DSI Proposals: Patient & Carepartner Perspective

* The success of predictive models and machine learning algorithms in health care
must be rooted in inclusive co-creation and symmetry in access to information to

ALL stakeholders
* Utilizing health equity & SDOH data is not enough; diverse patient
representation is key
e Patients need to be included as SMEs, co-creators, and users of predictive DSI

* Dream bigger than the status quo of doctors being the primary end users of DSlIs;
imagine a world where patients may select their care based on availability of an

offered DSI

» Patients face an asymmetry of availability of and access to fair, appropriate, valid,
effective and safe (FAVES) information?; clinicians are not the only one’s who need

access to information
e Each component of FAVES information should be:
* inclusively defined from the patient perspective through co-creative processes
* readily available to patients as end-receivers AND end-users of DSlIs
* Patients can help reduce the risk of “market for lemons”?

https://www.healthit.gov/buzz-blog/electronic-health-and-medical-records/getting-the-best-out-of-algorithms-in-health-care?
https://www.healthit.gov/buzz-blog/health-innovation/back-to-the-future-what-predictive-decision-support-can-learn-from-deloreans-and-the-big-short?
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DSI Proposals: Round of Applause

* From the patient and carepartner perspective, key efforts to applaud:

ONC's role in advancing transparent and trustworthy predictive technology in
health care as well as transparent risk management for and governance of

predictive DSI
requiring developers of certified health IT with Health IT Modules to make all
source attributes information publicly available

* Improve public/patient confidence, transparency, trust

support requiring developers of certified health IT to provide technical
capability for patients to electronically access source attribute information

recommendation for certified health IT module’s to provide feedback loops and
ability to generate human readable displays or reports of responses and actions
taken
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DSI Proposals: Patient & Carepartner Concerns

Patients currently have no access or way to request access to predictive DSI outputs.

Unclear if patients and their carepartners are considered to be HIT users by virtue of their
use of portals, APls, and other patient-facing tools

Who/what body:
» defines specifics of FAVES components (fair, appropriate, valid, effective and safe)?
* identifies the “minimum necessary attributes”?
* potential risk for introducing/exacerbating bias, inequities, harm

Are DSI outputs that are used for making decisions about an individual’s care or
coordination of care considered EHI and part of the designated record set (DRS)?
* Intervention outputs
* Feedback loops

Who is enforcing validation and fairness during ongoing Maintenance and Use?

How are errors currently in patient medical records going to be addressed? Will there be a
greater emphasis on correcting errors in medical records to improve data quality of data
powering DSIs?

Will there be a patient/consumer DSI complaint portal for reporting complaints, concerns,
bias, discrimination, harm?
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Recommendations

* From the patient and carepartner perspective, recommend:

 ONC more specifically clarifies the role and expectation of patients and
carepartners as stakeholders and co-creators in the future of responsible DSI

* ONC ensures diverse representation of the patient voice in workgroups and
taskforces centered around future DSI work, such as consensus around FAVES
definitions and defining priority of minimum attributes

* ONC defines if outputs of predictive DSI that are used to make decisions
about an individual’s care or coordination of care meet the definition of EHI
and are part of the designated record set.
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