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Summary of patient- and family-centered care consumer definition:
1. Whole-person care (clinicians understand the full range of factors affecting a patient’s ability to get and stay well and treatment recommendations align with patients’ values, life circumstances and preferences) 
2. [bookmark: _GoBack]Coordination and communication (providers organized in teams, effective communication between all care providers and smooth transitions between settings)
3. Patient support and empowerment (e.g., expanding patients’ and caregivers’ capacity to get and stay well and support for self-management tools and services)
4. Ready access (e.g., getting appointments promptly and accommodating barriers such as language or physical or cognitive problems) 
Key Principles:
· I am a credible source of information and generate meaningful and material data for my care.

· I want to be as healthy as possible.  I own my own health and wellness, am in charge of my care, and I define what that means. 

· I am more than my illness.  Health care should fit into my life, not the other way around.  That means better access, linkages to community supports, administrative conveniences and improved communication with my care team members and staff.

· I should be supported and empowered.  I have tools to prepare for my care encounters, can track my progress with team members including wellness, chronic self-care, and prevention, care plans include me and are based on my goals. I am an important part of shared decision-making, especially where preference sensitive care exists.

· I am a health data exchange of one. My access to my data should be timely based on my direction.  My data should be understandable to me, in plain language with linkages to online resources that help me understand more when I want to.

· I expect the information within an EHR to be secure and private. Privacy and security for what I download is within my authority.  I am informed about how to protect my data.

· I am a necessary and important safety checkpoint. I should be able to correct errors in my data and know when recalls or alerts related to my care are known. 

· My directions and preferences for care should be recognized, followed and recorded.  My experience of care is routinely asked about and recorded, and my preferred communication method is used to contact me.

· I define my care team, which could include providers, payers, coaches, family members, community and public health professionals and beyond. I can have my providers CC: me or my designee(s) on any or all information, according to my preferences.

· I should know that I am getting the services that I should, when I should, compared to industry standards and/or people like me.  I should know what opportunities there are for me in research.

· I can contribute to CQM success.

· I define myself. My race, ethnicity, preferences and directions are mine to define. 

Note: The criteria below referring to patients would also apply to their authorized family caregivers/proxies. 

	Domain of Patient-Centered Care
	Potential Functionality/Criteria/Concept
	Notes

	Whole Person Care

(Adaptation)
	Patient-specific education materials and reminders delivered in top ten primary languages for the top 100 diagnoses, treatments and tests. 
	CMS data would tell us volume of top 100.  Languages have been suggested by NHeLP.  


	Care Coordination & Communication

(New)
	Identify patient-specific opportunities for enrollment in research/clinical trials
	Patient wants to identify themselves for enrollment opportunities.  How do we connect patient to research community? Flag it in the EHR.  Cleveland Clinic has done related work.  Could ask patient if they want to be alerted to clinical trials relevant to them.  Essentially flagging patient preferences.  

Goal here it to create capability in EHR/online access.  Could be particularly relevant to specialists. Ideas from AHIMA, life sciences community, etc.?  American Cancer Society as well, and Lance Armstrong Foundation.

	Patient Support/
Empowerment

(Adaptations and New items)
	View/Download/Transmit and Report: (including ability to upload or report data into primary place (PHR, Portal, etc.) of choice by patient and/or EHR
Additional patient-reported data available to patient and provider:
· Family health history*
· Patient-created health goals
· Observations of daily living
· Caregiver status and role (using DECAF)*
· List of care team members*
· Functional status
· Self-reporting of adherence to meds, diet, exercise or care plan

Functionality:
· Patient-specific education materials and linkages to online resources:  Online resources help interpret information in the record and improve patients’ knowledge of conditions, treatments, etc.  Education materials delivered through portal, secure message, etc. 
· Track/monitor/chart progress against patient care goals
· Provide patients the ability to send updated info to care team members across settings/providers.  
· Pre-visit prep tools (collecting updated health history, etc., ability to consent to treatment, fill out administrative forms)
· Receive data from telemedicine and biomedical devices
· Information reconciliation – ability of patient to correct errors, add addenda
· Ability to compare self with other patients, see risk status, understand what evidence based care for the patient’s condition is.

	*Some of the data elements could be required to be collected by providers, whether through pt-reported data or standard workflows (similar to demographics)

“Report”=Patient-reported data.

Family Health History: Will require questionnaire capability for patient generated data.  There are products in the market place for patients to enter pre-visit info.  Questionnaire should collect standardized data elements that can be integrated back into or used by EHR. (Could be a separate module as long as the data supports functioning of the EHR.)  In terms of pt-reported data, most times the EHR requires an “acceptance” of the data before it is integrated. It is sourced, time stamped, sometimes prioritized for urgency, etc. Question for HITSC.

Caregiver Status and Role: DECAF is a structured approach for documenting the role family caregivers play in pt’s care:  D= Direct Care Provision, E= Emotional Support, C= Care Coordination, A= Advocacy, and F= Financial.


Patient Updates: Need to think through any complexities that could be created by patients sending updates.  What do providers really need to know?  What are the operational challenges in doing this?

	(Adaptation)
	After Visit Summary is made available
	The goal is concise and clear access to info about your most recent health and care, in terms patients can use and understand what they can do next, as well as when to call the doctor if certain symptoms/events arise.  

On next call, we will look at the list of current info required in AVS and revise.

	
	Receive alerts for drug recalls, devices or other safety alerts and set preferences for alerts. PLACEHOLDER ONLY.
	EHRs will be able to do this if they can A) Generate patient lists (Stage 1) and B) Communicate with patients based on their preferences (Stage 2).  Make sure that MU2 includes communication preferences for patients.  If so, can delete. 

The gap here may be devices because no standard device identifier and pharmacies, not physicians, typically track device and lot numbers (with exceptions)

	Ready Access

(New)
	EH & EP: Access and update patient whiteboard. E.g. a collaborative care platform.
	Central clearing house for which care team members will interact with patient for what purpose.  Include ability to track progress against care plan, and for patient/caregiver to input information or give feedback on info there. Interactive, collaborative, dynamic.  Not simply a document.  

	(New)
	Create/support capacity for online visits/consults: e.g., online encounters that could include secure messaging, uploading patient information, updating problem list, generating summary documents, etc.
	Supports encounters between patients and providers/care team members. Synchronous or a-synchronous. Create capacity, in support of future payment models.  Make sure that other data needed to support encounter is available from the EHR, and that info generated from the encounter is digestible by the EHR.  Make sure the communication is actionable for clinical or billing purposes.




Future stages:
Connecting to community resources: How to automate referrals, pull into after visit summary


Principles/Approach to Creating Parsimony:

The objective/measure:
1. Is not topped out- e.g., where there are gaps in achievement, or the threshold requirement is low, the objective should remain.  If EPs/EHs are achieving the objective for 50%-80% of patients, the objective can come out under the assumption that providers won’t stop doing it if it’s useful to them and to their patients.
2. Enables, supports or accelerates delivery system reform 
3. Is fed by or feeds into EHR
4. Is outcomes oriented or improves efficiency for patients or providers 
5. Info or function is actionable for patients and/or clinicians 
6. Is not already driven largely by market forces that will drive or continue to drive use
7. Should be widely applicable to a broad range of provider types (otherwise, consider removing or menu)
8. Should be aspirational but achievable 
9. Is clear in its meaning 
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