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Objectives

Create common understanding of 
patient- and family-centered care

Explore person and family 
engagement metrics and 
strategies to achieve them

Learn about ways to engage 
patients and families in 
improvement work

Discuss Colorado Retina 
Associates opportunities to 
partner with patients and families



Shared Goals: 
Meet the TCPI Aims



• Expert faculty in the field of patient 
advocacy and community health to 
PTNs 

• Online tools and resources

• PFCC.Connect: A virtual community 
for patient partners

• Virtual and in-person learning 
events

• Scholarships to conferences and 
training events

• Coaching sessions for patient 
advisors and practices

• Choosing Wisely resources

The PCPCC SAN: What We Do 
We promote deeper patient relationships and 
community engagement among care teams through 
technical assistance and other resources. 

We offer the TCPI Community of Practice:

Visit PCPCC for tools and Resources: http://www.pcpcc.org/tcpi

http://www.pcpcc.org/tcpi


PCPCC SAN Message

Person and family engagement is a core element of 
effective and efficient clinical care. 
When people and their families are engaged to become partners in 
health, it drives better outcomes, reduces costs, and improves 
clinician satisfaction.

Value of the SAN: We support PTNs and clinicians to 
develop person, family, and community engagement 
capability as a transformative activity and as a tactic to meet cost 
and quality goals.  

Opportunity: PTNs can use SAN assets to accelerate 
initiatives targeting cost and quality improvement. It’s not 
“another thing to do.” 
TCPI PFE Metrics are integrated into PTN transformation strategies 
to improve adoption among targeted practices. 



A Strategic 

Framework

https://www.cms.gov/Medicare/Quality-

Initiatives-Patient-Assessment-

Instruments/QualityInitiativesGenInfo/Pers

on-and-Family-Engagement.html

https://www.cms.gov/Medicare/Quality-Initiatives-Patient-Assessment-Instruments/QualityInitiativesGenInfo/Person-and-Family-Engagement.html


▪ Patient- and Family-Centered Care

▪ Person and Family Engagement

▪ Patient Experience



Principles of PFCC

▪ Planning, delivery, and evaluation 

of health care that is grounded in 

mutually beneficial partnerships.

▪ Engages patients and families at 

direct care and operationall levels 

to improve outcomes, reduce 

harm, and enhance experiences.

▪ Promotes empathic relationships 

that seek to understand “what 

matters”.



Patient- and family-centered care is 
working "with" patients and families, 
rather than just doing "to" or "for" them.



Why Patient- and Family-Centered Care
and not just Patient-Centered Care? 

Individuals, who are most dependent on health care, 
are most dependent on families…

The very young; 

The very old; and 

Those with chronic conditions.

Families can be allies for quality and safety; they often 
are the constant support across settings and assist with 
transitions of care. They can participate in the 
development of a care plan and support the patient in 
following the plan.

Cacioppo, J. T., & Hawkley, L. C. (2003). Social isolation and health, with an emphasis on underlying mechanisms. Perspectives in 

Biology and Medicine, 46(3), S39-S52.

Clark P. A., Drain, M., & Malone, M. P. (2003). Addressing patients' emotional and spiritual needs. Joint Commission Journal on 

Quality and Safety 29(12), 659-70.



A Practical Resource: 
Continue the 
Conversation

www.pcpcc.org/resource/6-steps-creating-culture-persons-and-

family-engagement-health-care



‘Blockbuster Drug’ 
Patient Engagement

Health Affairs, 32(2) 2013 

“Engagement broadly defined is an

active partnership
among individuals, families, health care 

clinicians, staff, and leaders to improve the 
health of individuals and communities, and 
to improve the delivery of health care.” 



Patient Engagement

“…actions individuals must take to 
obtain the greatest benefit from the 
health care services available to them.”

Center for the Advancement of Health, 2010
http://www.cfah.org

http://www.cfah.org/fileCFAH_PACT_WhitePaper_current.pdf

http://www.cfah.or
http://www.cfah.org/file/CFAH_PACT_WhitePaper_current.pdf


Cindy’s 
Story

“Actively 

Engaged in 

Her Health”



Continuum of Patient 
Engagement

Direct Care

Organizational 
Design &

Governance

Depth of Engagement

Consultation Involvement
Partnership & 

Shared Leadership

Factors influencing engagement:
• Patient (beliefs about their role, health literacy, education)

• Organization (policies and practices, culture)

• Society (social norms, regulations, policy)

Kristin L. Carman, Pam Dardess, Maureen Maurer, Shoshanna Sofaer, Karen Adams, Christine Bechtel and Jennifer 

Sweeney Patient And Family Engagement: A Framework For Understanding The Elements And Developing Interventions 

