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Presentation goal 

1. Consider how the proposed patient-oriented topic 
generation process can work in the US 

2. Consider how to engage other constituencies 

3. Consider who in the US is doing similar or related 
work to the proposed process modeled on UK’s 
James Lind Alliance (JLA) 

4. Discuss the acceptability and generalizability of the 
paper’s recommendations 
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Sources of my perspective— 
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Oregon 
EPC 

http://www.kpchr.org/research/default.aspx
http://policymed.typepad.com/.a/6a00e5520572bb88340168e5c5e437970c-pi
http://www.google.com/imgres?imgurl=http://www.ahrq.gov/clinic/epc/epclogo.gif&imgrefurl=http://www.ahrq.gov/clinic/epc/&usg=__VDVVjKGFVQYwNTw2Iz27BENvBkg=&h=167&w=180&sz=3&hl=en&start=1&zoom=1&tbnid=FFOJXmFT1LYp6M:&tbnh=94&tbnw=101&ei=2ftTT9GNIY3ViAKruf20Bg&prev=/images?q=ahrq+epc+logo&hl=en&sa=X&gbv=2&tbm=isch&itbs=1
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Overall comments  

 Challenging task   

 Strong, clear focus on eliciting and maintaining the 
patient’s voice, incorporating health experience, 
addressing disparities 

 The international perspective offers valuable lessons for 
this relatively new area in the US 

 The US context is more complex, since there is no 
―unifying‖ perspective  

( i.e., no national health budget, health authority, or health care system) 
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Proposed PCORI process of public 
engagement in topic generation 

 Proposed 6-phase process for lay members-clinicians to 

form priority setting partnerships (PSP) which generate & 

select research topics (Figure 2) 

 Public = patients, families, carers, advocates, organizations 

 The proposed PCORI-PSP is a hub for eliciting broader peer 

input, capturing health experience research, employing 

health disparities analyses, & considering systematic 

reviews to produce research themes & topics  

 

5 



© 2012, KAISER PERMANENTE CENTER FOR HEALTH RESEARCH 6 

Elwyn G, Crowe S, Fenton M, Firkins L, Versnel J, Walker S, Cook I, Holgate S, Higgins B, Gelder C. Identifying and prioritizing 

uncertainties: patient and clinician engagement in the identification of research questions. J Eval Clin Pract. 2010 Jun;16(3):627-31. 

Figure 1. The JLA Asthma WP process to identify treatment uncertainties.  

DUETs, Database of Uncertainties about the Effects of Treatments; JLA, 

James Lind Alliance; WP, Working Partnership. 

http://www.ncbi.nlm.nih.gov.liboff.ohsu.edu/pubmed?term="Elwyn G"[Author]
http://www.ncbi.nlm.nih.gov.liboff.ohsu.edu/pubmed?term="Crowe S"[Author]
http://www.ncbi.nlm.nih.gov.liboff.ohsu.edu/pubmed?term="Fenton M"[Author]
http://www.ncbi.nlm.nih.gov.liboff.ohsu.edu/pubmed?term="Firkins L"[Author]
http://www.ncbi.nlm.nih.gov.liboff.ohsu.edu/pubmed?term="Versnel J"[Author]
http://www.ncbi.nlm.nih.gov.liboff.ohsu.edu/pubmed?term="Walker S"[Author]
http://www.ncbi.nlm.nih.gov.liboff.ohsu.edu/pubmed?term="Cook I"[Author]
http://www.ncbi.nlm.nih.gov.liboff.ohsu.edu/pubmed?term="Holgate S"[Author]
http://www.ncbi.nlm.nih.gov.liboff.ohsu.edu/pubmed?term="Higgins B"[Author]
http://www.ncbi.nlm.nih.gov.liboff.ohsu.edu/pubmed?term="Gelder C"[Author]
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1. How might this PCORI-PSP approach 
work in the US? 

 Partnerships in the UK are built on professional 
societies and advocacy groups (e.g., Asthma UK and 
British Thoracic Society) http://www.lindalliance.org/ 

 Similar partnerships could be encouraged or supported 
in the US 

 Ideally, such a process could also enhance clinical 
practice guideline development adhering to recent 
standards—including use of high-quality systematic 
reviews1 

 1. Clinical Practice Guidelines We can Trust 2011. The National Academy Press, 2011 
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Proposed PCORI-PSPs—considerations  

 Expectations should be realistic  
 (JLA has 16 condition-specific partnerships since 2004; 8 have published 

research priorities) 

 Use of existing systematic reviews is key— 
 as may be involvement of systematic review groups 

 Experience suggests predictable challenges  
 engaging clinicians, moving beyond advocates, & need for structured support 

 Providing complementary activities may be part of success 
 multiple mechanisms of patient engagement in research & evidence-based 

health inquiry exists in the UK (e.g., DUETS)  
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2. What about engaging other 
constituencies? 

