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CONSIDERATIONS FOR MEASURING PERSON AND FAMILY ENGAGEMENT AND ACTIVATION IN 
MEDICAID 

This brief provides state Medicaid agencies with an 
overview of the current approaches and challenges to 
measuring person and family engagement (PFE) and 
activation, for purposes of improving quality of care. PFE 
can enhance safety through person and family education, 
increase person and provider satisfaction through their 
investment with care, and ultimately improve health 
outcomes and lower costs (Carman et al. 2014). As such, 
PFE in care can be considered to be a key strategy for 
advancing quality, necessitating measures to help state 
Medicaid agencies gauge the implementation of PFE and 
its outcomes in health care delivery settings.  

Within the PFE framework shown in the figure below, the PFE continuum begins with person and family 
education and involvement, and then leads to person and family motivation and activation to make more 
informed choices, satisfaction with care, and provider retention. Ultimately, this can lead to changes in 
health outcomes and costs.  

Figure 1. Understanding measurements areas for person and family engagement in direct care 

 
Source: Based on content in Barello et al. (2014) and Carman et al. (2013, 2014). 

 

http://patientfamilyengagement.org/
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Using this continuum as a guide, existing PFE measures were identified by searching through peer-
reviewed literature, gray literature, and CMS publications. Key concepts used for the search included 
person, patient, or family engagement, experience, satisfaction, behavior, and education. Information on 
the measures included in this analysis is derived from eight separate sources: Altarum Institute, Child and 
Adolescent Health Measure Initiative, CMS Quality Measure Inventory in August 2017, Medicare and 
Medicaid Research Review, Frontiers in Psychology, Health Research and Education Trust, BioMed 
Research International, and Psychology Services Limited. Of the 35 measures identified, 18 are process 
measures and 17 are patient-reported outcome measures. Many of them also refer to specific conditions or 
settings, such as cardiovascular health, home health, and smoking cessation, whereas a few others are 
applicable for more general uses across health care settings. Note that some of these measures are 
composites of multiple items within a single survey instrument. These composite measures are often 
referred to as scales, but, for consistency, this brief will refer to them as measures.    

Current measures of engagement and activation in direct care 
Given PFE’s continued and increasing importance in improving quality of care, evidence-based measures 
are necessary to capture the degree to which various initiatives increase PFE. However, the lack of shared 
guidelines to achieve PFE contributes to variation in the types of instruments used to carry out reliable 
assessments of PFE. Within the PFE assessment “tool box” are several existing measures that can be 
grouped into the three areas: education and involvement, motivation and self-efficacy, and behavior change 
and activation. The box below describes these PFE measure categories. Attachment A includes more 
details on the individual PFE measures reviewed for this brief. 

 

Education and involvement measures. The 20 PFE measures reviewed in this measurement area 
capture the bidirectional flow of information between a person receiving care and his or her provider that 
results in treatment decisions based on the patient’s preferences, medical evidence, and clinical judgement 
(Carman et al. 2013). As shown in Attachment A, the 15 measures that use administrative data sources 
focus on physician counseling, patient education, communication, and shared decision making; the 
administrative data sources for these measures include the Outcome and Assessment Information Set 
(OASIS), electronic medical records, and registry data. The three measures from the Consumer 
Assessment of Healthcare Providers and Systems (CAHPS) surveys examine provider efforts to assist 
patients and families navigate their health care and the extent to which this is conducted with cultural and 
linguistic competence.  

http://content.healthaffairs.org/content/32/2/223.abstract
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Motivation and self-efficacy measures. Nine survey measures, all which rely on self-reported data, track 
the level of patient motivation, confidence, and skills. Many of these measures are based on the 
transtheoretical model that includes the Stages of Change detailing the levels of an individual’s readiness 
to act on a new healthier behavior (Prochaska and DiClemente 2005).1 One well-known example is the 
Patient Activation Measure, which assesses an individual’s knowledge, goal-orientation, and capacity for 
proactively managing one’s health and treatment. Some recently developed measures also take a closer 
look at the complex emotional and motivational experience of patients as they engage in the management 
of their own care. The Patient Health Engagement Scale offers a psychological elaboration of the “process-
like and multi-dimensional experience, resulting from the conjoint cognitive (think), emotional (feel), and 
conactive (act) enactment of individuals toward their health management” (Graffigna et al. 2015). The 
Patient Activation Supplement for the Medicare Current Beneficiary Survey is designed to capture patients’ 
confidence in their capacity for self-care and their ability to seek information about their diagnosis or 
treatment. 

