
| am confident in my 0 0 2 4 10
healthcare provider's
ability to manage my 0% 0% 12.5% 25% 62.5%
diabetes.
| trust my healthcare 0 0 0 6 10
ider's advice.
providers advice 0% 0% 0% 37.5% 62.5%
My healthcare provider 2 1 7 3 3
has told me or
implied that my 12.5% 6.25% 43.75% 18.75% 18.75%
diabetes is curable.
My overall well-being 0 0 3 5 8
Id significantl
would sighiticanty 0% 0% 18.75% 31.25% 50%

improve if my type 2
diabetes is cured.

TABLE 2

Lifestyle cure

Patient perspectives on the aesthetics of type 2 diabetes cure

| would be able to eat anything as often as | wanted to eat. Just eating right, exercising.

No doctor's appointment, medication regimen, watching food intake, monitoring of
blood glucose. Losing weight has a lot to do with it.

You got to eat the right type of food to help that.

Pharmacological cure

Cure means that | don't need all the drugs.

Being able to maintain a healthy blood sugar level like healthy people with a one time
‘miracle’ medication.

Pill form.

There's got to be different types of medicine.

Stem cells.

A shot or even a patch.

cured, or were confident about managing it. The same two patients
who strongly disagreed with seeking cure initially also strongly dis-
agreed on the statement that their family and friends have expressed
hope of cure for them, otherwise positive input from family and
friends on the curability of a patient's T2D is common. A slight ma-
jority of patients were ambivalent about their knowledgeability of the
literature on T2D treatment. About 100% of respondents agreed or

strongly agreed with the statement ‘I trust my healthcare provider's
advice’, although less than half the patients recall their provider ever
expressing that their T2D could be cured departure from the initial
expectation of seeking treatment to be cured.

Patient participants wrote about discrete manifestations of cure in
two categories, a lifestyle cure and a pharmacological cure (Table 2).
notably

Some patients equate cure to lifestyle management,
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independent of visiting the doctor and citing ownership over main-
taining a regimen of diabetic control. Patients' conceptions of cure tend
to use the language of freedom. When patients were asked what cure
means in comparison to management, the distinction between the two
was freedom:

- Well overall my goal is to get off insulin and medicine overall.
Having a cure would be great!

- It's having piece of mind that you don't have to worry about your
sugars.

- Being able to be free of pills and/or shots would be the best.

- With management, you have to do what you have to do whether
you like it or not.

- Cure would be great so | can eat what | want.

- To be able to eat foods that I like.

- | would be able to eat anything as often as | wanted to eat.

Cure as freedom means changing from rigid to flexible restraint
and eventually no restraint. The conception of a pharmacological-based
cure has two formulations based on the patient surveys: a cure that is a
robust, one-off pharmacological intervention, or a cure meaning the
absence of all pharmaceuticals. Both suggest that current T2D treat-
ment is burdensome.

TABLE 3
Abstain Ambivalent

‘Although | think one could argue meanings of
the word cure and then have a difference

‘I would say that it's pretty hard to imagine that

Journalof Evaluationin Clinical Practice
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3.3 | Professional perspectives on cure in type 2
diabetes

Table 3 is a summary table of quotations regarding theme 1, per-
spectives of cure in the professional domain, from each interviewee
emphasising where they stand on the curability of T2D. In the con-
text of T2D treatment discussion, two interviewees found it appro-
priate to use cure in the context of T2D, and four interviewees were
against the idea. The other four interviewees who were ambivalent
justified their uncertainty with the possibility that a different term
may be more appropriate to use rather than cure, such as remission
or delay. There is also evidence of interdepartmental discussion of
cure, where a bariatric surgeon cited the opinions of his en-
docrinology colleagues and how they have shaped his perspective
about cure in T2D.

Remission is an important term that takes into account uncertainty
in T2D due to multiple factors. Interviewed healthcare practitioners
acknowledge the ideal of cure as a permanent resolution. One en-
docrinologist stipulated that if clinicians use cure for T2D, they ‘have to
emphasize the fact that maybe it's not permanent...when | think about
cure, | always think of it as a permanent thing or something that's likely
to be'. Many interviewees did not find cure to be appropriate to promise
in patient interactions (theme 3) for various reasons:

Summary of T2D expert views of using the word cure in the context of T2D

Appropriate

‘I might use the word “we can cure your

of opinion, | generally lean towards do not
use the word cure when I'm talking to
patients’.

‘I would never tell someone that their diabetes
was cured...| say it can make your diabetes
a lot better and make you free of
medication...my bias is cure means for the
rest of your life and that's why | never
say that’.

