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PATIENT BETTER® PUBLIC RESEARCH COMPANION 

The Missing Patient 

Participation Layer in Healthcare 

What healthcare has already built - and the implementation gap Patient Better 

and MEARS are designed to address 

 

The central question 

Healthcare has built sophisticated systems for quality, access, interoperability, patient experience, 

health literacy, engagement, and performance measurement. But how do we systematically prepare 

people to participate effectively - and give organizations a practical way to support, document, measure, 

and report that participation? 

 

Based on a comparative review of CMS, HHS/Healthy People 2030, ASTP/ONC Health IT, AHRQ, CAHPS, NCQA/HEDIS, 

Medicare Advantage Star Ratings, and CMS quality programs. 
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Healthcare has solved important pieces of the problem 

The healthcare system is not ignoring patient engagement. Federal agencies, quality organizations, researchers, 

and health technology leaders have spent years improving the conditions around participation. They have created 

standards, strategies, surveys, digital access, quality measures, engagement toolkits, and accountability 
programs. 

That work matters. It also reveals a practical gap: patients are still routinely expected to perform complex 

healthcare tasks without a standardized system for learning, practicing, demonstrating, and sustaining the 

behaviors that participation requires. 

The finding in one sentence 

Healthcare has built the expectations and measurement systems around patient engagement; Patient 

Better is designed to build the participation capability underneath them. 

 

What do we mean by patient participation? 

Patient Better treats patient participation as a practical capability, not simply an attitude, a portal login, a survey 

score, or a willingness to engage. Participation shows up in what a person can actually do before, during, and 

between healthcare encounters. 

• Prepare for appointments and arrive with useful information. 

• Organize records, medications, questions, referrals, and follow-up needs. 

• Communicate clearly with healthcare professionals and ask informed questions. 

• Coordinate across providers, services, insurance processes, and home responsibilities. 

• Document what happened, understand next steps, and follow through. 

This behavioral framing is the foundation of Patient Better's Ten Guiding Principles and its broader Patient 

Participation Ecosystem. Patient Better's internal knowledge architecture defines participation as a skill that can 

be taught, practiced, measured, documented, and continuously improved.¹ 

What healthcare already has - and what is still 

disconnected 

Authority / framework What it does well What remains unresolved Where Patient Better fits 

CMS 
Sets engagement, quality, 

reporting, and accountability 

expectations. 

No single longitudinal system for 

teaching and documenting 

participation capability. 

Operational participation 

infrastructure below the policy and 

quality layer. 

HHS / Healthy People 2030 

Defines personal and 

organizational health literacy 

around finding, understanding, 

and using information. 

Defines the desired capability, 

but not a continuous 

participation operating system. 

Navigation Education and applied 

participation behaviors move from 

understanding to use. 

ASTP/ONC Health IT Expands electronic access, 

interoperability, APIs, and patient 

Access does not automatically 

create organization, 

interpretation, communication, 

Builds the human-use layer around 

digital access. 
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Authority / framework What it does well What remains unresolved Where Patient Better fits 

record access. or follow-through skills. 

AHRQ 

Provides evidence-based 

engagement, communication, 

safety, and implementation 

tools. 

Strong interventions remain 

purpose- and setting-specific. 

Connects education, application, 

assessment, documentation, and 

longitudinal reporting. 

CAHPS 
Measures patient experience, 

including communication, 

access, and coordination. 

Experience measurement is not 

the same as participation 

capability measurement. 

Works upstream by preparing and 

documenting participation behaviors. 

NCQA / HEDIS 
Measures healthcare 

performance and increasingly 
person-centered outcomes. 

Performance and goal measures 

do not teach the full set of 
healthcare participation skills. 

Adds participation capacity, 

intervention, and documentation 
before downstream performance 

measurement. 

CMS Stars / MIPS 

Creates incentives and 

accountability for quality, 

experience, access, 

coordination, and engagement. 

Organizations still need practical 

workflows for making 

engagement happen. 

Provides a structured participation 

workflow that can support quality-

improvement work without claiming 

automatic measure credit. 
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What the major authorities are doing - and the 

participation question that remains 

CMS: Person and Family Engagement 

What exists today 

CMS explicitly treats person and family engagement as part of healthcare quality. Its current Person and Family 

Engagement strategy asks patients and families to participate in the design, delivery, and evaluation of care, while 

CMS quality programs measure outcomes, processes, experience, access, and other dimensions of performance. 

The remaining participation question 

CMS can establish the expectation that people participate and can measure whether organizations meet quality 

requirements. The practical question remains: how does a provider, plan, or organization prepare an individual to 

perform the behaviors that participation requires and create structured evidence of that participation over time? 