And Policies doi: 10.1377/hlthaff.2012.1133 Health Affairs 32, no.2 (2013):223-231

Given 
Info

Asked 
?’s

Co-
creates 

plan

Survey
Provides 

input

Co-
leads 

change



Extensive 

Evidence on 

PFE



Compelling 
Evidence

▪Improvement in staff experience, 
retention, reduction in job stress and 
burnout

▪Improved transitions of care, 
decrease in unnecessary readmissions

▪Increased patient and family success 
in self- management, improved 
quality of life, reduced illness burden 

▪Reduced rates of hospitalization, 
emergency room utilization, shorter 
LOS and cost per case

Download for free at NAM.edu/PFEC



Person and 

Family 

Engagement

Performance

Metrics

• Support for Patient 
and Family Voices

Governance

• Shared Decision 
Making

• E-tool Use

Point of  
Care

• Patient Activation

• Health Literacy Survey

• Medication 
Management

Policy and 
Procedure



Are there policies, procedures, and 
actions taken to support patient and 
family participation in governance or 
operational decision-making of the 
practice (Patient and Family Advisory 
Councils (PFAC), Practice Improvement 
Teams, Board Representatives, etc.)?

Intent: The intent of this metric is to include 
the perspective and voice of the patient and 
family in all aspects of the 
governance/operation of the practice. 

Support 
for Patient 
and Family 
Voices 



In a growing number of instances 
where truly stunning levels of 
improvement have been 
achieved...

Leaders of these organizations often 
cite—putting patients and families in 
a position of real power and 
influence, using their wisdom and 
experience to redesign and improve 
care systems—as being the single 
most powerful transformational 
change in their history.

Key Lever for 
Transformational 

Change

Reinertsen, J. L., Bisagnano, M., & Pugh, M. D. Seven Leadership Leverage Points for 

Organization-Level   Improvement in Health Care, 2nd Edition, IHI Innovation Series, 

2008. Available at www.ihi.org



Inviting patients and family to participate on an 
improvement team?

Establishing a Patient and Family Advisory Council?

Inviting advisors to walk through the clinic and share 
observations of what engages them and what is not 
welcoming and supportive of their participation?

Polling patients and families about a change you are 
considering?

Seeking input on educational or
informational materials?

Have you considered…



Support for Patient and Family Voices 

http://www.ipfcc.org/resources/GettingStarted-AmbulatoryCare.pdf



Patients and Family
as 

Implementation 
Partners 



Patient-Centered 
Medical Home Brochure

▪ Created in partnership with 
Patient & Family Advisors, 
Providers, Health Educators

▪ Language is understandable, 
translated into 5 languages, has 
patients individual clinic 
information on the back



Access to Medications Info
Before

After



Working in Partnership 
across Sites

Executive PFAC chartered 
subcommittee

Clinic PFAC members recruited 
to serve on subcommittee

Poster created out of 
subcommittee work to be used 

system-wide



A Tri-State Collaborative Program Managed by Maine Quality Counts

Outcomes and Benefits

• Health care professionals & staff make fewer assumptions 
about what patients or families “want.”

• Advisors “see things differently” and ask “why do you do it this 
way?”

• Advisors challenge what’s possible.
• Patients/Families are motivators – provide hope and dampens 

cynicism
• Reduces burden for healthcare team
• Creates better tools to meet patient needs and “activate”

patients as full partners
• Provides information to help make better business decisions
• Broadens perspectives – acting into new ways of thinking



Does the practice support shared 
decision-making by training and 
ensuring that clinical teams integrate 
patient-identified goals, preferences, 
outcomes, and concerns into the 
treatment plan (e.g. those based on the 
individual’s culture, language, spiritual, 
social determinants, etc.)? 

Intent: The intent of this metric is to ensure 
that patients (and their families according to 
patient preference) are authentically part of 
the care team.

Shared 
Decision
Making 



Shared 
Decision-
Making –
Individual  

▪Set the stage by understanding and 
documenting patient preferences:

▪ Preferred language

▪ How to receive information

▪ About loved one’s involvement in care

▪ Invite patient participation
▪ What are your priorities today?

▪ What matters to you about this new diagnosis?

▪Encourage family member presence at 
medical appointments

▪Offer options in treatment approaches

▪Show appreciation for their active 
participation



Study of 
Communication 

in 
Outpatient Visits

When patients achieved 
common ground with 
physicians, health status 
improved, emotional health 
improved, fewer referrals and 
diagnostic tests needed two 
months after the visit. 

Stewart, M. A., Brown, J. B., Donner, A., McWhinney, I. R., 
Oates, J., Weston, W. W., et al. (2000). The impact of patient-
centered care on outcomes, Journal of Family Medicine, 49(9), 
796-804.