Behavior change and activation measures. During the review process, six measures were identified that 
focused on the behaviors of an activated person who is ready to engage in his/her care, or perceptions that 
correlate highly with healthy behaviors such as exercise, weight management, and commitment to a 
treatment regimen. The Morisky Medication Adherence Scale is a four-question survey that assesses 
patients’ likelihood of continuing their prescribed drug therapy and indicates patients’ reasoning for non-
adherence. The Altarum Consumer Engagement measure uses items in a survey to assess three domains 
of engagement: commitment, informed choice, and navigation. These three domains describe how 
consumers think and act on information about their health care. Two administrative measures are related to 
medication adherence.  

Considerations for measuring person and family engagement 
Although selecting specific measures to assess PFE will depend on the purposes and capacity for 
measurement, the review uncovered several considerations to assist states with understanding limitations 
crosscutting measures reviewed. These limitations largely are due to PFE’s complex and multicomponent 
nature and the relative recent emergence of the field. Key considerations for discussion include data 
sources and burden, cultural and linguistic appropriateness of existing instruments, and inclusion of family 
in measurement. 

Data sources and burden. Of the three measurement categories listed above, education and involvement 
measures can most easily leverage administrative data as a source. Due to the emotional and perceptual 
dimensions of motivation and activation, capturing information about the other two categories must rely on 
person-level reporting. Consequently, measures in the categories of motivation and self-efficacy and 
behavior change and activation are often subject to the same advantages and challenges as quality 
measures for which surveys are the data source (for example, burden of data collection, nonresponse bias, 
and recall bias).  

                                                 
1 The six stages of change include: (1) precontemplation—not ready to take action and unaware that behavior is problematic; (2) 
contemplation—beginning to recognize that behavior is problematic; (3) preparation—intending  to take action in the immediate 
future or taking small steps toward behavior change; (4) action—making specific overt behavior modifications; (5) maintenance—
sustaining action for at least six months and working to prevent relapse; and (6) termination—not returning to old unhealthy habit 
(Prochaska and Velicer 1997). 

https://books.google.com/books?hl=en&lr=&id=sIkRDAAAQBAJ&oi=fnd&pg=PA147&dq=Prochaska,+James+O.+and+DiClemente,+Carlo+C.+(2005).+%22The+transtheoretical+approach&ots=FWFG17N0RY&sig=pMbgF8WfpSagfmlcehUwZJ1RsDc#v=onepage&q&f=false
http://journal.frontiersin.org/article/10.3389/fpsyg.2015.00274/full
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Cultural and linguistic competency. Developing and validating measures is a resource-intensive 
undertaking. Given the relatively recent development of PFE measures, it is not surprising that these 
measures are often validated for a limited number of languages and do not always address a broad array of 
cultural and linguistic appropriateness and health literacy (McQuillen et al. 2013). For example, the majority 
of survey sources for identified measures are available only in English or Spanish. More of these 
instruments may be translated over time, but for now, states should use and interpret these measures with 
caution for underrepresented populations. A tool to help states in thinking about cultural competency in 
fielding PFE measures are the National Standards for Culturally Appropriate Services (CLAS) in health care 
(Think Cultural Health n.d.). Documentation for the National CLAS Standards describes how to integrate 
these standards into measurement and continuous quality improvement activities. 

