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The care of patients with diabetes requires plans of care that make intellectual, practical, and emotional sense to patients. For these plans to fit well, patients and clinicians must work together to develop a common understanding of the patient’s problematic human situation and co-create a plan of care that responds well to it. This process, which starts at the point of care, needs to continue at the point of life. There, patients work to fit the demands of their care plan along with the demands placed by their lives and loves. Thought in this way, diabetes care goes beyond the control of metabolic parameters and the achievement of glycemic control targets. Instead, it is a highly individualized endeavor that must arrive at a care plan that reflects the biology and biography of the patient, the best available research evidence, and the priorities and values of the patient and her community. It must also be feasible within the life of the patient, minimally disrupting those aspects of the patient life that are treasured and justify the pursuit of care in the first place. Patient-centered methods such as shared decision making and minimally disruptive medicine have joined technological advances, patient empowerment, self-management support, and expert patient communities to advance the fit of diabetes care both at the point of care and at the point of life.
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Introduction

Diabetes care should improve the health-related quality of life of patients with diabetes, both type 1 and type 2 diabetes, and mitigate their risk, morbidity, and mortality from chronic micro- and macrovascular complications. As with any other chronic condition, it is patients and their caregivers who must implement diabetes care plans. These plans should respond to the patient’s problematic situation in at least three ways (1). First, they must be scientifically sound, addressing what is known about the determinants of outcomes with evidence-based interventions, favoring interventions that respond well to the situation of the patient and promote outcomes that the patient values. Second, their implementation must be feasible in their daily routines and should disrupt those routines to the least extent possible. Third, patients must feel that the plan is the right thing to do for them at the present time. Plans that make intellectual, practical, emotional sense to patients are said to configure “care that fits.” Patients with plans of care that do not fit, “receive tests and treatments they do not need, understand or implement, a result that is wasteful and harmful” (2).

In this perspective, we consider how to make diabetes care fit, the role of patients and clinicians within this process, and potential strategies to do so. A distinction can be made between making care fit at the point of care and at the point of life. Fitting at the point of care occurs mostly during clinical encounters and demands collaboration between patients and clinicians, a term we use capaciously to include physicians, therapists, pharmacists, nurses, and any other professionals with the privilege of directly participating in the patient’s care (3). In designing care plans, patients and clinicians must work together to uncover the problematic situation of the patient and to determine how to best respond to it. At the point of life, patients and caregivers must integrate daily the practical demands of the care plan (and, often, of navigating health care) with other demands of life and living. The patient is usually the one person bridging these two efforts to make care fit.



Fitting at the Point of Care

The process of making care fit requires attention to the biology and the biography of the patient, to their physiology and their psychology. Care must respond to the problematic biological situation of the patient, be evidence-based, and make sense given a patient’s unique context. Within the process of fitting care clinicians should also assess the patient’s capacity to carry the burden of disease and treatment and potential diabetes-related distress, in order to prevent overburdening the patient. In doing so, some barriers emerge, such as restrictions in the individualization of treatment plans and the practical difficulties patients must face when implementing treatments for diabetes and its comorbidities.

In addition to smoking cessation, lipid and blood-pressure control, and aspirin use, intensive glycemic control (i.e., HbA1c ≤7%) is recommended to achieve diabetes care goals (4, 5). And yet, when compared to conventional glycemic control (HbA1c <8.0–8.5%), intensive glycemic control has not consistently reduced the risk of complications of type 2 diabetes, while it has increased the cost and complexity of treatment and the risk for hypoglycemia (6–9). Furthermore, a narrow focus on glycemic control may fail to consider the biological (e.g., comorbidities) and biographical (e.g., values, preferences and financial, family, and social) facets of patients’ problematic situations. Guidelines with fixed HbA1c targets and formularies that limit the range and order (i.e., use of first-line agents followed by second-line agents) of the diabetes medications may excessively constrain the possibility of making care fit through treatment individualization.

