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Rationale

Throughout its guidelines, the New York State Department of Health (NYSDOH) AIDS Institute (Al) Clinical Guidelines Program
recommends “shared decision-making,” an individualized process central to patient-centered care. With shared decision-
making, clinicians and patients engage in meaningful dialogue to arrive at an informed, collaborative decision about a
patient’s health, care, and treatment planning. The approach to shared decision-making described here applies to
recommendations included in all program guidelines. The included elements are drawn from a comprehensive review of
multiple sources and similar attempts to define shared decision-making, including the Institute of Medicine’s original
description [Institute of Medicine 2001]. For more information, a variety of informative resources and suggested readings are
included at the end of the discussion.

Benefits

The benefits to patients that have been associated with a shared decision-making approach include:

o Decreased anxiety [Niburski, et al. 2020; Stalnikowicz and Brezis 2020]
e Increased trust in clinicians [Acree, et al. 2020; Groot, et al. 2020; Stalnikowicz and Brezis 2020]
¢ Improved engagement in preventive care [McNulty, et al. 2022; Scalia, et al. 2022; Bertakis and Azari 2011]

« Improved treatment adherence, clinical outcomes, and satisfaction with care [Crawford, et al. 2021; Bertakis and Azari
2011; Robinson, et al. 2008]

¢ Increased knowledge, confidence, empowerment, and self-efficacy [Chen, et al. 2021; Coronado-Vazquez, et al. 2020;
Niburski, et al. 2020]

Approach

Collaborative care: Shared decision-making is an approach to healthcare delivery that respects a patient’s autonomy in
responding to a clinician’s recommendations and facilitates dynamic, personalized, and collaborative care. Through this
process, a clinician engages a patient in an open and respectful dialogue to elicit the patient’s knowledge, experience,

healthcare goals, daily routine, lifestyle, support system, cultural and personal identity, and attitudes toward behavior,
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treatment, and risk. With this information and the clinician’s clinical expertise, the patient and clinician can collaborate to
identify, evaluate, and choose from among available healthcare options [Coulter and Collins 2011]. This process emphasizes
the importance of a patient’s values, preferences, needs, social context, and lived experience in evaluating the known
benefits, risks, and limitations of a clinician’s recommendations for screening, prevention, treatment, and follow-up. As a
result, shared decision-making also respects a patient’s autonomy, agency, and capacity in defining and managing their
healthcare goals. Building a clinician-patient relationship rooted in shared decision-making can help clinicians engage in
productive discussions with patients whose decisions may not align with optimal health outcomes. Fostering open and honest
dialogue to understand a patient’s motivations while suspending judgment to reduce harm and explore alternatives is
particularly vital when a patient chooses to engage in practices that may exacerbate or complicate health conditions
[Halperin, et al. 2007].

Options: Implicit in the shared decision-making process is the recognition that the “right” healthcare decisions are those
made by informed patients and clinicians working toward patient-centered and defined healthcare goals. When multiple
options are available, shared decision-making encourages thoughtful discussion of the potential benefits and potential harms
of all options, which may include doing nothing or waiting. This approach also acknowledges that efficacy may not be the
most important factor in a patient’s preferences and choices [Sewell, et al. 2021].

Clinician awareness: The collaborative process of shared decision-making is enhanced by a clinician’s ability to demonstrate
empathic interest in the patient, avoid stigmatizing language, employ cultural humility, recognize systemic barriers to
equitable outcomes, and practice strategies of self-awareness and mitigation against implicit personal biases [Parish, et al.
2019].

Caveats: It is important for clinicians to recognize and be sensitive to the inherent power and influence they maintain
throughout their interactions with patients. A clinician’s identity and community affiliations may influence their ability to
navigate the shared decision-making process and develop a therapeutic alliance with the patient and may affect the
treatment plan [KFF 2023; Greenwood, et al. 2020]. Furthermore, institutional policy and regional legislation, such as
requirements for parental consent for gender-affirming care for transgender people or insurance coverage for sexual health
care, may infringe upon a patient’s ability to access preventive- or treatment-related care [Sewell, et al. 2021].

