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My Research Goal 
•  To improve advance care planning and medical 

decision making by designing, testing, and 
implementing easy-to-understand, patient-centered 
decision support tools. 



2 Major Deficits 

•  Patients are not empowered 

•  Lack of guidance 



UNPREPARED Patients & families  

 
• Uninformed choices 

• Care inconsistent w/ goals 
  
• ñ expenditures 

Sudore RL, Fried TR, Annals of Intern Med, 2010 



Life 
sustaining 
treatments  

Preparation for 
communication & 
decision making 



Solution: Interactive, multi-media website 



Objective 

•  Develop a patient-centered advance care 
planning (ACP) website based on preparing 
patients for communication & decision making. 

•  Target population  
– Any adult with chronic or serious illness  
– Goal is to start the process early 

•  Where do you start & how can theories help? 



Creating PREPARE 

 

 



First Studies 
•  173 English/Spanish speakers from SFGH 

– 73% non-white, 1/3 < HS education 

•  Results: 
– 61% contemplated ACP 
– 56% discussed with family/friends 
– 22% discussed with clinicians 
– 13% documented wishes 
– > discuss w/ clinician or document if first 

talked with family/friends. 



Sudore, et al. JGIM 2008 

My first 
conceptual 

model  



Focus Groups 

•  Semi-structured interviews 
– Patients’ and surrogates’ experiences with 

decision making for serious illness  

– Past experiences with discussions @ death 

–  “Advice” about what best prepared them 

McMahan & Sudore  RL  et. al., J  Pain and Symptom Management, 2012 
 
 



Interactive, multi-media website 



 
 
 

PREPARE Website 



What makes behavior interventions 
successful? Theory-based 

•  Glanz K, Annu Rev Public Health, 2010: 

•  Theory at a Glance: A guide for health 
Promotion Practice, NCI 2005 

– Health promotion more effective if based on 
social and behavioral scientific theories 

– Theories can be combined 
•  33 theories combined in Theoretical Domains 

Framework, Michie et al., 2005 



Creating PREPARE 

•  Social Cognitive Theory 

•  Health Belief Model 

•  Theory of Planned Behavior 

•  Stages of Change 

Theory at a Glance: A guide for health Promotion Practice, NCI 



Social Cognitive Theory 



Health Belief Model 



Theory of Planned Behavior 



Stages of Change  



Implementation Considerations 

Predisposing 

Enabling Reinforcing 

PRECEDE-PROCEED 

• Knowledge 
• Positive attitudes 
• Self-efficacy 
• Perceived Barriers 
• Social norms 

• Literacy/cognition 
• Engaged surrogate 
• Engaged clinician 

• Action Plan 
• Reminders 
• Positive 
reinforcement 



Sudore, et al. JGIM 2008 

From this…. 



Conceptual Framework 

Sudore, et al. J Pain & Sympt Manage, 2013 

, Readiness 



, Readiness 



, Readiness 



Creating PREPARE 

•  Expert panel 
• Health Literacy 
• Geriatrics & Palliative Care 
•  Behavior change 

•   13 focus groups 
•  Patients & surrogates 

•  Cognitive interviews 

 

 



Creating PREPARE 

•  Expert panel 
• Health Literacy 
• Geriatrics & Palliative Care 
•  Behavior change 

•   13 focus groups 
•  Patients & surrogates 

•  Cognitive interviews 

•  Videos that model behavior 

 

 



Creating PREPARE 
•  Easy to understand 

– 5th-grade reading level, large font 
– Voice-overs & closed captioning 

 

•  Balanced content of videos: 
– Race/ethnicity, gender 
– Aggressive vs. comfort care 
– Surrogate vs. no surrogate (15-20%) 
– Want to be involved in dec making vs. not (18%) 

 

















 
 
 

PREPARE Website 









Research Objective 

•  To assess the efficacy of PREPARE to 
improve behavior change in multiple 
advance care planning behaviors.  
–  e.g., choosing surrogate, defining goals, 

communicating with family and doctors 



Need New Outcomes to Measure 
Successful ACP 

•  Old paradigm: Complete advance directives 
 

•  New paradigm: Multiple ACP behaviors 
• Choosing and talking to a surrogate 
•  Identifying and communicating goals with family 

and doctors 

– Detect movement along behavioral change 
pathway from pre-contemplation to action for 
multiple ACP behaviors 



How to Measure the ACP Process? 

•  Complex with multiple components 

•  People may be in varying stages of 
behavior change for EACH individual 
advance care planning behavior 

Pearlman, Patient Educ Couns, 1995; Sudore, JGIM 2008: Fried, JAGS 2010,  



New Surveys to Measure  
the Process of ACP 

, Readiness 
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New Surveys to Measure  
the Process of ACP 

Behavior 
Change 
Process 

Measures 

Action 
Measures 

Behavior 
Change 
Pathway 

, Readiness 



Survey Validation, n=50 

•  Mean age 69.3 (± 10.5), 42% non-White, 38% 
women, 28% had limited health literacy 

•  Good internal consistency  
– Process Measures Cronbach alpha, 0.94 

•  Good test-retest reliability intraclass correlation  
– Process Measures, 0.70   
– Action Measures, 0.87 



Can PREPARE Improve the 
Process of ACP? 



Pilot Study 

•  Pre-to-post (1 week) pilot study of 43 
diverse, older adults 
– Low income senior centers in San 

Francisco 
– ≥ 60 years of age 
– ≥ 2 chronic health conditions 



Pilot Participants 
Characteristics n = 43 
   Mean Age ± SD 
 

68 ± 7  

   Women 
 

51% 

   Race/ethnicity 
     African American 44% 
     White 35% 
     Latino/Non-white Hispanic 9% 
     Asian/Pacific Islander 
 

7% 

   Limited Literacy 33% 
   Limited Computer Literacy > 90% 



PREPARE Improves Engagement in 
Advance Care Planning 

BC Process Score 
p<.001 



PREPARE Improves Engagement in 
Advance Care Planning 

BC Process Score 
p<.001 

Behavior Change Pathway: p<.001 
• Moved out of pre-contemplation for all actions 



PREPARE Improves Engagement in 
Advance Care Planning 

BC Process Score 
p<.001 

Action Measures, 
showed trend 

Behavior Change Pathway: p<.001 
• Moved out of pre-contemplation for all actions 



 

•   PREPARE website rated a 9 out of 10 for 
ease-of-use 

PREPARE Rated Easy to Use 



Assessing Other Outcomes 

Audio-
recording 

Surrogate 
follow-up 

Interactions 

Implementation 

Downstream: 
Utilization 

Care = goals 



Thank You! 

•  PREPARE: www.prepareforyourcare.org 

•  rebecca.sudore@ucsf.edu 