Family 
Presence 
at Medical 
Appointments

Improved 
Outcomes

Medicare study compared experience of care 
for patients accompanied by family to 
unaccompanied patients. Positive 
observations included:

▪ Health care providers engaged in more 
biomedical information giving. 

▪ Family facilitated communication, 
provided information on medical needs or 
conditions, helped explain physician 
instructions. 

▪ Patients were more highly satisfied with 
physician’s technical, information giving 
and interpersonal skills even though they 
had worst self-rated health.

Wolff, J. L. & Roter, D .L. (2011). Family presence in routine medical visits: A 
meta-analytical review, Social Science & Medicine, 72(6), 823-831.



Effective help giving 

is not simply a matter 

of whether the 

individual’s needs 

are met, but is in the 

manner in which 

they are met.

Trivette, C. M., Dunst, C. J., & Hamby, D. W. (1996). Characteristics and consequences of helpgiving practices in 
contrasting human services programs. American Journal of Community Psychology, 1996.
Dunst, C. J., Trivette, C. M., & Hamby, D. W. (2007). A matter of family-centered helpgiving practices. Asheville, NC: 
Winterberry Press. 



Communicating Via Decision AidsStudies have 

shown that 40-

80% of the 

medical 

information 

patients are told 

during office 

visits is 

forgotten 

immediately, 

and nearly half 

of the 

information 

retained is 

incorrect.

A 2011 analysis of 86 
randomized clinical trials 
concluded that decision aids 
make patients better 
informed, improve 
communication with doctors, 
and increase participation in 
decisions about their care. 

Stacey, D., et al. Decision aids for people facing health 

treatment or screening decisions.  Chochrane Database Syst

Rev, 2011.



Shared 
Decision-
Making –
Clinic  
Readiness

▪Explore Shared decision-making 
training for staff and clinicians 

▪Determine your top 3 clinical 
conditions 

▪Research available shared 
decision-making tools

▪Invite patients and family with 
lived experience to share it and 
provide input about tools under 
consideration

▪Develop a sustainable process that 
outlines team roles

http://shareddecisions.mayoclinic.org



Questions to Ask your Doctor:

Several resources with similar messaging, and all easy to use.

Brochures / Posters

Wallet Cards

Rack Cards

Videos

https://www.youtube.com/watch?v=ruQbYSy4BsM


A Tri-State Collaborative Program Managed by Maine Quality Counts

Inviting Patient and Family 
Participation

Patients and families bring insights about:
• How to introduce practice changes to better engage 

others
• What Choosing Wisely tools are most useful to 

them
• Where to place materials/tools to increase visibility
• Which messages will build shared decision-making 

partnerships  
• How to evaluate success of implementation



Implementation 

of 

Choosing Wisely 

with

Patient and 

Family 

Participation 



Does the practice use an e-tool (patient 
portal or other e-connectivity technology) 
that is accessible to both patients and 
clinicians and that shares information 
such as test results, medication list, vitals, 
and other information and patient record 
data?

Intent: The intent of this metric is to have an 
electronic tool that allows patients to access 
their medical record and have an easy, direct 
way to communicate with providers. 

E-Tool
Use



How Well 
Is Your 
Portal 
Utilized?

▪ Designate staff to act as 
Patient Portal Champions

▪ Identify a portal technical 
support who available to 
patients

▪ Set goals between teams on 
portal usage and make 
progress transparent

If adoption is low, 
consider increasing functionality!



https://www.opennotes.org/

Studies have shown 

that 40-80% of the 

medical information 

patients are told 

during office visits is 

forgotten immediately, 

and nearly half of the 

information retained 

is incorrect.

Access to 
Information 

Patient 
Portals



Does the practice utilize a tool 
to assess and measure patient 
activation?

Patient 
Activation

Intent: The intent of this metric is to use a 
standard method to measure a patient’s 
activation level. 



Patient 
Activation

An individual’s overall knowledge, 
skill, and confidence for self-
management.

Studies have shown that 

activation scores are 

predictive of outcomes within 

specific patient groups 



Why Care Plans? 

Sleep

Work/School

Self Care

Eating

Buying things

Caring for Family

15 min Visit

This is how our patient 
visit fits into their day



Care Plan Goals
▪ Understand where patients are in managing their health

▪ Understand patients’ priorities for their health (what matters to you?) 

▪ Create shared goals

▪ Develop an action plan WITH the patient

▪ Customize care interventions

▪ Identify and address strength and challenges

▪ Build skills needed to reach the goal

▪ Leverage team-based care model

All teams work from the same care plan, for care coordination, 
shared goals, and communication between teams. Plan is printed 

and given to patient.



