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We conducted an environmental scan in order to assess the breadth and scope of training programs available to patients who want to take a more active role in research participation and how those programs were structured, as well as what tools and resources were provided. We identified private, for-profit groups, online communities, patient advocacy training programs, academic-based programs, government-run programs, and international programs. Programs were tailored either to patients as research subject participants, as research team members, or as policy team members. We evaluated to what extent each identified program demonstrated engagement, instruction, involvement, and support of participants. Overall, there were few programs that included the full range of activities; engagement and involvement were the most strongly represented areas. Most programs were tailored to a specific role (research participant, research team member, or policy team member). The majority of online communities provide tools for patients to manage, track, share, and educate themselves about their own conditions, but do not provide any research-oriented training. 
We identified a range of programs, from those tailored to a specific disease or condition, to those with a much broader focus, such as eliminating health disparities or providing an online forum for health advocates. The programs also present a variety of formats, from free online access to electronic materials to interactive webinars requiring registration, to fee-based in-person training sessions, some lasting several days. 
The environmental scan and the categories we identified have lead to several productive insights as to successful approaches to the four identified activities, areas that can be strengthened, and existing gaps. While this review is not exhaustive, it does provide a snapshot of different types of patient-oriented training models and reveals some of the assumptions underlying these different approaches. We will build on these strengths and address the weaknesses we identified in moving forward so as to avoid past missteps and redundancies. 
Successful Approaches

We do not currently have a metric by which to measure success of a program, such as patient-reported improved quality of care or numbers of patients who have completed training or have been retained within an organization or self-reported satisfaction. Success in this sense is related to the completeness of the model in addressing the four activities (engagement, instruction, involvement, and support), navigability and accessibility of the website, attention to different levels of education and learning abilities (including exclusivity or barriers to participation), and alignment of the stated mission or goals with the materials and resources provided.

Project LEAD is an exemplary program produced by a private, for-profit organization that has multiple components tailored to each role (research subject-participant, research team member, policy team member) and fully addresses each activity. The website itself is easy to navigate with section headings that correlate closely to the activities we’ve identified (such as Learn, Act, Know, etc.). Visitors can access free learning materials that provide disease-specific information, such as common myths and little known facts about breast cancer. There are also a number of links to past, on-going, and future efforts of members of Project LEAD. Training programs are tailored to levels of involvement, which range from donating to the project as an online community member to working with cancer research teams to participating in the national lobby day held annually in Washington, D.C. Training programs are adjusted to different depths of scientific knowledge and advocacy experience. Some programs are open to all participants (with a fee), though some are more exclusive and are based on competitive selection of applicants. Graduates of the training programs are encouraged to continue to learn from each other through an online community that allows members to share news, activities, and upcoming events. Project LEAD is presented as a credible nationally recognized organization in conjunction with the National Breast Cancer Coalition. The website provides links to media coverage as well as white papers produced by the Project with member input. One drawback of note is that membership is not free and all of the training programs are fee-based, most costing more than one hundred dollars; this may be prohibitively expensive and should be addressed as a potential barrier for potential participants. 


Few of the programs surveyed offered training without a fee.  CUE (Consumers United for Evidence-based Healthcare), supported by the U.S. Cochrane Center, is a rare exception, requiring only an email registration to access their materials. They provide a multi-session online training course in evidence-based research. It introduces trainees to basic research principles and vocabulary through a series of six video tutorials. The website is easily navigable and the tutorials provide a number of different options for repeating lessons or returning to the content list. Registered users have unlimited access to the tutorials and so can repeat sessions as often as desired. The tutorials demonstrate research practices using examples taken from real-life examples, concretizing abstract principles. The U.S. Cochrane Center offers positions for comparative effectiveness literature reviewers as a way to involve participants and utilize the skills they have learned. This is not a direct application in terms of becoming involved in a research team but does contribute to the comparative effectiveness literature and in turn informs how services, interventions, and treatments are evaluated.
Areas to Strengthen

Engagement is widely represented among the programs surveyed but to varying degrees of success. Generally, non-government organizations demonstrate the most active and far-reaching forms of engagement due in large part to the level of financial resources at their disposal. Online communities such as PatientsLikeMe have a high level of recognition on the Internet but little clout outside of the online world. Most of their resources are devoted to directing Internet traffic to their websites and to maintaining members, though this does not necessarily translate to active community engagement. For example, WeGoHealth is an online community for health activists that provides a forum for sharing/pooling resources and information, alerting members to upcoming events, and learning from one another how to leverage individual capacity (such as through effective health blog postings and use of online videos). While they have a large number of members, only a small portion of them actively post and share in the forums or on the message boards. This is a striking example of the disconnect between engagement and involvement. Members are initially engaged but once they have joined there are few activities that promote involvement in the community as a whole. Involvement also rests solely on the initiative of the individual (noted in the section on assumptions). 