Inclusion of family in measurement. The majority of engagement measures assess person- or patient-
level outcomes. The few that examine family or community involvement are primarily aimed at caregivers of 
family members, such as parents of children in treatment (though less so for adult caregivers of elderly 
parents). Surveys containing at least one question on caregiver engagement or involvement in decision 
making for their family member’s care or treatment include the CAHPS Medicaid 5.0 (Adult and Child) 
Survey, the CAHPS item set for children with chronic conditions, and the Child and Adolescent Health 
Measurement Initiative (CAHMI): Promoting Healthy Development Survey. Until more validated measures 
are developed for family engagement, there is a fairly limited selection and states may want to consider 
identifying proxy measures using CAHPS and CAHMI as example measures. 

Conclusion 
There are a variety of measures currently available that states can use to assess PFE, depending on the 
aspect for assessment. And, an even larger selection of measures should become available as the field 
and interest in PFE continues to grow. In particular, key areas for further development are cultural and 
linguistic competency in PFE quality measurement and family engagement. Given the diversity of the 
Medicaid population, state efforts to address these gaps will be critical to engaging all beneficiaries and 
their families. The examples of PFE measures highlighted in this brief should be seen as a starting point for 
states to consider and not an exhaustive list of measures available. 

https://participatorymedicine.org/journal/evidence/case-studies/2013/02/27/challenges-in-measuring-patient-participation/
https://www.thinkculturalhealth.hhs.gov/pdfs/EnhancedNationalCLASStandards.pdf
https://www.thinkculturalhealth.hhs.gov/pdfs/EnhancedNationalCLASStandards.pdf
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Attachment A. Person and Family Engagement Measures Reviewed, August 2017 

CMS Measure ID NQF ID Measure Title Steward 

Education and Involvement 
0007, 0024, 

0031 9999 Adult Smoking Cessation Advice/Counseling Centers for Medicare & Medicaid Services (CMS) 

0209 0520 Drug Education on All Medications Provided to Patient/Caregiver During Short-Term Episodes 
of Care Centers for Medicare & Medicaid Services (CMS) 

0976 9999 Drug Education on High-Risk Medications Provided to Patient/Caregiver at Start of Episode Centers for Medicare & Medicaid Services (CMS) 

0978 9999 Drug Education on All Medications Provided to Patient/Caregiver During Long-Term Episodes 
of Care Centers for Medicare & Medicaid Services (CMS) 

1444 0375 Venous Thromboembolism Discharge Instructions The Joint Commission 

1668 1647 Beliefs/Values Addressed (if desired by the patient) Deyta, LLC 

1673 2631 Percent of Long-Term Care Hospital Patients with an Admission and Discharge Functional 
Assessment and a Care Plan That Addresses Function Centers for Medicare & Medicaid Services (CMS) 

1985 9999 Patient-Centered Surgical Risk Assessment and Communication American College of Surgeons 

2386 9999 Discussion and Shared Decision Making Surrounding Treatment Options American Gastroenterological Association 

2517 0005 Consumer Assessment of Healthcare Providers and Systems (CAHPS) for PQRS 
Clinician/Group Survey Agency for Healthcare Research & Quality (AHRQ) 

2595 2631 An Application of Percent of Long-Term Care Hospital Patients with an Admission and 
Discharge Functional Assessment and a Care Plan that Addresses Function Centers for Medicare & Medicaid Services (CMS) 

2704, 2705 9999 Drug Education on All Medications Provided to Patient/Caregiver during All Episodes of Care Centers for Medicare & Medicaid Services (CMS) 

2826 9999 Aspirin Use and Discussion National Committee for Quality Assurance  

2829 9999 Behavioral Health Risk Assessment - Maternal Care American Medical Association - Physician Consortium 
for Performance Improvement (AMA-PCPI) 

2840 9999 Consumer Assessment of Healthcare Providers and Systems (CAHPS) Children with Chronic 
Conditions Supplemental Item set Agency for Healthcare Research & Quality (AHRQ) 

2857, 2905 9999 Consumer Assessment of Healthcare Providers and Systems (CAHPS) for Accountable Care 
Organizations Agency for Healthcare Research & Quality (AHRQ) 