Severe and long-standing type 2 diabetes often requires the use of multiple medications to achieve glycemic control. Fitting care must consider not just the efficacy of each of these drug regimens but their additive and interacting effects in terms of inconveniences, costs, and harms (10). To illustrate this cumulative burden of treatment, consider how antihypertensives, introduced to reduce cardiovascular risk associated with comorbid hypertension, can cause orthostatic dizziness which may compound dizziness caused by gabapentin introduced to treat painful neuropathy. This treatment burden extends beyond the effects of polypharmacy to also include the demands health care makes on patients in terms of time, energy, and attention given how health care is organized and delivered. Together, the healthcare workload that patients must shoulder lead to reductions in quality of life, a phenomenon sometimes called the burden of treatment (11). These burdens can be tolerated better when they are clearly connected with advancing patient goals and priorities while efforts are put in place to minimally disrupt patient lives (12). The latest guidelines by the American Diabetes Association recognize the need to align diabetes treatment with patient goals, by recommending flexible treatment goals and programs and by recognizing burden of treatment as a key consideration.



Patient Empowerment and Patient-Centered Care

Empowered patients choose personal, meaningful, and realistic goals for care, think critically, act autonomously, and enhance their self-efficacy (13, 14). Empowered patients would therefore be in a better position to take part in fitting of care at both the point of care and at the point of life, where treatment strategies and associated tasks must be carefully woven into that patient’s daily routine. Interventions to promote patient empowerment, such as self-management education programs, have shown some benefits in the self-management of patients with diabetes, but their quality is inconsistent, and access remains patchy (15). These programs, however, often seek to improve patients’ adherence to recommended care, rather than to increase patient’s autonomy and fitness of care (14). This may be frustrating to both patients and clinicians, with patients feeling they are failing and clinicians labeling patients as non-compliant and blaming them for not meeting recommended targets (14). To make care fit, empowerment must not contribute to this conflict but rather promote patient-clinician collaboration. Patient-centered care describes such a collaboration.

Patient-centered care is “respectful of and responsive to individual preferences, needs, and values” (16) through effective communication, partnership, and health promotion (17). Using effective communication, clinicians gain insight into the patients’ personal situation, their experiences, their priorities, goals, preferences, and values. This enables patients and clinicians to form a partnership, an alliance to find the treatment plan that best fits the patient’s personal situation, and effectively promotes health (18). Furthermore, clinicians need to sufficiently inform patients about potential treatment options and provide them with the opportunity to take advantage of all available resources (19). Patient-centered care is therefore an approach to co-produce sensible plans of care that can feasibly contribute to desirable patient outcomes (2).



Shared Decision Making in Diabetes Care

A person-centered approach to design care plans that fit is shared decision making (SDM) (1, 20). SDM is a conversation in which patients and clinicians develop a common view of the patient’s situation and co-create a plan of care to address it. When successful, SDM leads to a care plan that is more likely to respond well to the problematic situation of the patient, to be feasible given the existing demands on the patient’s time, energy, and attention, and to be desirable given the patient’s expectations, preferences, goals, and values. In this way, SDM contributes to make sure the plan of care makes intellectual, emotional, and practical sense and therefore fits well within the patient’s life (21). In the care of patients with diabetes and other chronic conditions, patients contribute to SDM as experts in the impact of disease and treatment in their personal context (22); over time, patients develop expertise on what is feasible and what not in their unique situation (23). This information and expertise contributes to the biomedical evidence and clinician experience as these partners share the decision-making process.

Since SDM is a method of care, clinicians and patients can determine when and how to engage in this method and whether or not to use supportive tools. Although implementation science is exploring how best to enact shared decision making in practice, its application depends more on how well it can address the patient’s problem than on the type of encounter (new or continuity, in-person or remote), the type of clinician, or on the availability of tools.

Interventions to facilitate SDM have been shown to improve patient (risk) knowledge and decisional comfort (24). Importantly, most patients prefer to participate in decision making, when they get the information and knowledge that they need to make decisions (25). As a result, healthcare policies and guidelines recommend SDM and the use of SDM tools (26). These aids can be designed to support the SDM conversation and often offer the necessary information in a useful and accessible form for use in preparation for or during the consultation (25). Tools designed for use during the consultation may be particularly effective in guiding patients and clinicians through the shared decision-making process, such as fostering of choice awareness, discussing the available options, exploring patient priorities, and making a final decision (27, 28). These tools can be easily used by all types of clinicians without substantial training to enable effective and efficient communication and guide the decision-making process to reflect the patients’ situation, preferences, and needs.

