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Summary:  
 
On April 23, 2013 the Patient Centered Outcomes Research Institute (PCORI) released a 
funding announcement entitled “The National Patient-Centered Clinical Research Network: 
Patient-Powered Research Networks (PPRNs)—Phase One.”  Through this solicitation, PCORI 
seeks to fund a set of 18-month development proposals with up to $1,000,000 per proposal. 
This funding will establish a set of Patient-Powered Research Networks (PPRNs) that 
complement PCORI efforts to establish a national infrastructure of Clinical Data Research 
Networks (CDRNs) through a separate funding announcement.  
 
PatientsLikeMe, established in 2004, has operated a PPRN since 2006. As an early pioneer of 
PPRNs, PatientsLikeMe welcomes the opportunity to team with academics, pharmacies, 
clinicians, and patient advocacy organizations in order to improve and expand our existing 
research-based online platform. We believe that PCORI funding can lead to innovative 
methods for knowledge generation and support the promise of a continuously learning 
healthcare system.  
 
To that end, we have created the PatientsLikeMe Request for Proposals (PLM RFP) outlined 
below. It seeks to identify quality research partners capable of defining high-value, patient-
centric research goals worthy of PCORI funding that can be built upon PatientsLikeMe’s 
existing digital infrastructure and data model. Requirements for responding to this PLM RFP 
are described in further detail below. This includes defining research questions, recruiting 
additional members for participation and research to enlarge our already substantial member 
base, and becoming involved with governance and advisory roles through patient and 
caregiver advisory boards. 
 
About PatientsLikeMe: 
 
Since 2006, PatientsLikeMe has operated a Patient-Powered Research Network. While the 
focus of the network was initially on patients and caregivers with ALS, subsequent expansions 
continued to add communities for individuals living with various conditions. In 2011, 
PatientsLikeMe allowed users to participate in multiple condition communities, recognizing the 
impact of complex comorbidities on the day-to-day lives of people with chronic conditions. 
Currently, PatientsLikeMe has a membership of more than 200,000 individuals sharing their 
experiences on more than 1,500 conditions.  
 
Individuals can use the platform to self-monitor their illness and quality of wellness, interact 
with other users, and share their disease outcomes with a broad community. Data provided by 
individual users through structured questionnaires, narrative journaling, and social messaging 
forms a robust backbone for exploration on the part of the user and research by our academic 
and industry partners. PatientsLikeMe has successfully collaborated with a number of health 
systems, academic researchers at top tier research universities in the United States and 
United Kingdom, and members of the pharmaceutical and non-profit research communities. 
Our staff and collaborators regularly publish articles in top scientific journals and are called on 
to present at global conferences. We have used PatientsLikeMe to connect individuals living 
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with disease to CEOs of major providers as well as relevant regulatory agencies, so that the 
experience of real people can inform policy and practice.  
 
All users of PatientsLikeMe have the option to retain pseudonymity when interacting with the 
platform and with other users of the site. However, we ask all users to share what data they 
are willing to in an open way, so that each individual trying to learn about their disease can 
benefit from the commons that we have created.  
 
Data captured through PatientsLikeMe includes:  

• Demographic information 
• Conditions and comorbidities 
• Date of diagnosis 
• Quality of life outcome data 
• Symptom severity 
• Medication usage, adherence, and burden 
• And, where applicable, disease specific outcome measures 

 
PatientsLikeMe has recently been awarded a grant from the Robert Wood Johnson Foundation 
to create an Open Research Exchange™ (www.openresearchexchange.com), a new open-
participation research platform for creating health outcome measures. ORE puts patients at the 
center of the clinical research process and allows researchers to pilot, deploy, share, and 
validate new ways to measure diseases within PatientsLikeMe’s community of more than 
200,000 members. We believe this critical asset offers PatientsLikeMe unique capabilities 
when partnering with external stakeholders in responding to this PCORI opportunity.  
 
PatientsLikeMe Request for Proposals:  
 
PatientsLikeMe will team with selected respondents to this RFP in order to jointly submit at 
least one Letter of Intent prior to June 19, 2013, in accordance with the aforementioned PCORI 
RFP, at: http://www.pcori.org/assets/PCORI-PPRN-Funding-Announcement-042313.pdf 
 
The PCORI RFP outlines ten criteria for a successful application.  
 