‘I would not talk about cure for type 2 diabetes.
It's unfortunate that over time a patient is
thought to lose 60% or more of the beta
cells. So some of the damage has already
been done that | say, | don't expect the
patient to come off for continuing the
medication for diabetes’.

‘I'm a purist when it comes to a cure and | don't
see any of these things [type 2 diabetes
drugs] as being cures. | see them as being
delays or temporary fixes or very good
treatments’.

type 2 diabetes per se can be cured, but | think
it's probably more reasonable to imagine that
type 2 can go into remission’.

‘When it comes to the language of cure, | tried to

talk more about control, and then preventing
and delaying complications’.

‘The word cure | think that we as surgeons tended

to use it extensively in the context of the
comorbidity remission after obesity surgery...
But | do think that we have learned from our
endocrinology colleagues as well seeing
results over time that there can be some
degree of a recurrence. And so | think that
we're a little bit more careful about using the
word cure and really thinking more about
remission’.

‘It's just interesting how physicians have moved

away from the word cure...you're in a place
where we can't detect that you have anything.
Or you're in a place where you've resolved
your diabetes in the context of you're not on
any drugs and your glucose is normal...Maybe
that is cure’.

diabetes” meaning we can remove that
diagnosis from your problem list if we can
maintain good blood sugar without
medicines’.

‘In my opinion, it's the weight loss that's really
required if you want to cure the diabetes’.
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In my patients who have been recently diagnosed with
type two diabetes, | use the word remission and the
understanding that type two diabetes is a genetic dis-
ease and we're absolutely not changing people's genes.
(italics for emphasis).

| think that when you say cured it makes it sound like
there's like no underlying problem to begin with. And |
feel like a lot of these patients have like this underlying
whatever genetic defect or predisposition for their pan-
creas not to be able to meet demand if you stress it out

again.

| think that the environment being relatively toxic for
individuals who have a propensity to develop type two
diabetes, a substantial amount of the control is not

really there.

The general consensus among these participants is the thought
that there is always a risk of the disease or contributing factors, like
obesity, returning or persisting. These may be outside the control of
either the patient or clinician. An endocrinologist summarizes the
potential to misrepresent any expectation of cure: ‘What I'm con-
cerned about is that if we use the word cure, we're going to think that
individual then will not expect to at anytime in his or her life have
high blood sugar from type two diabetes’. The fear of many providers
is that using the word cure from the professional perspective will
suggest to patients that they will have to do less in terms of managing
their T2D. This may be why healthcare practitioners often prefer
remission, because it is less ambiguous than cure at communicating
the uncertainty and risk in T2D prognosis. With remission, a patient
may still have to watch their weight to minimize the chances of re-
currence, but with cure a patient might think that no matter their
weight control behaviour, their T2D will never return. A contrary
thought is that the term cure can be more useful than remission
because cure can serve as a signal of hope for patients. A bariatric
surgeon acknowledges that ‘from a clinical standpoint, remission is a
more accurate terminology, right. But | do think that the lines that we
use to communicate to patients and the context of hope and change

is really important too’.

3.4 | Notable differences on perspectives of cure

Patient conceived lifestyle and pharmacological T2D cures are at
odds with expert beliefs about how the lifestyle and pharmacological
aspects of T2D treatment interact. Responses regarding to the sec-
ond theme of how cure could be achieved acknowledge the necessity
to modify the molecular pathophysiology of T2D. From the per-
spective of an interviewed bariatric surgeon on pharmacological in-
terventions, to cure T2D, the treatment has ‘to change...the
complexity of something like eating behaviours and, and glucose

homoeostasis, it's not going to be a single pathway, a single drug sort
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of response because there's so many different inputs’. Another en-
docrinologist explains that a single miracle drug is unlikely to come to
fruition because even newer drugs are not addressing the underlying
causes of T2D; they are not ‘disease modifying agents’. Current
treatments do not address the underlying cause of T2D but rather
focus on symptom management and maintaining blood glucose
homoeostasis.

In terms of the aesthetics of cure, or the imagined modality of
cure, patients have a tendency to envision cure being in the form of a
pill, or a lifestyle change, or even shots or a patch (Table 2). Inter-
estingly, patients did not mention surgery as an image of cure. In
contrast to pharmacological interventions, a bariatric surgeon men-
tioned that ‘other than bariatric surgery, there's really no effective
drug out there that will promote weight loss without causing side
effects...from my point of view, it's the weight loss that's really re-
quired if you want to cure the diabetes'. Bariatric surgery can not only
be an alternative to medications, but a possible pathway to get off of
them, ‘if one means can it be such that people can get off all medi-
cations and have essentially normal blood sugars, then in some
patients, bariatric surgery might cure type 2 diabetes’. Even then,
surgery would be a pathway to come off pharmacological depen-

dence, a harbinger for cure to patients.