How Patient Better is designed to address it 

Patient Better is designed to sit below the policy layer. The Academy and books teach participation skills; 

appointment and organization tools help people apply them; professional assessments identify participation 

needs; the Licensing Suite supports intervention and documentation; MAPS supports implementation; and MEARS 

is designed to aggregate participation activity into usable reporting. 

Source: CMS - Person and Family Engagement - https://www.cms.gov/medicare/quality/initiatives/hospital-quality-initiative/person-

family-engagement 

HHS / Healthy People 2030: From understanding to use 

What exists today 

Healthy People 2030 defines personal health literacy as the ability to find, understand, and use information and 

services for health-related decisions and actions. It also defines organizational health literacy, explicitly 
recognizing that healthcare organizations share responsibility for enabling people to use information and services. 

The remaining participation question 

The definition correctly moves beyond passive comprehension. But an organization still needs a practical method 

for teaching the behaviors behind "use": preparation, communication, organization, coordination, documentation, 

decision support, and follow-through. 

How Patient Better is designed to address it 

Patient Better operationalizes this transition from information to behavior. Navigation Education teaches how 

healthcare works and how to use it. The Academy, books, workbook, physical organization system, and digital tools 

give people repeated opportunities to practice. Assessments and professional workflows are designed to make 

those capabilities visible rather than assumed. 

Source: HHS / Healthy People 2030 - Health Literacy - https://odphp.health.gov/healthypeople/priority-areas/health-literacy-healthy-

people-2030 

ASTP/ONC Health IT: Access is not the same as participation 

What exists today 

ASTP/ONC has dramatically expanded electronic access to health information. In 2024, 65% of individuals 

accessed an online medical record or patient portal and 57% used an app to access records. At the same time, 

https://www.cms.gov/medicare/quality/initiatives/hospital-quality-initiative/person-family-engagement
https://www.cms.gov/medicare/quality/initiatives/hospital-quality-initiative/person-family-engagement
https://odphp.health.gov/healthypeople/priority-areas/health-literacy-healthy-people-2030
https://odphp.health.gov/healthypeople/priority-areas/health-literacy-healthy-people-2030
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59% had multiple portals or online records, while only 7% used an organizing app to combine information across 

portals. 

The remaining participation question 

Digital access answers "Can the person get the information?" It does not fully answer "Does the person know what 

matters, how to organize it, what to communicate, what action to take, and how to follow through?" 

How Patient Better is designed to address it 

Patient Better is designed as the human-use layer around access. Its education, books, organizer, appointment 

tools, documentation methods, and AI navigation help people turn available information into prepared action. 
MEARS is designed to make the resulting engagement activities visible to organizations. 

Source: ASTP/ONC - Individuals' Access and Use of Patient Portals and Smartphone Health Apps, 2024 - 

https://healthit.gov/data/data-briefs/individuals-access-and-use-patient-portals-and-smartphone-health-apps-2024/ 

AHRQ: Strong engagement tools, but no single longitudinal participation system 

What exists today 

AHRQ offers some of the strongest federal implementation resources for patient and family engagement. Its guides 

include tested strategies for communication, discharge, safety, patient advisors, and other engagement activities. 
AHRQ also explicitly recognizes that communication is two-way: the patient's ability to express, interpret, and act 

on information affects the experience of care. 

AHRQ's CAHPS improvement guidance also recognizes the patient side of communication, including the ability to 

express needs, process information, and act on it. 

The remaining participation question 

AHRQ proves that healthcare does have real engagement interventions. The gap is not the absence of tools. The 

gap is the lack of one connected system that follows participation capability across settings and time - from 

learning, to application, to assessment, to documentation, to reporting. 

How Patient Better is designed to address it 

Patient Better is designed to connect those stages. Rather than offering one encounter-specific engagement 

intervention, it builds a repeatable participation method that can be used before, during, and between encounters. 

Source: AHRQ - Guide to Patient and Family Engagement in Hospital Quality and Safety - https://www.ahrq.gov/patient-

safety/patients-families/engagingfamilies/guide.html 

CAHPS: Experience measurement is not participation measurement 

What exists today 

CAHPS is a mature, validated system for measuring patient experience. It captures dimensions such as 

communication, access, coordination, courtesy, respect, and overall ratings. 

The remaining participation question 

CAHPS asks what the patient experienced. A participation system asks a different set of questions: Was the person 
prepared? What participation behaviors occurred? What support was needed? Was participation capability 

strengthened? What happened between encounters? 

