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Members 2014 Members 2014 

 AARP 
 Alzheimer's Association, California 
 Council 
 Arthritis Foundation, Pacific Region 
 American Congress of Obstetricians and    
 Gynecologists (ACOG), District IX 
 California / American Cancer Society 
 Action Network, Inc. 
 American Chronic Pain Association 
 American Diabetes Association 
 American Heart Association 
 Arthritis Foundation, Pacific Region 
 Asthma & Allergy Found. of America, CA 
 Breathe California of Sacramento 
 Emigrant Trails 
 California Academy of Family Physicians 
 California Academy of Physician 
 Assistants 
 California Association of Alcohol and 
 Drug Programs Executives, Inc.  
 California Dental Association 
 California Hepatitis C Task Force 

 
 California Physical Therapy Association 
 California Psychiatric Association 
 California Society of Health-System   
 Pharmacists 
 Epilepsy California 
 Foundation for Osteoporosis Research 
 and  Education (FORE) 
 Hemophilia Council of California 
 International Bi-Polar Association 
 Mental Health America in California 
 Mental Health Systems San Diego 
 National Multiple Sclerosis California 
 Action Network 
 National Alliance for the Mentally Ill 
 (NAMI) California 
 National Fibromyalgia Association 
 Neuropathy Action Foundation 
 Project Inform 
 Sickle Cell Disease Foundation of CA 
 TMJ Society of California 
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Pros   
 

Cons 
 

 Not enough information 
 Drug information may 

be hard to find 
 Health literacy 
 Label claims can add 

confusion  
 During acute illness 
 Increase discriminatory 

practices 
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 Patient reports experience 
◦ Side effects, symptoms 

 Patient view of their health 
 Objectivity 
 Better understanding 
 Labeling 
 Patient engaged and 

activated 
 Increase knowledge 
 Increases value - triple aim 
 Personal responsibility 

 
 



Did services provided actually improve 
personal care? 

 Patient experience 
Patient centered 
Self-management 
Care delivery 
PROs in Clinical trials  
 Help analyze personal quality  
 Improved outcomes  
 Performance and comparative effectiveness of 

different treatments 
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 Improved quality and lowering overall costs 
◦ Medication adherence 
◦ Compliance 
◦ Create tools for better understanding therapeutic 

class of drugs 
◦ Transparency of information 
◦ Improved CMM 
 Multiple chronic conditions coordination 
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 Can we easily use our outcomes data for: 
 clinical trial outcome evaluation? 
 clinical decision-making? 
 administrative and management purposes? 
 health policy decision making? 
 regulatory and market purposes? 

 



 To continue NIH’s mission of successful medical 
research, it will need to recast its entire clinical 
research system  
 

 Requires the development of new partnerships of research 
with organized patient communities, community-based 
health care providers, industry, and academic researchers. 
 

 Need new paradigms in how clinical research information 
is collected, used, and reported. 
 

 Includes the advances in information technology, 
psychometrics, and qualitative, cognitive, and health 
survey research. 
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• California Doctor Ratings 
• Q: Example: Did you and 

your doctor talk about a 
healthy diet and healthy 
eating habits? 

• How often did your doctor 
seemed informed and up 
to date about care from 
your specialists? 
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 Public Policy 
◦ Learning collaboratory 
◦ Open dialogue 
◦ Focus groups 
◦ Patient feedback in real time 

 
 



Engaging with payers and physicians to support market access 17 
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Questions? 
 

Thank You! 
 

California Chronic Care Coalition 
Liz Helms 

909 12th Street, 201 
Sacramento, CA 95814 

lizhelms@chroniccareca.org 
916.444.1985 

www.chroniccareca.org 
 

mailto:lizhelms@chroniccareca.org
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