2924 2631 Application of Percent of Long-Term Care Hospital Patients with an Admission and Discharge 
Functional Assessment and a Care Plan That Addresses Function Centers for Medicare & Medicaid Services (CMS) 

3146 9999 Documentation of discussion with patients about potential use of field-directed therapies prior to 
destruction of actinic keratoses American Academy of Dermatology 

3471 9999 Patient engagement prior to uterine artery embolization for symptomatic leiomyomata and/or 
adenomyosis Society of Interventional Radiology 

N/A N/A Child and Adolescent Health Measurement Initiative (CAHMI): Promoting Healthy Development 
Survey Johns Hopkins Bloomberg School of Public Health  
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 CMS Measure ID NQF ID Measure Title Steward 

Motivation and Self-Efficacy 

1700 0228 3-Item Care Transitions Measure (CTM-3) University of Colorado Denver Anschutz Medical 
Campus 

2842 9999 Consumer Assessment of Healthcare Providers and Systems (CAHPS) Cultural Competence 
Item Set Agency for Healthcare Research & Quality (AHRQ) 

5525 9999 Application of IRF Functional Outcome Measure: Discharge Self-Care Score for Medical 
Rehabilitation Patients  Centers for Medicare & Medicaid Services (CMS) 

5526 9999 Application of IRF Functional Outcome Measure: Discharge Mobility Score for Medical 
Rehabilitation Patients  Centers for Medicare & Medicaid Services (CMS) 

N/A N/A Consumer Assessment of Healthcare Providers and Systems (CAHPS) Health Literacy Item 
Set Agency for Healthcare Research & Quality (AHRQ) 

N/A N/A Patient Activation Measure (PAM) University of Oregon 

N/A N/A Patient Attitude, Motivation and Perception Assessment (PAMPA): Patient Attitude 
Questionnaire (PAQ) Psychology Services, Ltd. 

N/A N/A Patient Attitude, Motivation and Perception Assessment (PAMPA): Patient Motivation Inventory 
(PMI) Psychology Services, Ltd. 

N/A N/A Patient Attitude, Motivation and Perception Assessment (PAMPA): Patient Perception 
Questionnaire (PPQ) Psychology Services, Ltd. 

N/A N/A Patient Health Engagement Scale (PHE-s) Università Cattolica del Sacro Cuore, Milan, Italy 

Behavior Change and Activation 

4074 0541 Medication Adherence for Cholesterol (Statins) Pharmacy Quality Alliance (PQA, Inc.) 

5583 9999 Continuation of Medications Within 30 Days of Inpatient Psychiatric Discharge Centers for Medicare & Medicaid Services (CMS) 

N/A N/A Altarum Consumer Engagement (ACE) measure Altarum Institute 

N/A N/A Medicare Current Beneficiary Survey (MCBS) Community Questionnaire, Patient Activation 
Supplement  NORC at the University of Chicago 

N/A N/A Morisky Medication Adherence Scale (MMAS-4) University of California, Los Angeles Fielding School 
of Public Health 

 



 

 
 
 7 July 2018 

References 
Altarum Institute. “Assessing Consumer Engagement in Health Care: The Altarum Consumer Engagement 

(ACE) Measure.” April 11, 2014. Available at http://altarum.org/sites/default/files/uploaded-related-
files/ProductSheet_ACE_09.pdf. Accessed August 2, 2017. 

Barello, S., G. Graffigna, E. Vegni, and A.C. Bosio. “The Challenges of Conceptualizing Patient 
Engagement in Health Care: A Lexicographic Literature Review.” The Journal of Participatory 
Medicine, vol. 6, no. e9, June 2014.  

Carman, Kristin L., Pam Dardess, Maureen Maurer, Shoshanna Sofaer, Karen Adams, Christine Bechtel, 
and Jennifer Sweeney. “Evidence & Potential: Patient and Family Engagement: A Framework for 
Understanding the Elements and Developing Interventions and Policies.” Health Affairs, vol. 32, no. 2, 
February 2013, pp. 223–231.  

