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Overview 

On December 6, 2013, PCORI convened a multi-
stakeholder workgroup to discuss current research 
and explore opportunities to fund comparative 
effectiveness research on patient-empowering care 
management for people with ongoing, complex 
healthcare needs. 
 
Workgroup members included caregivers, clinicians, 
researchers, non-profit and organizational providers, 
patients, and representatives from payers, industry 
and purchasers. The meeting was open to the public 
via webinar, and PCORI welcomed comments before, 
during, and after the meeting.  
 
Before the meeting, PCORI staff asked each 
participant to identify two to three relevant 
comparative effectiveness research questions that 
warranted research related to this topic. During the 
meeting, the workgroup discussed the questions and 
raised points for PCORI to consider in developing a 
future funding announcement. 
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The Patient-Centered Outcomes 
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decisions. 
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Introduction  

PCORI’s Program Director of Improving Healthcare Systems (IHS), Dr. Chad Boult, opened the meeting 
with an overview on PCORI and the IHS program. He described the workgroup’s goal as the discussion of 
current research and exploration of opportunities to fund comparative effectiveness research on 
patient-empowering care management for people with ongoing, complex healthcare needs. Moderator 
Dr. Anand Parekh, Deputy Assistant Secretary for Health at the Department of Health and Human 
Services, reviewed the meeting agenda, and participants introduced themselves. Workgroup members 
included caregivers, clinicians, researchers, non-profit and organizational providers, patients, and 
representatives from payers, industry and purchasers. The meeting was open to the public via webinar, 
and PCORI welcomed comments before, during, and after the meeting.  
 
PCORI Senior Program Officer Dr. Lynn Disney then reviewed the PCORI process for developing research 
questions for funding announcements. The selection of topic areas began last spring with more than 300 
questions relevant to IHS submitted by the public via an online portal. Using a defined set of criteria, the 
program chose 15 topics as having the most potential for effecting the greatest positive change in 
patient outcomes. The IHS Advisory Panel selected five of the topics, including patient-empowering care 
management, as high-priority areas. PCORI convened the workgroup to identify questions that will 
inform the development of a funding announcement in this area. 
 
Setting the Stage 

Dr. Alan Glaseroff, Director of Stanford Coordinated Care at Stanford University, discussed the current 
state of patient-centered care management practices. He suggested a new definition of patient-
centeredness: patients largely produce their own outcomes. He presented estimates on the relative 
impact of various health determinants on premature mortality: patient behavior, 40 percent; genetics, 
30 percent; social and environmental factors, 20 percent; and traditional medical care, 10 percent.1, 2 He 
noted that depression often coexists with chronic conditions and can be a major barrier to self-
management. Glaseroff highlighted several hidden drivers behind lack of engagement in health care, 
primarily adverse childhood events and trauma, which are associated with increased rates of 
depression, suicide, smoking, chronic obstructive pulmonary disease, and hepatitis in adulthood. He 
highlighted the Stanford Coordinated Care method of patient-empowering care management, which 
begins with asking the patient what matters most to them and then develops an action plan based on 
the patient’s goals.  
 
Patient Perspectives 

Joan Leon—an independent-living consultant—provided one of two patient perspectives on care 
management. She prefers the use of the words individual or consumer rather than patient. From her 
perspective, individuals have to empower themselves; it is not the medical system’s job to empower 

1 McGinnis, M.J., Williams-Russo, P., & Knickman, J.R. (2002). The case for more active policy attention to health 
promotion. Health Affairs, 21(2): 78-93.  
2 Schroeder, S.A. (2007). We can do better—Improving the health of the American people. New England Journal of 
Medicine, 357: 1221-8. 
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them. She also noted a lack of research on how independent living and similar programs could benefit 
consumers directly and interact more effectively with the medical system. 
 
Yomi Wrong, the Director of the Center for Independent Living (CIL) in Berkeley, California, provided the 
second patient perspective. Wrong noted that a social model of empowerment and the medical model 
have been at odds for decades; the Affordable Care Act (ACA) provides the opportunity to look at the 
value of each type of model and look for ways to integrate them. She added that people with disabilities 
regularly encounter discrimination in quality of and access to health care and may be traumatized by 
early negative experiences with the healthcare system on, fear of institutionalization, and the threat of 
social services being cut. Wrong explained how CIL blends the social and medical models by integrating 
peer health coaches into the integrated care team and training and educating healthcare providers. 
 