4 | DISCUSSION

T2D patients and professionals have different perspectives on the
curability of and the characteristics of cure in T2D. Patients base their
perspectives from their experiences with and without T2D, the suf-
fering and hope engendered by the process of contending with T2D.
Clinicians and researchers tend to draw from the perspective of
scientific medicine to deliver treatment within ethical and technical
boundaries. As a result, there is heterogeneity in the conception of
cure in chronic disease. Cure may be defined clinically, with varying
thresholds and tolerances, as well as in terms of lifestyle or phar-
macological independence. To complicate matters, the wide use of
alternative terms to cure (remission, reversal, delay and post-
diabetes) among interviewees and in the literature without clear
distinctions between each further reflects the great uncertainty in
T2D outcomes. There is also variation in a T2D patient's ability to
adhere to interventions, background and underlying risks that must
be considered.

Perspectives of cure in T2D are dependent on perceived ex-
perience, which shape the concept of cure in lay epistemology in
response to the uncertainty of the disease's outcome. For patients,
cure is simultaneously nostalgic, while also hopeful for the future
with the return of freedom and normalcy. Canguilhem referred to this
as ‘the general and persistent tendency to conceive the cure as an
end to a disturbance and a return to an anterior order’.’” For T2D
patients, the cure in the future is often in reference to a past state,
since many T2D patients remember a period of normalcy before they
were diagnosed. Cure is ideally something that ends an impediment
on health and freedom that is not only borne from the condition itself
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but also its chronic treatment, such as the pain of insulin injections.**
From the patient perspective, this may not have much to do with the
clinical markers (e.g., insulin sensitivity, blood glucose and Hbalc) of
T2D, but more so the functional markers (e.g., diet, ability to perform
simple tasks and body image). Thus, the concept of cure may serve as
a strong motivating factor to reclaim functional health and in-
dependence. However, not every patient has the ability to harness
lifestyle management into a potential cure, and many of the inter-
viewed providers believed lifestyle choices cannot overcome per-
manent underlying risk factors. These barriers include behavioural or

2223 social barriers,”* economic bar-

personal barriers to adherence,
riers?> and cultural/religious barriers.?® This is when they reach for
support from T2D professionals and envision pharmacological cures.

The concept of cure is linked to clinical uncertainty®” in the
professional epistemology due to the high number of variables af-
fecting the aetiology and prognosis of T2D. Uncertainty prompts
consideration of alternatives to cure in T2D, such as remission,
management and control in the professional domain. These terms
capture the essence of T2D as a chronic condition and the con-
servatism in labelling a cure too soon. On the other hand, for patients,
cure is linked to uncertainties in relative lifestyle quality in patients
more so than clinical uncertainty. The patient-centred aspect of T2D
care puts into question whether a cure necessarily requires de-
termination from a medical professional. Canguilhem explains a dif-
ference in conception of cure between medical professionals and

patients’:

While to the traditional medical eye a cure was the
effect of a treatment of the cause and functioned to
sanction the validity of a diagnosis and the ensuing
prescription—hence of the doctor's own worth—to the
psychoanalytic eye, a cure became the sign of the
patient's rediscovered capacity finally to be done with
his own difficulties. A cure was no longer commanded
externally; it became an initiative recuperated by the
patient.

Since the management of weight, blood sugar levels and even
medication is primarily the responsibility of the patient, do any of the
clinical indicators of diabetes matter if the patient simply feels cured,
whatever metric they decide to substantiate that on? It may be that
the role of the healthcare professional is to mediate clinical realities
with patient ideals about T2D care, not to determine whether a pa-
tient is cured of T2D.

An example of bridging expectations and perspectives about the
concept of cure in T2D could be a discussion on the role of bariatric
surgery in T2D treatment. A study found that few patients with T2D
viewed bariatric surgery as a safe treatment for T2D and there was
no mention of bariatric surgery among patients in this study.?® Yet,
there are T2D experts, including in this study, who believe bariatric
surgery can have a considerable impact on T2D, and even cure it.?®2?
A cure for T2D by bariatric surgery may be considered after a certain
amount of time spent in remission. But it is worth noting that 35% of
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T2D patients who achieved complete remission within 5 years of
bariatric surgery also redevelop T2D in a later point within 5 years of
surgery, and few studies track patients beyond 5 years for which the
course is more uncertain.>’ To reconcile cure and remission requires
an elicitation of the patient's values. Is it meaningful to come off of
T2D medication following successful bariatric surgery, and if so for
how long? How much relative freedom in lifestyle management
should be gained after bariatric surgery to constitute independence
from the limitations of T2D? In some cases, remission may be
equated to cure.