 PCORI specified including others in lay & clinical communities, 

researchers  

 Multiple opportunities and avenues for access could increase 

engagement of the ―public‖ and these others 
 e.g., web nominations, exploration forums, networking 

 Other perspectives (e.g., health systems or purchasers/payers) 

further complement condition-focused PSP 
 e.g., IOM top priorities for health care quality transformation (2003):  

 12 disease/health conditions, 4 population-specific, 2 intervention-specific, 

  2 cross-cutting 
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How James Lind Alliance (JLA) priorities for 
asthma compare with other solicitations:  

 10 JLA PSP Priorities for Asthma 
 226 asthma-specific questions 

 Patient advocates-clinicians 

 AHRQ’s Effective Health Care Program  
 451 nominations: 5 asthma or cross-cutting health conditions 

 Public (website, topic exploration forums) 

 Integrated health care delivery system 
 310 nominations: 8 asthma or chronic disease management 

 Clinician/health system leaders (web-based survey) 
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 * top 50 

Patient-clinician priorities 
Public nominations 
Clinical/health system leaders topics 

 Adverse effects of medications in adults  

 Adverse effects of medications in children  

 Comorbidity and asthma management 

 Self-management 

 Education to manage adverse effects of medications  

 Managing allergy triggers 

 Role of complementary therapies 

 Breathing exercises 

 Education for asthma control 

 Asthma care management approaches  

 Psychological interventions for adults 
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Considerations in comparing approaches 

 Some unique, many complementary topics-
reflecting dissemination and new research 

 Responses are framed by the questions, as well 
as the nominator’s perspective: 
 ―Uncertain treatment effects‖ (JLA) 
 ―Future research on tests or treatments‖ 
 ―Important comparative effectiveness/safety research‖ 
 ―Studies to make your life better‖ 

 Will PCORI want ―information needs‖ or ? 
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Building other constituencies into a  
PCORI-PSP* type approach  
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Recommendations for engaging other 
constituencies and perspectives 

 Construct a system for patient-engagement that interrelates 

patient needs with those of other constituencies 
 one that connects more broadly to health research and health care improvement 

 Connect with existing types of initiatives (beyond 

professional societies and advocacy groups)  
 query/inquiry systems (e.g., Hayes, ECRI) 

 quality Improvement  initiatives (e.g., VA QUERI, primary care network) 

 learning networks (e.g., Medicaid Medical Directors) 

 researcher-community partnerships (e.g., Community-based participatory research initiatives)  

 community initiatives around health disparities 

 Open up opportunities for ―just in time‖ participation  
 (i.e., make it easy to do the right thing at the right time) 
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Who does similar or related work in the US? 
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3. Who else is doing similar or related work 
to the JLA in the US? 

 Engaging patients or consumer groups: Consumers 
United for Evidence; NCI/other NIH institutes; CTSA 
Community Engagement components; CBPR initiatives 
individual advocacy groups 

 Providing access to evidence-based information: NLM; 
Consumers Union   

 Conducting systematic reviews: EPC program; Cochrane 
review groups  

 Undoubtedly large number of others not listed here 
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4. How generalizable & applicable is the 
proposed PCORI-PSP approach to the US? 

 The recommended approach is condition-focused (e.g., 
asthma) while the PCORI draft research priorities are not 

 The recommended approach may not produce rapid 
results or be broad-based enough 

 Without infrastructure development and an overall, 
comprehensive system, the  recommended approach 
may not produce similar results 

 Important to ensure that the recommended partnership 
structure is that most valued by US patients 
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What else might be needed to apply the 
proposed PCORI-PSP approach to the US? 