Researcher Perspective 

Gregory Peterson, a research analyst at Mathematica Policy Research, noted the difficulties of 
discerning the degree to which care management interventions are empowering patients. He identified 
the core features of many care management programs, which include a care manager with a dedicated 
caseload; processes for patient identification, assessment, care planning, and care-plan implementation; 
and goals to improve care and reduce acute service use and costs. He explained that while the definition 
of patient empowerment varies across the literature, all definitions are rooted in the concept of self-
determination. The role of the healthcare providers in empowerment is to provide education needed for 
making informed decisions and help patients identify primary health concerns, set and achieve goals, 
and learn to better navigate the healthcare system. Four promising models of patient empowering care 
management are Guided Care, Health Quality Partners, the Care Transitions Model, and the Chronic 
Disease Self-Management Program. Peterson also reviewed challenges to patient-empowered care 
management and suggested knowledge gaps that PCORI could address.  
 
Research Questions and Themes 

The workgroup discussed the research questions that its members had selected before the meeting. 
Several salient topic areas emerged. These included the most effective models to empower patients and 
caregivers; the most effective ways to merge patient empowerment with current care-management 
programs; how to tailor interventions to address patients’ spectrum of needs and engagement levels; 
and which outcomes should be measured. Table 1 provides all the research questions proposed by 
workgroup participants.  
 
Workgroup participants further refined the list of research questions into three main topics areas: 

• Comparative effectiveness of different patient-empowering care-management models, 
including:  

o Embedded versus centralized versus hybrid models; 
o Models that use technology (electronic health records, telemedicine, etc.) versus those 

that do not; 
o Models that incorporate a peer counselor versus those that do not; 
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o Models that integrate care coordinator/navigator/counselor/etc. into the medical 
system provider versus those that do not; 

o Models that incorporate social networks versus those that do not; 
o Models that provide support/information to the caregiver versus those that do not; 
o Dynamic, tailored care-management models for specific patient or populations versus 

static models; 
o Patient-empowering model versus usual care; 
o Models that integrate behavioral health self-management versus those that do not; 
o Models that integrate social supports and systems with the medical system versus those 

that do not; 
• Comparative effectiveness of different compositions of a patient-care team for particular 

situations/diseases; and  
• Comparative effectiveness of different types of provider-engagement approaches (methods to 

encourage health professionals and nonprofessionals to engage with practices—and garner 
provider buy-in—for empowering people in their own health care). 
 

In the discussion that followed, the comparative effectiveness questions deemed most important were 
divided into three major domains, similar to the previous topic areas (questions are followed with 
specific concerns or secondary questions): 
 

• Approaches to training and transforming the care-management team. What is the comparative 
effectiveness of various methods for training health professional and nonprofessionals to 
engage in practices that empower patients in practice uptake? 

o How do we make patient experts and caregivers truly part of a team? Does this model 
work? 

• Models of care management. What is the comparative effectiveness of traditional care 
management versus care management based on patient goals? Versus a peer-coaching model? 
Versus inclusion of a caregiver on the care-management team? Versus high-tech, consumer-
driven models?  

o Can a standardized intervention work for individuals with different or multiple 
conditions?  

o Does patient-empowering care work for the most expensive patients? Can it bring down 
system costs? 

o How do you get empowerment information in a culturally competent way to people 
who need it? 

• Approaches to caregiver support. What is the comparative effectiveness of various approaches 
for supporting caregivers (e.g., providing information and community support) in reducing 
caregiver stress? How can we get informational and community support linked to caregivers to 
alleviate caregiver stress? 
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Next Steps 

Boult noted that the IHS program at PCORI intends to conduct further analyses on the questions put 
forth by the workgroup as it develops a funding announcement related to patient-empowering care 
management. 
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Table 1: Complete List of Research Topic Areas and Questions Presented, by Theme  
 

Research Topic Area Submitted Research Question 
 
Compare the 
effectiveness of different 
patient-empowering care 
models 

 
Care Management Model 

1) Determine the comparative impact of embedded versus centralized versus hybrid-care-
support models in the primary care setting. 

2) For those individuals identified as abusing or potentially abusing prescription pain 
medications, what is the comparative success rate for enrollment in specialized care 
management compared to screening, brief intervention, referral and treatment (SBIRT), or in 
consultation with SBIRT or other treatment modalities? 

3) What specific interventions being provided in intensive care management are more effective 
than those provided in less intensive programs, and what is the difference in frequency of 
intervention? What is the allocation of time in office (telephonic) versus face to face? 

4) What is the comparative effectiveness of provider-office-controlled care management in a 
medical home setting versus health-plan-provided care management or shared care 
management (health-plan care management in a provider office a day or two a week)? 

5) What is the comparative effectiveness of improving patients’ participation in their health and 
care, by sharing after-visit summaries compared to visit notes (can be online or paper, or 
compare delivery of choice) for a given chronic condition. Outcomes could include improved 
patient trust and satisfaction, communication with care team, patient perceptions of quality. 