How Patient Better is designed to address it 

https://healthit.gov/data/data-briefs/individuals-access-and-use-patient-portals-and-smartphone-health-apps-2024/
https://www.ahrq.gov/patient-safety/patients-families/engagingfamilies/guide.html
https://www.ahrq.gov/patient-safety/patients-families/engagingfamilies/guide.html
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Patient Better is designed to work upstream of experience measurement. It prepares the person to participate, 

gives professionals methods to identify and support participation needs, and uses MEARS to structure 

participation-related documentation and reporting. It should complement - not replace - CAHPS. 

Source: AHRQ - CAHPS Measures of Patient Experience - https://www.ahrq.gov/cahps/consumer-reporting/measures/index.html 

NCQA / HEDIS: Measuring performance and what matters to people 

What exists today 

HEDIS is one of healthcare's most widely used performance-improvement systems; NCQA reports that more than 

235 million people are enrolled in plans reporting HEDIS results. NCQA is also advancing Person-Centered 

Outcome measures that identify a person's goal, document it, follow up, and assess progress or achievement. 

The remaining participation question 

These are sophisticated measurement systems. But performance measurement and goal attainment are different 

constructs from participation capability. A person may have a meaningful goal and still lack the practical skills 

needed to navigate appointments, records, referrals, insurance processes, communication, and follow-through. 

How Patient Better is designed to address it 

Patient Better is designed to add an upstream participation layer: teach the skills, assess participation capacity 

and readiness, support application, document participation activity, and create longitudinal information that can 
inform improvement work. It is not a substitute for HEDIS or NCQA measures. 

Source: NCQA - HEDIS Measures and Technical Resources - https://www.ncqa.org/hedis/measures/ 

Source: NCQA - Person-Centered Outcome Measures - https://www.ncqa.org/hedis/reports-and-research/pco-measures/ 

CMS Star Ratings and Quality Programs: Accountability needs an implementation 

layer 

What exists today 

CMS Star Ratings compare Medicare plan quality across outcomes, intermediate outcomes, process, patient 

experience, and access. CMS quality programs also include patient and family engagement, care coordination, 

and other improvement priorities. 

The remaining participation question 

These systems create accountability for results. They do not, by themselves, provide every organization with a 

standardized method for preparing members or patients to carry out the behaviors that successful participation 

may require. 

How Patient Better is designed to address it 

Patient Better is designed as an upstream implementation layer. It can help organizations identify participation 

barriers earlier, teach and support participation, document the support and activities that occur, and use MEARS to 
organize participation information for improvement. Any claim tied to a specific CMS measure or payment 

requirement would require measure-by-measure validation. 

Source: CMS - Contract Year 2027 Medicare Advantage and Part D Final Rule - https://www.cms.gov/newsroom/fact-sheets/contract-

year-2027-medicare-advantage-part-d-final-rule 

Source: CMS - Electronic Clinical Quality Measures Basics - https://www.cms.gov/medicare/regulations-guidance/promoting-

interoperability-programs/electronic-clinical-quality-measures-basics 

  

https://www.ahrq.gov/cahps/consumer-reporting/measures/index.html
https://www.ncqa.org/hedis/measures/
https://www.ncqa.org/hedis/reports-and-research/pco-measures/
https://www.cms.gov/newsroom/fact-sheets/contract-year-2027-medicare-advantage-part-d-final-rule
https://www.cms.gov/newsroom/fact-sheets/contract-year-2027-medicare-advantage-part-d-final-rule
https://www.cms.gov/medicare/regulations-guidance/promoting-interoperability-programs/electronic-clinical-quality-measures-basics
https://www.cms.gov/medicare/regulations-guidance/promoting-interoperability-programs/electronic-clinical-quality-measures-basics
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The Patient Better answer: build the participation layer as 

a system 

The competitive difference is not one survey, one course, one app, or one dashboard. Patient Better is designed as 
a connected ecosystem in which each component performs a different job in the participation cycle. 

Function Patient Better components What the function changes 

Teach 
Patient Better Academy; three-book 

series; Navigation Education 

Explains how to function as a patient within the 

healthcare system, not just information about a 

diagnosis. 

Practice & organize 
Workbook; health-management tools; 

physical organization system; digital 

toolkit 

Turns learning into repeatable preparation, record 

management, documentation, and follow-through 

behaviors. 

Prepare for care 
Appointment Prep Pathway; Appointment 

Companion; question and documentation 

tools 

Moves participation upstream so the person arrives 

better prepared for the encounter. 

Assess 
Healthcare Proficiency Challenge; 

Participation Readiness Assessment; 

completion/evaluation tools 

Makes participation capacity and readiness visible 

rather than assumed. 