 The paper lays out principles, processes, methods for 

patient engagement 

 Considering the motivation for participation in the US 
 meeting people where they are 

 maximizing the impact of their expertise 

 meeting their immediate needs 

 respecting their time and investment 
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Conclusions  

 The Nass, Levine, Yancy paper has identified a 

promising best practice (JLA PSP) & lays out important 

considerations, methods, and processes for engaging 

patients in generating PCOR topics 

 The prototype may need more modification to apply to 

the US than suggested in the paper 

 Complementing this approach and integrating it into a 

broader system could be important 
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Comments & Questions 
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Figure 3. Framework for describing Type A consumer involvement in research agenda 

setting: inviting consumer group involvement through collaboration 
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Patient-clinician priorities 
Public nominations 
Clinical/health system leaders topics 

 Adverse effects of medications in adults (CE of diff treatments-3 topics)* top 50  

 Adverse effects of medications in children (CE of diff treatments) 

 Comorbidity and asthma management (comorbid asthma-2 topics) 

 Self-management 

 Education to manage adverse effects of medications (literacy impacts) (pt-centered 

approaches to medication adherence)* top 50 

 Managing allergy triggers 

 Role of complementary therapies (Buteyko breathing) 

 Breathing exercises (Buteyko breathing) 

 Education for asthma control (literacy; interventions to modify adherence)  

 Asthma care management approaches (literacy; adherence interventions) (CE of asthma care 

management/health system alternatives-3 topics) (pt-centered med adherence) * top 50 

 Psychological interventions for adults 
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Primary Priority Conditions 
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PCORI research priorities 

1. Assessment of Prevention, Diagnosis and Treatment Options - Comparing the: 

  - effectiveness and safety of alternative prevention, diagnosis, and treatment options to 

  - see which ones work best for different people with a particular health problem. 

2.  Improving Healthcare Systems - Comparing health system-level approaches to improving access, 
supporting patient self-care, innovative use of health information technology, coordinating care for complex 
conditions, and deploying workforce effectively. Health systems (fed and nonfed) 

3.  Communication and Dissemination Research - Comparing approaches to providing comparative 
effectiveness research information and supporting shared decision-making between patients and their 
providers.   

4.  Addressing Disparities - Identifying potential differences in prevention, diagnosis or treatment effectiveness, 
or preferred clinical outcomes across patient populations and the healthcare required to achieve best 
outcomes in each population. 

5.  Accelerating Patient-Centered Outcomes Research and Methodological Research - Improving the 
nation’s capacity to conduct patient-centered outcomes research, by building data infrastructure, improving 
analytic methods, and training 
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Other resources in the UK 
 The James Lind Alliance Guidebook: an evidence-based guide to working with patients, carers and clinicians to set priorities for health research. 

Contains a range of good practice examples, tools, templates and other resources. www.JLAguidebook.org.  

 The British Medical Association's Patient Liaison Group Glossary produced to help patients and carers understand the roles of healthcare 
professionals – who work in the NHS. www.bma.org.uk/patients_public/whos_who_healthcare/index.jsp 

 Current Controlled Trials allows users to search, register and share information about randomised controlled trials. www.controlled-trials.com 

 DUETs (Database of Uncertainties about the Effects of Treatments) has been established to identify and publish patients' and clincians' 
questions about the effects of treatments which cannot be answered by referring to up-to-date systematic reviews of existing research evidence. 
www.library.nhs.uk/DUETs  

 Healthtalkonline - Clinical Trials is the gateway to many video and audio interviews with patients about their experience of clinical trials. 
www.healthtalkonline.org/medical_research/clinical_trials  

 Healthtalkonline – provides videos and audios about patients’ health experiences 

 INVOLVE promotes and supports active public involvement in NHS, public health and social care research.www.invo.org.uk  

 The James Lind Library has been created to help people understand fair tests of treatments in health care by illustrating how fair tests have 
developed over the centuries. www.jameslindlibrary.org  

 The NHS Evidence service provides easy access to a comprehensive evidence base for everyone in health and social care who takes decisions 
about treatments or the use of resources.www.evidence.nhs.uk 

 The National Institute for Health Research (NIHR) commissions and funds NHS, social care and public health research that is essential for 
delivering its responsibilities in public, health and personal social services. Its role is to develop the research evidence to support decision making by 
professionals, policy makers and patients, make this evidence available, and encourage its uptake and use. www.nihr.ac.uk 

 NIHR Evaluation, Trials and Studies Coordinating Centre (NETSCC) is home to a growing number of research programmes and is part of the 
NIHR. It manages the following research programmes: Efficacy and Mechanism Evaluation; Health Services and Delivery Research; Health 
Technology Assessment; and Public Health Research. www.netscc.ac.uk 

 People in Research aims to help members of the public make contact with organisations that want to actively involve people in clinical research. It 
has been developed by the UK Clinical Research Collaboration, INVOLVE and others.www.peopleinresearch.org  

 The Royal Society of Medicine (RSM) aims to provide a broad range of educational activities and opportunities for doctors, dentists, and 
veterinary surgeons, including students of these disciplines; and allied health-care professionals. www.rsm.ac.uk 
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