6) What effect has the Supreme Court Olmstead decision had on lowering institutionalization 
rates of people with complex health conditions? What are the benefits or harms of long-term 
custodial care versus home and community-based service? 

7) Does participation in adaptive fitness activity—swimming, cycling, stretching, movement—
improve health outcomes and lower risk of secondary conditions for patients with a primary 
mobility impairment? 

8) Can a high-touch, team-based approach to patient and family caregiver education, care, 
services coordination, and social support lead to improved patient outcomes as opposed to 
usual care? Team will be comprised of: patient and family caregiver; clinician; patient 
educator/plain language education; care manager; social services coordinator; social support 
network.   

 
Technology 

1) What forms of internet-based social media tools/apps provide the greatest impact on patient 
empowerment, and do they translate into improved clinical outcomes? 

2) How does a new patient engagement platform capable of two-way data exchange with 
multiple providers improve patient compliance with chronic care protocols? 

3) Determine the comparative impact of electronic health records (EHR) alone versus EHR + 
Intelligent Informatics in the primary care setting.  

4) Improve clinicians’ ability to partner with patients through online secure email for virtual 
monitoring of a given chronic condition, using professional communication skill-building 
compared to patient-delivered feedback of email communication. Potential outcomes: 
increased satisfaction, reduction in in-person encounters (and time/travel/effort by 
patient/caregivers for professional care). 

 
Caregiver/ Family 

1) Can identification and documentation of the family caregiver and his or her role in caring for 
the patient, as well as involvement in care-plan creation/implementation lead to improved 
patient outcomes as opposed to usual care? Specifically: Family caregiver (FCG) info 
captured in EHR/paper record; FCG participation in care-plan creation and implementation 
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with patient, clinician, and care manager; Care plan is regularly reviewed and updated with 
FCG and patient input to meet patient goals. 

2) What are the outcomes, in terms of child health and developmental well-being, for families 
of children with special healthcare needs who receive (a) family care management 
participation training, (b) care management participation training plus whole family support, 
and (c) no intervention? 

 
Involvement of a personal health coach, patient navigator, peer counselor, care manager, care 
coordinator 

1) Access the effectiveness of personal health coaches in improving care management of 
patients with complex chronic health care needs. 

2) Comparative analysis of health coaching and physical therapy accessing what critical decision 
points would be most effective for certain patients. 

3) Conduct a comprehensive review of the effectiveness of health navigators in existing settings 
(military? IHS/CHR?). 

4) What is the comparative effectiveness of community health workers in assisting patients to 
manage chronic illnesses on the new patient engagement platform? 

5) Compare two groups of people who normally use attendants to help with their self-care and 
who enter a hospital due to an acute medical situation. One group brings their attendants 
with them and the other does not. Does having one's attendant there help the patient feel in 
control (and empowered). 

6) Compare the effectiveness of groups of people who do and do not have a peer counselor 
work with them while they are in the hospital. This would document the effectiveness of 
independent living center peer counseling to help people feel empowered in the medical 
situation. 

7) What is the comparative effectiveness of easy, real-time access to providers to help answer 
health questions or address concerns versus limited access to providers or case managers in 
empowering individuals and their caregivers to manage the symptoms and crises associated 
with complex health conditions?  

 
Compare the 
effectiveness of different 
models that merge 
professional care 
management with patient 
empowerment 

 
1) What level of patient empowerment is necessary to realize the perceived benefits of 

empowerment, and how can we quantify empowerment? 
2) What is the relationship between patient activation measure (PAM) level and adverse 

childhood experiences (ACE)? Correlations between low PAM and high ACE scores? 
Prevalence of high ACE scores by PAM category? 

3) What interventions work best in low PAM/high ACE populations? Compare different 
strategies, such as brief Cognitive Behavioral interventions (such as IMPACT), versus 
"trauma-informed" approaches, such as Eye Movement Desensitization and Reprocessing), 
with or without antidepressants. 

4) Is there a specific change in confidence by the patient using a ruler or other device to 
demonstrate the patient’s ability to change their behavior? 

5) What are the outcomes in terms of health, quality of life, and community participation for 
adults with disabilities and co-occurring chronic health conditions who receive (a) 
empowerment or patient-activation training, (b) empowerment training for patients plus 
barrier-removal training for healthcare providers, and (c) no intervention? 

6) Compared to existing care-planning processes, how does care planning that explicitly uses 
patient preferences to identify a small set of short-term action items affect patient 
perceptions of the usability, feasibility, and relevance of care plans in their lives? 

7) Focusing on patient goals versus usual-care management goals—which approach works 
better? 

8) How can patient-empowerment variables be factored into current provider incentives (such 
as 30-day readmission rates), especially when the patient decides not to follow 
recommendations? 