Carman, K.L., P. Dardess, M.E. Maurer, T. Workman, D. Ganachari, and E. Pathak-Sen. “A Roadmap for 
Patient and Family Engagement in Healthcare Practice and Research.” Palo Alto, CA: Gordon and 
Betty Moore Foundation, September 2014.   

Centers for Medicare & Medicaid Services. “CMS Quality Measure Inventory.” Updated July 2017. 
Available at https://www.cms.gov/Medicare/Quality-Initiatives-Patient-Assessment-
Instruments/QualityMeasures/CMS-Measures-Inventory.html. Accessed August 2, 2017. 

Centers for Medicare & Medicaid Services. “Person and Family Engagement Strategy: Sharing with our 
Partners.” November 2016. Available at https://www.cms.gov/Medicare/Quality-Initiatives-Patient-
Assessment-Instruments/QualityInitiativesGenInfo/Downloads/Person-and-Family-Engagement-
Strategy-Summary.pdf. Accessed August 2, 2017. 

Child and Adolescent Health Measure Initiative. “Promoting Health Development Survey, Implementation 
Guidelines.” 2006. Available at http://www.cahmi.org/wp-
content/uploads/2014/08/PHDS_ImplementationGuidelineManual_2006.pdf. Accessed August 2, 
2017. 

Graffigna, Guendalina, Serena Barello, Andrea Bonanomi, and Edoardo Lozza. “Measuring Patient 
Engagement: Development and Psychometric Properties of the Patient Health Engagement (PHE) 
Scale.” Frontiers in Psychology, vol. 6, March 2015, p. 274. 

Hibbard, Judith H., Jean Stockard, Eldon R. Mahoney, and Martin Tusler. “Development of the Patient 
Activation Measure (PAM): Conceptualizing and Measuring Activation in Patients and Consumers.” 
Health Research and Education Trust, vol. 39, no. 4(Part 1), August 2004, pp. 1005–1026. 

Lam, Yin Wai, and Paula Fresco. “Medication Adherence Measures: An Overview.” BioMed Research 
International, October 2015, Article ID 217047.  

McQuillen, Kelly, Connie Davis, Kendall Ho, Patrick McGowan, Joyce Resin, Kimberley McEwan, Liza 
Kallstrom, and Chris Rauscher. “Challenges in Measuring Patient Participation: Case Studies from 
British Columbia’s Patients as Partners Initiative.” The Journal of Participatory Medicine, vol. 5, no. 
e10, February 2013.  

http://altarum.org/sites/default/files/uploaded-related-files/ProductSheet_ACE_09.pdf
http://altarum.org/sites/default/files/uploaded-related-files/ProductSheet_ACE_09.pdf
https://www.cms.gov/Medicare/Quality-Initiatives-Patient-Assessment-Instruments/QualityMeasures/CMS-Measures-Inventory.html
https://www.cms.gov/Medicare/Quality-Initiatives-Patient-Assessment-Instruments/QualityMeasures/CMS-Measures-Inventory.html
https://www.cms.gov/Medicare/Quality-Initiatives-Patient-Assessment-Instruments/QualityInitiativesGenInfo/Downloads/Person-and-Family-Engagement-Strategy-Summary.pdf
https://www.cms.gov/Medicare/Quality-Initiatives-Patient-Assessment-Instruments/QualityInitiativesGenInfo/Downloads/Person-and-Family-Engagement-Strategy-Summary.pdf
https://www.cms.gov/Medicare/Quality-Initiatives-Patient-Assessment-Instruments/QualityInitiativesGenInfo/Downloads/Person-and-Family-Engagement-Strategy-Summary.pdf
http://www.cahmi.org/wp-content/uploads/2014/08/PHDS_ImplementationGuidelineManual_2006.pdf
http://www.cahmi.org/wp-content/uploads/2014/08/PHDS_ImplementationGuidelineManual_2006.pdf


 

 
 
 8 July 2018 

Parker, Jessie L., Joseph F. Regan, and Jason Petroski. “Beneficiary Activation in the Medicare 
Population.” Medicare and Medicaid Research Review, vol. 4, no. 4, 2014.  