1) Description of a patient or caregiver network 
2) Construction of a clinical database  
3) Plans to increase the size and diversity of the population 
4) Plans to involve participants in network governance 
5) Willingness to participate in a national comparative effectiveness research network 
6) Creation of a standardized network model 
7) Ability to share standardized information with other researchers 
8) Administrative and financial accounting structures  
9) Capacity to obtain EHR data on consenting network participants 
10)  Roadmap to allow for biobanking of tissue or genetic material if award continues after 

period of demonstration 
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Of these ten criteria, PatientsLikeMe has significant experience in criteria 1-3, and 5-9. 
Through the PLM RFP, we seek partners with the following characteristics: 
 

• Core capabilities in patient acquisition (Criterion 3)  
• Desire to be involved in new models for network governance (Criterion 4) 
• Partners interested in developing a roadmap for a biobank/biorepository (Criterion 10) 

 
Further, PatientsLikeMe seeks to partner with researchers and advocates that can expand and 
demonstrate value from data collected to date through our platform. PatientsLikeMe also seeks 
to work with academic research centers that are interested in expanding clinical research 
capabilities in partnership with a pioneer in the field of PPRNs.  
 
PatientsLikeMe is looking for partners for the PLM RFP from the following types of 
organizations:  
 

• Disease advocacy organizations 
• Research non-profits 
• Academic investigators 

 
PatientsLikeMe is primarily interested in augmenting capabilities in the health conditions where 
significant populations currently exist on our platform, or where there is a short-term strategic 
interest indicated by PCORI or by organizations with which PatientsLikeMe traditionally 
engages.  Suggested conditions include but are not limited to:  
 

• Idiopathic Pulmonary Fibrosis 
• Multiple Sclerosis 
• Epilepsy 
• Psoriasis 
• Rare diseases 
• Traumatic Brain Injury 
• Post-Traumatic Stress Disorder 
• Mood disorders 
• Lupus 
• Rheumatoid Arthritis 
• Amyotrophic Lateral Sclerosis 
• Primary Lateral Sclerosis 
• Progressive Muscle Atrophy 
• Parkinson’s Disease 
• Fibromyalgia 
• Chronic Fatigue Syndrome 
• Restless Leg Syndrome 
• Crohn’s Disease 
• Ulcerative Colitis 
• Irritable Bowel Syndrome 
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• Peripheral Neuropathy 
• Huntington’s Disease 
• Migraine 
• Cancers 

 
We are seeking proposals no greater than four (4) pages in length detailing: 
 

• Name and title of technical point of contact 
• Name of organization, address, and phone 
• Disease or disease(s) of interest  
• Research questions of principle interest  
• Current membership base of organization or current capability to access a patient 

participant population  
• Ability to participate in governance  
• Describe your organization’s top strategic objectives 
• How do these strategic objectives align with the vision and mission of PLM as described 

in this document 
• Who do you consider your major competitors? 
• Who do you consider your major collaborators? 
• PLM is very interested in actively engaging in thought leadership.  Briefly describe how 

you might assist with this. 
• If applicable, please describe your database management and analytical capabilities; 

including platforms, tools used and other databases 
• Last, please provide an overview of data management  

 
Where appropriate, investigators may also submit a CV and no more than three selected 
publications.  
 
Submissions to this PLM RFP are required no later than June 12, 2013. If submissions are 
received prior to June 12, PatientsLikeMe may contact organizations on an ongoing basis.  
 
Questions on this RFP must be submitted via email to Dave Clifford at 
DClifford@PatientsLikeMe.com by noon EDT, June 7, 2013. 
 
PLM will be the final judge to the acceptability of any proposal made and reserves the right to 
accept or reject any or all proposals and to award the contract in any way that best serves the 
interest of PLM.  PLM may choose multiple partners to participate in the program.  All 
information included in this document is confidential.   
 
We look forward to creating high quality responses to this unique funding opportunity. If you 
are not interested or qualified to respond to this PLM RFP but know others who are, please 
feel free to share this document with them. 