9) Can a patient-empowering care-management program support the patient in goals that 
result, or are likely to result, in decline in their health in our current healthcare environment? 
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10) How do the specifics of the care planning and implementation processes compare between 
care-management models that have and have not improved patient self-management and 
patient- centered outcomes in rigorous evaluations? 

11) Compare professional education versus peers and lay navigators for enabling patient self-
triage of symptoms/side effects of a given chronic condition. Potential outcomes: reduced 
contact with healthcare team, enhanced self-efficacy, patient satisfaction. Need: monitor for 
unintended consequences. 

12) Compared to usual care, how do care-management interventions affect the ability of 
patients to meet health-related goals they identify as priorities? 

13) Compare a group of people with disabilities or complex health conditions who are clients of 
an independent living center (ILC) and who enter a hospital due to an acute medical situation 
with a group of people who have not been clients of ILCs prior to hospitalization. Is the group 
with ILC experience more empowered than the other group? 

 
Compare the 
effectiveness of patient-
empowering care 
management models that 
are tailored to patients’ 
needs and level of 
engagement 

 
1) Can the use of motivational interviewing and use of materials and practices that are written 

to meet health literacy guidelines lower re-hospitalization rates for home-care patients? 
2) What is the comparative effectiveness of multilingual patient engagement platform in 

improving limited-English-proficiency patients’ safety and compliance to prevention and 
treatment protocols? 

3) Relationship of ACE to "health inequities/disparities"? Compare high-ACE-prevalence studies 
in the traditional health-disparity cohorts—according to socioeconomic status, race, 
ethnicity, language- —versus middle-class, Caucasian cohorts. 

4) For high-risk adults with co-occurring psychiatric and chronic health conditions, given the 
interaction of medical and psychiatric symptoms and conditions in complex patients and 
given an inadequate workforce and increasing prevalence of, and the related costs 
associated with ,conventional professionally based interventions: 

a. What is the comparative effectiveness of alternative approaches including:  
• professional coaching in self-management or health promotion  
• lay/peer coaching and support  
• telehealth (live) professionally delivered self-management or brief interventions  
• automated/computer-based self-management or brief interventions?  

b. What is the comparative effectiveness of alternative approaches for improving 
mental and physical self-management? 

c. What is the comparative effectiveness of alternative approaches for long-term 
improvement of healthy behaviors? 

d. What is the comparative effectiveness of alternative approaches that are scalable 
to different healthcare settings? 

5) For patients with asthma and/or allergies,  
a. When health systems implement asthma-management and education programs, is 

there an effect on outcomes? 
i. Is there a difference between education provided by in-home visits 

versus that provided at a facility, emergency room? 
b. Are caregivers (parents and auxiliary caregivers) better prepared to handle 

asthmatic children if they have received asthma-management training and 
education? 

c. Do disability accommodations (504 plans, etc.) have an effect on diagnosed allergic 
children’s care? In school, in school-based health clinics?  

6) For patients with diabetes, 
a. Does diabetes care delivered by an integrated team of providers (e.g., Patient-

Centered Medical Home) result in patients with type 1 diabetes being more likely 
to improve time in good glucose range? Does it result in patients being more likely 
to achieve overall diabetes care guidelines? 

b. What type or combinations of therapies (e.g., therapies that improve control of 
blood pressure, lipids, glucose) are more effective in preventing loss of renal 
function in people with diabetes? Does the effect differ in those with type 1 
diabetes versus type 2 diabetes? 

c. Would disease-management plans customized through comprehensive 
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psychosocial screening on diagnosis of type 1 diabetes improve adherence 
compared with the current standard of care? 

 
Other 

 
1) How do we evaluate innovative out-of-the-box approaches to overcome depression? How do 

we develop measurements of humanistic-view versus biometrical/medical measurement 
instruments? 

2) What factors/content or practice guidelines in training are most important for clinicians to 
obtain competences in motivational interviewing? 

3) Which clinical conditions and interventions are best suited for future pragmatic clinical trials 
to convincingly demonstrate the effect and generalizability of patient-empowered care for 
improving clinical outcomes? 

4) We have been promoting Stanford evidence-based educational self-management programs 
since 2006. We believe that Best Health Information Equals Best Health Confidence. But how 
do we evaluate its value/outcomes with patients, families, and caregivers? 

 
Submissions by people 
not attending the 
workgroup meeting 

 
1) How do you reconcile health education and provider roles and patient preferences and 

cultures with recommendations? 
2) How do you identify, evaluate, and replicate promising practices, such as having a great 

primary care team that coordinates all of care, including a caretaker. 
3) How do you reconcile patients that are more comfortable with faith based organizations and 

other community groups with our thoughts on health care and other recommendations. 
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