
Addressing Health Literacy 
Through Patient and Family 

Engagement

- Key Strategies and the Power of 
Patient Perspectives



BEFORE WE BEGIN
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1. Click the Handouts pane to 
download slides and additional 
resource materials. 

2. Submit your questions anytime by 
typing in the box. We’ll do Q&A at 
the end of each session.

3. Raise you hand (✋) if you’d like to 
speak, ask questions, or 
participate in the conversations –
You will be unmuted

4. Adjust the size of the speaker 
panel and the slide show



AFTER THE WEBINAR

Please complete the 
post-webinar survey. 
Your feedback will be 
appreciated!

We will send you 
the recording and post the 
slides and additional 
materials for download at

www.pcpcc.org/webinars



ABOUT PCPCC

Patient Centered Primary Care Collaborative (PCPCC)

Mission: 
To promote collaborative approaches to primary care improvement

▷ Patient-Centered Care

▷ Person Family Engagement

▷ Patient Activation

▷ Improved Cost/Quality/Experience Outcomes

PCPCC Support and Alignment Network (PCPCC SAN) is a 
collaborative approach to improving person and family, 
clinician, and community strategies for engagement



TODAY’S SPEAKERS

• Mary Minniti

Policy and Program Specialist

Institute for Patient- and Family-Centered Care

• Martie Carnie

Senior Patient Engagement Advisor and Co-Chair of

Brigham and Women’s Hospital Patient and Family

Advisory Council Steering Committee



Objectives

Understand the relationship between 
health literacy and patient and family 
engagement

Explore resources and practical ideas you 
can use

Learn from a patient advisor about ways 
their perspectives can improve health 
literacy approaches



How We’ll Spend Our Time

Health Literacy and Patient Engagement -
Setting the Stage and Exploring Resources

A Chat with Martie Carnie, Patient Advisor
Q & A



The degree to which individuals have the 
capacity to obtain, process, and 
understand basic  health information and 
services needed to 

make appropriate health decisions.
(Institute of Medicine, 2004)

Health Literacy



‘Blockbuster 
Drug’ 

Patient 
Engagement

“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.” 

Health Affairs, 32(2) 2013 



Continuum of Patient Engagement

Direct Care

Organizational 
Design &
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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
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Information plays 
a fundamental 

role in 
empowerment 

and engagement

•Strong relationships are built through a 
foundation of continuity and 
connectedness.
•A well-informed patient is:

- Comfortable asking questions.
- Highly confident in making decisions.
- Has explanations in ways they can 
understand.

•Given clear information – eight in 10 – say 
they’d like an equal role in health care 
decision-making

2012 Blue Shield of California Foundation Survey. Available at: 
http://www.blueshieldcafoundation.org/sites/default/files/publications/downloadable/empowerment%20and%20engagement_final.pdf 



Did You 
Know? 

• 36% of US population has basic or below health literacy

• The incidence of low health literacy is higher for:
– Individuals whose first language is not English,

– Seniors, 

– Those eligible for Medicaid, 

– People with chronic conditions, 

– Racial and ethnic populations and

– Those with low economic status or low literacy

 Most of what we care about is impacted by health 
literacy issues:  

– Quality and patient outcomes

– Unnecessary costs and services



Low Health 
Literacy is 

Widespread!

“9 out of 10 US adults have 
difficulty using the everyday 

health information that is 
available in our health care 

facilities, retail outlets, media 
and communities.”

(National Action Plan to Promote Health Literacy 2010)
https://health.gov/communication/initiatives/health-literacy-action-plan.asp

https://health.gov/communication/initiatives/health-literacy-action-plan.asp


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.