The role of a medical professional when dealing in the mutual
conceptualisation of cure with their patients is to balance commu-
nicating clinical realities—such as underlying risk, complications and
treatment guidelines—to the patient, while also acknowledging pa-
tient goals and values. This requires a shared decision making where
the provider elicits the patient's explanatory model of their own ill-
ness, their T2D ontology, in to understand their beliefs and personal
narratives about why they have T2D and how they may overcome
it.>* This may shift a provider's strategy from emphasising evidence-
based care, such as utilising a patient's labs and history to manage
their diabetes, to person-centred care, using a patient's perspective
and the resources they have to empower them to find their own cure.
The patient perspective is thus brought up to the same level as the
professional perspective.

Surveyed patients had high trust in their providers, both in their
words of advice and ability to treat their T2D. This trust is important
as it most likely moderates the high initial patient expectation for
cure and the reluctance of providers to talk about a cure for T2D. In
another study in Scotland, T2D patients found that the perceptions
about T2D can be mutually informing during interactions with health
services.®? While the hopeful element of cure can be useful, false
reassurance can be misguiding. Medical anthropologist Mary-Jo
DelVecchio Good also warns, ‘those who suffer serious illness be-
come particularly susceptible to hope engendered by the cultural

power of the medical imagination’.**

It is unethical to promise a cure
without proper discussion between all stakeholders of what is meant
by cure based on medical realities. Hope is important, but it should
not be at the expense of trust and clear communication. Key to this
communication would be, as Donald Light argued, avoiding over-
confidence in medical knowledge and disregard towards patient-
centred ideas of health and illness.>* The primary goal is not to
achieve a cure as understood by any particular epistemology, but to
reach a mutual understanding of cure through trust and commu-
nication. Then can a decision be made about whether that concept of
cure fits with a realistic outcome.

This study has several limitations. First, participants were re-
cruited from one academic medical centre in the Midwest. Although
multiple specialities were represented, all the patients surveyed were
recruited at the Kovler Diabetes Center at the University of Chicago
Medical Center, a clinic in an urban setting. Regional differences may
account for different perceptions, for example, through different
standard of care practices for T2D in different medical centres.

Second, demographic data such as age, gender, education



452 - - -
Wl LEYE Journalof Evaluationin Clinical Practice
International Journal of Public Health Policy and Health Services Research

background and ethnicity were not collected. It is possible that dif-
ferences in these backgrounds could explain the development of
participant perspectives. Additionally, clinical indicators of patients'
T2D describing the severity and duration of their illness was not
collected. How long and how much a patient has suffered from T2D
may impact their ideas about cure. Given that the patients were re-
cruited at a diabetes clinic in a tertiary healthcare institution, rather
than a primary care clinic, it is likely that these patients have been
referred for complex management of their diabetes and may have
more severe presentations of T2D. The third limitation was the lack
of interview data from patients. The decision to give patients a brief
survey instead of an interview was made in the interest of a patient's
privacy and time since they were recruited following an outpatient
endocrinology appointment. However, interviews could have added
additional richness to the patient perspective. Finally, the small
sample size of patients and experts who participated means these
findings are preliminary and exploratory.

In conclusion, providers are in the position to empower T2D
patients towards obtaining their goals, and to frame the problem as
well as the solution. T2D professionals can help manage expectations
in the management and outcomes of T2D through education and
communication. However, cure is not always explicitly discussed
between providers and patients. Clinicians may even avoid the use of
the word cure entirely, but patients will often come in with a pre-
conceived expectation about the image of cure. The goal should not
be to avoid the topic of cure in T2D altogether. However, to avoid
potentially dangerous confusion, it is paramount that communication
is focused on understanding what others think about cure in addition
to one's own assumptions and perspective, identifying common
conceptions, mediating differences and establishing roles to achieve
the mutually constructed goal, which may not necessarily be a cure.
Talking about cure does not always result in cure, but it may result in
other positive outcomes, such as finding what it means to thrive with
a chronic condition like T2D. The ideal cure may invoke a defining,
straightforward goal of medicine, but the interpretations of cure in
the context of a chronic disease such as T2D reveal that cure is not a
deterministic or concrete goal, but a concept that can be leveraged to

the benefit of treatment.
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