Consider the case of a patient with type 2 diabetes and without complications who has implemented a healthy lifestyle and uses metformin without achieving her glycemic target. Her clinician may select a second-line option according to recommended algorithms based on her degree of hyperglycemia and her cardiovascular and renal state. This medication may very well be the right one or may be too burdensome to this patient because of its side effects, complexity of administration, or out-of-pocket costs. Alternatively, her clinician could engage the patient in SDM, even using a validated SDM tool, such as the Diabetes Medication Choice decision aid (29), and improve the likelihood that the medication selected would fit better.



Minimally Disruptive Medicine

Because of how health care is organized and delivered, it often delegates medical errands to patients, transferring navigational and administrative tasks that worsen the burden of treatment and disrupt their lives and the lives of their caregivers. The multiple, often uncoordinated, care paths involved in the care of diabetes and of its associated comorbidities, together with the physical and emotional burden of disease for both the patient and their family may be overwhelming to patients and caregivers with consequent decay in the fidelity with which treatments are implemented at the point of life. When co-creating patient-centered plans of care, patients and clinicians pursue patient priorities for health care while minimizing the burden of treatment. Using this approach, sometimes called minimally disruptive medicine (MDM) (12), health care seeks the most effective yet least burdensome treatment for each patient in particular while reducing, in general, the tasks delegated to patients and caregivers. MDM is patient focused to the extent that it respects patients’ limited time, energy, and attention, while accounting for patients’ usual prioritization of these precious resources to attend the demands their lives and loves place over those placed by the need to complete healthcare tasks when the latter conflict with the former.

In diabetes, MDM is particularly important when patients have to implement complicated treatment regimens: estimate and administer insulin doses, monitor glucose levels, implement an accurate accounting of carbohydrates and caloric intake, and so on. MDM is also critical when patients must implement the care of each of their existing conditions which, in addition to diabetes-specific tasks, often contributes to polypharmacy and complex dietary restrictions. This can easily and frequently lead to an unsustainable burden of treatment which may lead to non-adherence. Mindful of the burden of treatment, clinicians and patients may co-create plans of care that fit the particular needs of the patient in a manner that renders them feasible within their daily routines. Diabetes technologies such as continuous glucose monitors (CGM) (30), continuous subcutaneous insulin infusion (CSII) devices, and automated insulin dosing (AID) systems (31) are now available for the care of patients with type 1 diabetes and severe type 2 diabetes. These systems can contribute to reduce glucose variability and improve glycemic control without a large increase in the risk of hypoglycemia. For patients for whom technology adoption is relatively easy, who can afford these devices, and who can access parts and services with minimal friction and cost, the adoption of these technologies may translate into care with a reduced burden of treatment (32, 33). However, for others these technological advances may increase the burden of disease, time, and treatment and may result in an increase in diabetes distress (34). These digital advances may therefore cause a divide between patients that benefit from new technology, both biomedically and psychologically, and those for whom these technological advances result in an increased burden and associated diabetes distress.

Some MDM tools, such as the Instrument for Patient Capacity Assessment (I-CAN) (35), exist to make care fit during the consultation by facilitating conversations about treatment burden. This tool supports patients and clinicians in assessing if and how a certain healthcare strategy may interact with the patient’s life, and in clarifying how aspects of the patient’s life may interact with the treatment plan (36). Most MDM tools (like I-CAN) can be easily used during the consultation by any clinician without additional training.



Fitting at the Point of Life: The Ongoing Work of Being a Patient

Patients and clinicians can work together to make care fit at the point of care, that is, in clinical encounters, but patients will face an ongoing process of fitting care in their personal life. It is at the point of life where some care plans prove feasible or infeasible. Yet, this process, which occupies the vast majority of the time persons experience as patients, is often invisible to clinicians. Advances in diabetes technology and patient communities are contributing to the fitness of care at the point of life.


New Technologies to Support Patients With Diabetes

To support successful implementation of care plans, the last decade has shown an emergence of new self-management technologies, such as smart insulin pens (37), insulin pumps (33), and closed-loop systems (38). Furthermore, glucose monitoring has evolved to include flash glucose sensors (39–41), continuous glucose monitors (30), and e-health systems that support the patient in their diabetes self-management. While able to improve glycemic control and reduce the risk of hypoglycemia, the extent to which these technologies contribute to or reduce diabetes chronic complications and burden of treatment remains uncertain. Technologies such as CGM and CSII can improve patient satisfaction and acceptability, and reduce diabetes worries and interpersonal hassles for some patients (42). This is important as the use of this devices may probably translate into a reduced burden of treatment that can make diabetes treatment more bearable for people with diabetes, particularly those living with type 1 diabetes. However, for some patients the time and efforts needed to adopt these technological advances and the associated focus on glycemic control may negatively impact the burden of disease and treatment. Furthermore, these new technologies require connection to online platforms or applications and data sharing agreements with third parties. Thus, they contribute to patient work by demanding that patients negotiate difficulties in their usability and reliability and address concerns and worries regarding privacy loss (43).