Health Literacy Resources 



32 Best Practices Ranked by 25 HL Experts

Top Five:

1. Avoid using medical jargon 

2. Routinely use teach back  or show me techniques

3. Use patient-centered communication “What questions do you have 
or What matters to you?”

4. Use universal precautions in oral/written communication

5. Routinely recommend use of medically trained interpreters for those 
whose preferred language is not English

Consensus: Universal Precautions

Prioritized Health Literacy and Clear Communication Practices for Health Care Professionals Clifford, Hudson, et. al 2017



AHRQ Health Literacy Tools

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



Additional Health Literacy Resources

http://nchealthliteracy.org/teachingaids.html

https://www.ahrq.gov/professionals/quality-patient-safety/patient-family-engagement/pfeprimarycare/interventions.html?utm_source=AHRQ&utm_medium=DPILS&utm_term=&utm_content=1&utm_campaign=AHRQ_MMS_2016


Ask Me Three®

www.npsf.org/askme3

Video and Downloads available

http://www.npsf.org/askme3


ACP Patient and Family-Centered Resources

• HL Principles for patient education

• Self-Management Guides

• 7 existing guides- Atrial Fibrillation, VTE, 
Diabetes, Weight Loss, Heart, RA, COPD

• VERY Popular - over 50,000 disseminated in 
the last 6 months

• Over 1.3 million Diabetes Guides in circulation

• Guidebook series won 2017 Institute for Healthcare 
Advancement’s (IHA) Health Literacy Award for 
print materials



ACP Patient and Family-Centered Resources

• Patient FACTS (over 50 
topics)

• DVDs – Teaching self-
management skills

• Nothing goes out without 
patient stamp of approval

www.acponline.org/patient_ed

http://www.acponline.org/patient_ed


February 20, 2018

➢ Created October 1, 2015  

➢ 31 supplemental questions

➢ The items address the following 
five topic areas: 

 Communication with provider 

 Disease self-management 

 Communication about 
medicines 

 Communication about test 
results 

 Communication about forms 

Health Literacy Survey - Clinics

➢ HL9: Provider gave all the health 
information patient wanted 

➢ HL10: Provider encouraged 
patient to discuss health 
questions or concerns 

➢ HL14: Provider asked patient to 
describe how patient was going 
to follow instructions 

➢ HL18: Blood test, x-ray, or other 
test results were easy to 
understand 

https://www.ahrq.gov/cahps/surveys-guidance/cg/instructions/downloadsurvey3.0.html



Taking Action



Getting 
Started

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

➢Small team 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


HL Changes to 
Standard

Patient Letter 
Results in 22% 

Increase in 
Patient 

Response

➢5-6 grade language

➢Shared the patient’s 
current/last known HA1c

➢Positive language to 
motivate

➢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 



Screening 
for Low 
Health 
Literacy

➢ 90% of patients feel it is useful 
for providers to know if they have 
difficulties related to low health 
literacy2,3

➢ A single screening question can 
identify patients with inadequate 
health literacy with 81% 
accuracy5-8

➢ IOM recommends incorporating 
HL into health information 
systems4

March 26, 2019 CommonGroundHealth.org 26



Building a 
System to 
Support 
Screening and 
Intervention

➢ “How confident are you at filling 
out medical forms by yourself?”

• Extremely
• Quite a bit
• Somewhat (cut point)
• A little
• Not at all

March 26, 2019 CommonGroundHealth.org 27More info:  Kristie Hadden KBHADDEN@uams.edu



Inviting Patient and Family Advisors to 
Help with 

Health Literacy Improvements



Ways Patients 
and Families 
Help Improve 
Health Literacy

➢ Help prepare health care professionals 
of the future

➢ Participate in development of materials 
to help increase understanding

➢ Share gaps in information based on 
their previous experience

➢ Gather information from other patients 
and families 

➢ Raise awareness through patient and 
family stories in orientations/training

➢ Serve as faculty in health literacy 
training

March 26, 2019 CommonGroundHealth.org 29



A Chat with Martie Carnie 

Martie Carnie

Senior Patient Engagement Advisor and Co-
Chair of Brigham and Women’s Hospital 
Patient and Family Advisory Council Steering 
Committee



Questions



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

Merilyn Francis, Project Director

+1 202 417 3911

mfrancis@pcpcc.org

www.pcpcc.org

Tanya Thabjan, Program Manager

+1 202 417 2069

tgthabjan@pcpcc.org

www.pcpcc.org