Resources

▪Stanford Chronic 
Self-Efficacy 
Scales

▪Patient Health 
Engagement 
Scales

www.selfmanagementresource.com



Is a health literacy patient 
survey being used by the 
practice (e.g., CAHPS Health 
Literacy Item Set)?

Intent: The intent of this metric is to ensure 
that practices are systematic in addressing 
health literacy issues.

Health 
Literacy 



Health 
Literacy 
Impacts 
Engagement

“Health literacy is the degree to which 
individuals have the capacity to obtain, 
process, and understand basic health 
information, and services needed to make 
appropriate health decisions.” NAM report Health 

Literacy: A Prescription to End Confusion 2004

▪ Assume most patients may have difficulty 
comprehending health information and 
accessing health services

▪ Implement universal precautions

▪ Ask patients about their experiences:
▪ Were the results of your test easy to 

understand?

▪ Did this provider use medical words you did 
not understand?



Spotlight on Health Literacy:

▪ Improvement Aim: Increase the follow-up appointments 
with patients whose HgbA1c are above 9 

▪ Response rate to traditional letters or patient portal 
messages was poor

▪ Small team of LAPTN QI Advisor, Population Coordinator 
and Education Department formed

▪ Coordinated with diabetes providers re: input and  
clinical language

▪ Analyzed current letter and identified gaps related to 
best practice for health literacy

▪ Utilized http://thewriter.com as a resource 

http://thewriter.com/


Changes

▪ 5-6 grade language

▪ Shared the patient’s 
current/last known HA1c

▪ Used a common 
“stoplight” visual to place 
their HA1c in context

▪ Built on the doctor/patient 
relationship 

▪ Identified a specific person 
to call 

▪ Created in both English and 
Spanish 



Health Literacy Practices Improves Engagement

https://www.ahrq.gov/professionals/quality-
patient-safety/quality-
resources/tools/literacy-toolkit/index.html

http://nchealthliteracy.org/teachingaids.
html



Does the clinical team work 
with the patient and family to 
support their patient/caregiver 
management of medications?

Intent: The intent of this metric is to ensure 
that all patients and/or their family are being 
supported to safely manage their 
medications. 

Medication 

Management



Patients do not take their medicine as prescribed 

50% of the time. 

Over 25% of initial prescriptions are never filled.

Viswanathan M, Golin CE, Jones CD, et al. Interventions to improve adherence to self-administered medications for chronic diseases 
in the United States: a systematic review. Ann Intern Med 2012:157:785–95.

Inappropriate medication use leads to increased 
complications and hospitalizations, costing the 
United States an estimated $100 billion to $290 
billion annually.

Jimmy, B., & Jose, J. (2011). Patient Medication Adherence: Measures in Daily Practice. Oman Medical Journal, 26(3), 155–159. 
http://doi.org/10.5001/omj.2011.38



Collaborative 
Approaches
Improve 
Outcomes

There is significant evidence 
that a more collaborative 
medication management 
strategy that actively engages 
patients and families results in 
improved outcomes.*

*Advances Volume 22 No. 4 in Therapy® July/August 2005 Medication Adherence and Persistence: A Comprehensive Review Kem P. Krueger, 
PharmD, PhD Bruce A. Berger, PhD, RPh Bill Felkey, MS ;
Tran, V.T., et al. Taxonomy of the burden of treatment: A multicountry Web-based qualitative study of patients with chronic conditions. BMC 
Med, 2015. 13: p. 115.



Building 
Partnerships 
for 
Medication 
Safety

▪Develop a blame-free environment 
and a positive, trusting relationships 
with patients and families.

▪Partner with patients to determine 
current medication list and 
management process.

▪Motivate patients by building on 
their successes and positive 
experiences.

▪Address the burden of treatment.

▪Tailor the approach to individual 
patients and their situations.



What direct care PFE opportunities can you 
imagine?

What are you currently working to improve 
where patient and family input could be of 

value? 



Previously Suggested Opportunities:

▪ Work with the Inherited Retinal Disease Clinic Team on specific 
projects

▪ Sub-specialty care team care coordination

▪ Improvement to Post-Surgical Experience

▪ Work with the Lean Consultant on integration of patient and 
family voices into the work underway



Questions?



Webinars, Tools, Resources to 
Strengthen Your PFE Efforts!

https://www.pcpcc.org/tcpi



http://pfcc.connect.ipfcc.org/home

A free on-line learning community dedicated to 
partnerships with patients and families to 

improve and transform care across all settings.



THANK 
YOU! www.ipfcc.org

Mary Minniti, CPHQ
mminniti@ipfcc.org