Support & document 
Licensing Suite; professional workflows; 

participation documentation tools 

Gives healthcare professionals a repeatable method 

for identifying gaps, supporting participation, and 

recording activity. 

Implement MAPS 
Provides the operational framework for integrating 

Patient Better participation methods into 

organizations. 

Measure & report MEARS 
Designed to organize engagement activities into 

measurable, longitudinal participation information for 

improvement and reporting. 

Reinforce & navigate 
Patient Better AI Navigator and supporting 

resources 
Extends education and navigation support beyond a 

single encounter or document. 

MEARS is not the whole ecosystem 

MEARS becomes meaningful because the surrounding Patient Better system creates the education, assessment, 

support, application, and documentation activities that can be measured and reported. The solution is the connected 

cycle - not a stand-alone score. 

 

Before, during, and between encounters 

BEFORE  Learn how healthcare works. Organize records. Prepare questions. Identify participation barriers. 

Understand what information is needed. 
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DURING  Communicate. Ask questions. Share organized information. Participate in decisions. Confirm 

understanding and next steps. 

BETWEEN  Document what happened. Complete follow-up. Coordinate services. Manage records and 

responsibilities. Prepare for the next interaction. 

MEARS is designed to connect these stages so participation is not reduced to one portal click, one survey 
response, one signed form, or one encounter. 

The Ten Guiding Principles behind the approach 

1. Healthcare works best when less time is spent reconstructing the past and more time is spent delivering care. 

2. Patients cannot be expected to participate effectively until they are taught how. 

3. Health literacy is best demonstrated through behavior, not assumed through knowledge. 

4. The most valuable quality insights are those identified before they become quality problems. 

5. Healthcare participation is a lifelong skill developed before, during, and between healthcare encounters. 

6. Patient education is most effective when each type of education has a clearly defined purpose. 

7. True equity begins by understanding each patient's participation capacity. 

8. Navigation education prepares patients to participate before participation is expected. 

9. Whole-person care reaches its full potential when patients are prepared to participate as partners. 

10. Educational methods should be designed for the learner, not simply the information being taught. 

Source: Patient Better Knowledge Operating System (PB-KOS), Ten Guiding Principles.¹ 
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Questions this research is designed to answer 

These questions can be used as public webpage accordion headings. Each one points back to the same central 

issue: healthcare has strong standards and measures, but participation itself still needs an implementation layer. 

How do healthcare organizations increase patient participation? 

By combining opportunities to engage with actual preparation: teach the skills, identify barriers, support the 

behavior, document what occurred, and reinforce participation over time. 

What is the difference between patient engagement and patient participation? 

Engagement is often used broadly for involvement, interaction, or activation. Patient Better uses participation more 

behaviorally: what the person is prepared and able to do within healthcare. 

How can patient participation be measured? 

Not by one score alone. A useful system can examine capacity/readiness, observable participation activities, 

support provided, application over time, and change across the healthcare journey. 

How is patient participation different from CAHPS patient experience? 

CAHPS measures the experience of care. Participation measurement focuses on the person's preparedness, 

behaviors, support needs, and participation activity. 

How does patient participation relate to HEDIS? 

HEDIS measures healthcare performance. Participation is an upstream human capability that may influence 

whether people can successfully navigate and act within the care processes being measured. 

Why are patient portals not enough? 

Portals improve access. People still need practical skills to organize, interpret, communicate, coordinate, and act 

on the information they can access. 

How does health literacy become healthcare behavior? 

Understanding becomes useful when a person can apply it: preparing, asking, organizing, documenting, deciding, 

coordinating, and following through. 

How can healthcare organizations identify participation barriers earlier? 

By assessing participation capacity and readiness before the barrier appears downstream as missed information, 

poor preparation, communication difficulty, or failed follow-through. 

What does MEARS measure and report? 

MEARS is designed to structure engagement and participation activities generated across the Patient Better 

ecosystem so organizations can analyze patterns, support needs, interventions, and progress over time. 

Does MEARS replace CMS, HEDIS, CAHPS, or NCQA measures? 

No. It is designed as complementary participation infrastructure. Any formal linkage to a specific measure, 

payment program, or compliance requirement must be validated against that program's current specifications. 

Why does Patient Better use books and physical tools in a digital healthcare environment? 

Participation happens in real life, not only inside software. Printed guides, workbooks, notebooks, and organization 

tools create durable ways to learn, practice, document, and carry information across settings. 

What makes the Patient Better approach different? 
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The system connects consumer education and application with professional assessment, workflow support, 

documentation, implementation, measurement, reporting, and reinforcement rather than treating each as a 

separate intervention. 