Prochaska, James O., and Carlo C. DiClemente. “The Transtheoretical Approach.” In Handbook of 
Psychotherapy Integration. Oxford Series in Clinical Psychology (2nd ed.), edited by John C. Norcross 
and Marvin R. Goldfried. Oxford: Oxford University Press, 2005. 

Prochaska, J.O., and W.F. Velicer. “The Transtheoretical Model of Health Behavior Change.” American 
Journal of Health Promotion, vol. 12, no. 1, 1997, pp. 38–48. 

Psychology Services Limited. “Patient Attitude, Motivation and Perception Assessment.” n.d. Available at 
https://www.psychology-services.uk.com/getfile.php?type=resources&id=PAMPA.pdf. Accessed 
August 2, 2017. 

Think Cultural Health. “National Standards for Culturally and Linguistically Appropriate Services (CLAS) in 
Health and Health Care.” n.d. Rockville, MD: U.S. Department of Health and Human Services, Office 
of Minority Health. Available at https://www.thinkculturalhealth.hhs.gov/clas/standards. Accessed 
August 2, 2017.  

https://www.psychology-services.uk.com/getfile.php?type=resources&id=PAMPA.pdf
https://www.thinkculturalhealth.hhs.gov/clas/standards

	Considerations for Measuring Person and family Engagement and Activation in Medicaid
	Current measures of engagement and activation in direct care
	Considerations for measuring person and family engagement
	Conclusion
	References




Accessibility Report



		Filename: 

		Patient_Engagement.pdf






		Report created by: 

		


		Organization: 

		





[Enter personal and organization information through the Preferences > Identity dialog.]


Summary


The checker found no problems in this document.



		Needs manual check: 0


		Passed manually: 2


		Failed manually: 0


		Skipped: 0


		Passed: 30


		Failed: 0





Detailed Report



		Document




		Rule Name		Status		Description


		Accessibility permission flag		Passed		Accessibility permission flag must be set


		Image-only PDF		Passed		Document is not image-only PDF


		Tagged PDF		Passed		Document is tagged PDF


		Logical Reading Order		Passed manually		Document structure provides a logical reading order


		Primary language		Passed		Text language is specified


		Title		Passed		Document title is showing in title bar


		Bookmarks		Passed		Bookmarks are present in large documents


		Color contrast		Passed manually		Document has appropriate color contrast


		Page Content




		Rule Name		Status		Description


		Tagged content		Passed		All page content is tagged


		Tagged annotations		Passed		All annotations are tagged


		Tab order		Passed		Tab order is consistent with structure order


		Character encoding		Passed		Reliable character encoding is provided


		Tagged multimedia		Passed		All multimedia objects are tagged


		Screen flicker		Passed		Page will not cause screen flicker


		Scripts		Passed		No inaccessible scripts


		Timed responses		Passed		Page does not require timed responses


		Navigation links		Passed		Navigation links are not repetitive


		Forms




		Rule Name		Status		Description


		Tagged form fields		Passed		All form fields are tagged


		Field descriptions		Passed		All form fields have description


		Alternate Text




		Rule Name		Status		Description


		Figures alternate text		Passed		Figures require alternate text


		Nested alternate text		Passed		Alternate text that will never be read


		Associated with content		Passed		Alternate text must be associated with some content


		Hides annotation		Passed		Alternate text should not hide annotation


		Other elements alternate text		Passed		Other elements that require alternate text


		Tables




		Rule Name		Status		Description


		Rows		Passed		TR must be a child of Table, THead, TBody, or TFoot


		TH and TD		Passed		TH and TD must be children of TR


		Headers		Passed		Tables should have headers


		Regularity		Passed		Tables must contain the same number of columns in each row and rows in each column


		Summary		Passed		Tables must have a summary


		Lists




		Rule Name		Status		Description


		List items		Passed		LI must be a child of L


		Lbl and LBody		Passed		Lbl and LBody must be children of LI


		Headings




		Rule Name		Status		Description


		Appropriate nesting		Passed		Appropriate nesting







Back to Top