Figure 1: Elements of Shared Decision-Making

Patient input and experience: Clinician input and experience:

« Current health and social status « Indications for screening, testing, prevention,

« Medical history and previous healthcare experience treatment, and follow-up

« Short- and long-term health and treatment goals » Disease natural history, epidemiology, and prognosis;

« Knowledge of medical conditions, treatment options, risks and benefits of initiating, deferring, or declining
and prior treatment experience treatment

« Values and preferences « Recommended and alternative treatment and care

« Limitations and barriers to healthcare and options and their benefits, limitations, and risks
engagement in care « Available resources for support and assistance

« Available financial resources and social support « Strategies for implementing various care and

treatment options

Open and respectful dialogue, clinician
awareness, informed and collaborative
evaluation of options

Shared decision-making

Health equity: Adapting a shared decision-making approach that supports diverse populations is necessary to achieve more
equitable and inclusive health outcomes [Castaneda-Guarderas, et al. 2016]. For instance, clinicians may need to incorporate
cultural- and community-specific considerations into discussions with women, gender-diverse individuals, and young people
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concerning their sexual behaviors, fertility intentions, and pregnancy or lactation status. Shared decision-making offers an
opportunity to build trust among marginalized and disenfranchised communities by validating their symptoms, values, and
lived experience. Furthermore, it can allow for improved consistency in patient screening and assessment of prevention
options and treatment plans, which can reduce the influence of social constructs and implicit bias [Castaneda-Guarderas, et
al. 2016].

Clinician bias has been associated with health disparities and can have profoundly negative effects [FitzGerald and Hurst
2017; Hall, et al. 2015]. It is often challenging for clinicians to recognize and set aside personal biases and to address biases
with peers and colleagues. Consciously or unconsciously, negative or stigmatizing assumptions are often made about patient
characteristics, such as race, ethnicity, gender, sexual orientation, mental health, and substance use [Avery, et al. 2019; van
Boekel, et al. 2013; Livingston, et al. 2012]. With its emphasis on eliciting patient information, a shared decision-making
approach encourages clinicians to inquire about patients’ lived experiences rather than making assumptions and to recognize
the influence of that experience in healthcare decision-making.

Stigma: Stigma may prevent individuals from seeking or receiving treatment and harm reduction services [Tsai, et al. 2019].
Among people with HIV, stigma and medical mistrust remain significant barriers to healthcare utilization, HIV diagnosis, and
medication adherence and can affect disease outcomes [Turan, et al. 2017; Chambers, et al. 2015], and stigma among
clinicians against people who use substances has been well-documented [Stone, et al. 2021; Tsai, et al. 2019; van Boekel, et
al. 2013]. Sexual and reproductive health, including strategies to prevent HIV transmission, acquisition, and progression, may
be subject to stigma, bias, social influence, and violence.

-> SHARED DECISION-MAKING IN HIV CARE

e As prevention and treatment modalities in HIV care expand (i.e., vaccines, barriers, injectables, implants, on-demand
therapies), it is important for clinicians to ask patients about their goals for prevention and treatment rather than
assume that efficacy is the primary factor in patient preference [Sewell, et al. 2021].

e The shared decision-making approach to clinical care enhances patient knowledge and uptake of new technologies and
behavioral practices that align with the patient’s unique preferences and identity [Sewell, et al. 2021], ensures that the
selection of a care plan is mutually agreed upon, and considers the patient’s ability to effectively use and adhere to the
selected course of prevention or treatment.

Resources and Suggested Reading

In addition to the references cited below, the following resources and suggested reading may be useful to clinicians.

0 RESOURCES

e Minnesota Shared Decision-Making Collaborative

o AHRQ: The SHARE Approach: 5 Essential Steps of Shared Decision-Making
e Medline Plus: Shared Decision-Making

e NICE: Shared Decision-Making

e PCORI: The Significance of Shared Decision-Making
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