The opportunity 
The strongest conclusion from this review is not that healthcare lacks patient-engagement work. Healthcare has a 

great deal of it. The opportunity is that the work is distributed across policy, health literacy, technology, 

engagement interventions, experience measurement, performance measurement, and quality programs. 

The implementation bridge 

Patient Better is designed to connect those layers by preparing people for participation and giving 

organizations a repeatable way to assess, support, document, measure, and report participation before, 

during, and between healthcare encounters. 

 

That is the role MEARS is intended to play inside the broader Patient Better ecosystem: not replacing authoritative 

healthcare frameworks, but making the human participation layer more visible, teachable, usable, and 
measurable. 

Important evidence boundary 

This analysis identifies a structural implementation gap across the authoritative frameworks reviewed. It does not 

claim that no healthcare organization, vendor, research group, or program has ever created a similar individual 

component. Patient Better should also avoid claims that MEARS automatically improves a specific HEDIS 

measure, CAHPS score, CMS Star Rating, MIPS result, clinical outcome, or reimbursement result unless that 

relationship has been independently validated. 
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Selected authoritative sources 

CMS - Person and Family Engagement 

https://www.cms.gov/medicare/quality/initiatives/hospital-quality-initiative/person-family-engagement 

CMS - Electronic Clinical Quality Measures Basics 

https://www.cms.gov/medicare/regulations-guidance/promoting-interoperability-programs/electronic-clinical-

quality-measures-basics 

CMS - Contract Year 2027 Medicare Advantage and Part D Final Rule 

https://www.cms.gov/newsroom/fact-sheets/contract-year-2027-medicare-advantage-part-d-final-rule 

HHS / Healthy People 2030 - Health Literacy 

https://odphp.health.gov/healthypeople/priority-areas/health-literacy-healthy-people-2030 

ASTP/ONC - Individuals' Access and Use of Patient Portals and Smartphone Health Apps, 2024 

https://healthit.gov/data/data-briefs/individuals-access-and-use-patient-portals-and-smartphone-health-apps-

2024/ 

AHRQ - Guide to Patient and Family Engagement in Hospital Quality and Safety 

https://www.ahrq.gov/patient-safety/patients-families/engagingfamilies/guide.html 

AHRQ - Tools To Help Patients Communicate Their Needs 

https://www.ahrq.gov/cahps/quality-improvement/improvement-guide/6-strategies-for-

improving/communication/strategy6htools.html 

AHRQ - CAHPS Measures of Patient Experience 

https://www.ahrq.gov/cahps/consumer-reporting/measures/index.html 

NCQA - HEDIS Measures and Technical Resources 

https://www.ncqa.org/hedis/measures/ 

NCQA - Person-Centered Outcome Measures 

https://www.ncqa.org/hedis/reports-and-research/pco-measures/ 

Patient Better source foundation 

¹ Patient Better Knowledge Operating System (PB-KOS), including Brand Differentiation, Ten Guiding Principles, 

Patient Participation Framework, product architecture, professional solutions, MAPS, MEARS, and the integrated 
ecosystem description. Internal Patient Better source used to describe Patient Better's own terminology, products, 

and intended framework. 

For the complete methodology, organization-by-organization evidence review, validation agenda, and detailed 

competitive analysis, see the companion report: MEARS Competitive Gap Analysis (Patient Better®, August 2026). 

https://www.cms.gov/medicare/quality/initiatives/hospital-quality-initiative/person-family-engagement
https://www.cms.gov/medicare/regulations-guidance/promoting-interoperability-programs/electronic-clinical-quality-measures-basics
https://www.cms.gov/medicare/regulations-guidance/promoting-interoperability-programs/electronic-clinical-quality-measures-basics
https://www.cms.gov/newsroom/fact-sheets/contract-year-2027-medicare-advantage-part-d-final-rule
https://odphp.health.gov/healthypeople/priority-areas/health-literacy-healthy-people-2030
https://healthit.gov/data/data-briefs/individuals-access-and-use-patient-portals-and-smartphone-health-apps-2024/
https://healthit.gov/data/data-briefs/individuals-access-and-use-patient-portals-and-smartphone-health-apps-2024/
https://www.ahrq.gov/patient-safety/patients-families/engagingfamilies/guide.html
https://www.ahrq.gov/cahps/quality-improvement/improvement-guide/6-strategies-for-improving/communication/strategy6htools.html
https://www.ahrq.gov/cahps/quality-improvement/improvement-guide/6-strategies-for-improving/communication/strategy6htools.html
https://www.ahrq.gov/cahps/consumer-reporting/measures/index.html
https://www.ncqa.org/hedis/measures/
https://www.ncqa.org/hedis/reports-and-research/pco-measures/
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