Communities of Patients

Social media offers an opportunity for persons living with diabetes to access expert peer advice about making care fit. There is scant evidence about the impact of interventions within social media networks on diabetes outcomes (44). A “netnographic” study across social media platforms showed that patients with diabetes gained access to patient experts who offered practical answers and problem-solving tips and hacks, received and offered emotional support, and developed capacity through an enriched sense of connection (45). A 2018 analysis found almost 200,000 persons living with diabetes participating in Facebook diabetes groups, most of which focused on practical problem solving (46). These findings are consistent with a recently published review (47), demonstrating that social media participation may contribute to improve patient capacity to fit care both by contributing to practical know-how and self-efficacy and by the emotional enrichment of taking part in a community of reciprocal relationships.

With the responsibility of self-management residing almost completely with the patient, and the technological advances over the last decades, the diabetes online community (DOC) is growing as an expert support system (48). The DOC is a widely used term, encompassing all people engaging in diabetes-related online activities, e.g., blogs, discussion and support groups, video tutorials, podcasts, and other offerings (49). With patients often reporting diabetes to exert a negative impact on their relationships and their physical health (50), diabetes medication to interfere with living a normal life (50), and having to deal with social stigma (51), support is crucial to reduce associated feelings of distress and burnout (52). With diabetes distress being highly prevalent in patients with diabetes and associated to poor diabetes self-management, reducing diabetes distress is essential to improve diabetes-related outcomes and improve quality of life (52, 53). People with chronic health conditions often endorse feeling more comfortable sharing their experiences and struggles with others who can relate based on their own lived experiences (54). Patients can feel more supported through digital contact with peers and fellow patients which in turn can contribute to improve self-care routines, effective problem-solving and lifestyle adjustments, quality of life, and outcomes of care (54–57). This work with online peers may be emotionally less “costly” than the support of more immediate family members, also critical as its absence has been associated with low treatment fidelity (58). The value of DOC may continue to increase with increases in the incidence of diabetes distress, high burden of disease and treatment, and social isolation. Fitting care at the point of life will become increasingly important with the advent of innovations such as new therapeutic agents, transplantation of the islets of Langerhans, the introduction of organoids, and the development of high-functioning artificial pancreas systems. Expert patients and DOC will play a central role in the cautious but opportune adoption of these advances, sharing their knowledge and experiences with different treatment options, supporting patients in the decision-making process to adopt new and experimental technologies, manage expectations, and facilitating their normalization within the routines of people’s lives. With the evolving role of patients becoming experts in their own medical situation with the help of online communities and social media, it is important for clinicians to adopt an open and supportive approach towards online support.




Discussion

Patient empowerment and patient-centered care are essential for the optimal care of people living with type 1 or type 2 diabetes. Evidence-based diabetes care, to be person centered, demands that clinicians become skilled in supporting SDM and work toward MDM (12). Healthcare systems and policies can promote or hinder this approach, for example, by shifting attention, quality metrics, and financial incentives from technical healthcare outcomes like HbA1c toward more holistic outcomes such as quality of life and burden of treatment. While expert guidelines progress in this direction, and the patient community makes increasingly important contributions to care that fits, implementation currently still lags at the point of care as a result of HbA1c dependent reimbursements by insurance companies and insufficient awareness, knowledge, and practical guidance within clinical practice to improve the fit of care. We must work toward a reality in which each person with diabetes is seen not as an object, a diagnosis, a subject of treatment with a predetermined universal goal, but rather as a complex person within a problematic human situation and imbued of personal and community values for whom an evidence-based care plan must be co-created, crafted carefully to meet her needs and advance her priorities. Clinicians and patients working side-by-side as complimentary experts and partners in implementation, can form not just a plan of care that fits in the clinic, but a safe and effective one that fits well in patients’ daily lives.
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