Another area that may be improved relates to the intended audience and the materials presented. Common to the government-run programs, resources described as patient or consumer oriented are often more closely related to performing patient-centered research and are intended for stakeholders or professionals (for example, Effective Health Care Program run by AHRQ; NICE (National Institute for Health and Clinical Excellence), widely respected as a policy informer in the U.K.); INVOLVE, also based in the U.K.). One aspect of this misrepresentation is the limited availability of the four identified activities. For example, a program may provide informational materials such as a “consumers guide” but any opportunity for instruction, involvement, or support is directed toward professionals. Often patients and professionals are directed to the same library or database of information, which is a familiar resource for professionals but can be overwhelming or too complex for a layperson. Information is useful but should not be conflated with an instructional program. This contributes to the frequently noted problem of “information overload” and makes the task of finding relevant information more daunting. 


Not all of the programs surveyed are open to the public. A number of programs, particularly government programs, are selective in who they admit onto their boards. This in part reflects the role and types of responsibilities a participant is expected to assume. For example, the Patient Representative Program of the FDA and the Stakeholder Group of AHRQ accept applications from the public but require resumes, letters of recommendation, and typically require some association or previous experience with a patient advocacy organization. The Director’s Council of Public Representatives of the NIH has a more public face and members are expected to act as liaisons between the public and the NIH, a role that requires specific and finely honed skills. The AHRQ programs invite the public to provide research suggestions and comments on current research topics, though the former process is somewhat involved and requires a fair amount of reading and navigating online forms. Overall, these programs are difficult to find without searching specifically for them. The websites are not very user friendly (in that pages are not usually inter-linked and require following specific paths that do not connect to the home page). Details of the role responsibilities are usually provided but descriptions of the kind of training available are usually absent. These barriers may purposefully and selectively restrict the number and characteristics of applicants. Navigating these kinds of websites and application processes should be considered a necessary skill in training participants to operate in a research environment. 
Gaps

At the outset of the environmental scan we identified three roles for patient-participants to aide in categorizing the programs we surveyed. These roles are not always distinct and discrete. Often the more familiar a patient-participant becomes with research, either through personal experience, advocacy work, or training, the more valuable that person becomes as a potential policy team member. Roles may bleed into one another in other ways as well. This led us to create a separate category of “identity” as a crucial element in defining a patient-participant goal as well as developing a training program. As noted above, programs are generally condition specific. Even programs or websites that have broader missions, such as WeGoHealth or the Patient Representative Program of the FDA, organize participants, and all their informational content, into categories of disease or condition. The major gap we have identified is the significance of activating and fostering the sense of identity that makes each participant a unique and invaluable asset to the research process. While this goes beyond the scope of an environmental scan, we hypothesize that integrating identity into a training program will facilitate and improve individual connection to a program and retention from engagement, through instruction, involvement and ongoing support. In addition, achieving a better understanding of identity will inform each activity and more closely tailor a program to the needs and values of patient-participants.  



Another gap we identified is in what we have specifically termed “Instruction.” The majority of programs surveyed provide informational materials, often termed “learning materials;” some provide a simple “FAQs” page, others link to an involved searchable database of reports and research. It is important to draw a distinction between information and training, between providing learning materials and actively training a participant. The training program provided by CUE, supported by the U.S. Cochrane Center, is an example of a training program in that it introduces participants to new vocabulary and concepts and then walks through examples using the vocabulary and highlighting how those concepts are applied in a variety of situations. This is especially important in training patient-participants in scientific and research principles, many of which are used and assumed instinctively by practiced researchers. 


Finally, few programs provide active, ongoing support for members. Similar to involvement, support is generally based on individual initiative through responding to questions or concerns submitted by patient-participants. In some programs, such as Project LEAD and the Parkinson’s Disease Foundation Learning Institute, graduates provide support for new initiates and help to foster a community and share resources. In other programs, such as the FDA Patient Representative Program, a knowledgeable professional provides support to a new member until that member gains her own experience and can manage her role independently. We want to emphasize the iterative nature of support through multiple channels, in which not only does the organization support members, but members support both new initiates and veterans, as well as provide feedback and insight to researchers and trainers to create a balanced partnership; the goal of support is then to become actively engaged in the structure of the organization itself. 
Underlying Assumptions

It is difficult to provide a one-size-fits-all information and training resource, especially for patient populations in which individuals present with a wide range of abilities and burdens, from motor to cognitive effects. Several underlying assumptions present in a number of programs, especially among the government-run programs, are a degree of sophistication of vocabulary, understanding of the research process and scientific principles, and ability to navigate complex websites that may pose considerable barriers to engagement and participation. 


Initiative and time commitment is a pervasive underlying assumption, specifically in relation to involvement. The majority of programs consciously attempt to lower the barriers to joining and promote the benefits of becoming engaged. However, most programs place the onus of involvement on the initiative of the individual in that they provide a forum and invite participation but don’t actively pursue it. It may be valid, even necessary, to assume that patient-participants have time at their disposal, though it is important to keep in mind the number and complexity of medical commitments patients often have. The degree of motivation or initiative is likely a product of sampling, in that the primary methods of engagement utilized by the programs surveyed assume active interest; from the traffic directed to the site, only the most interested and active patient-participants will join, and a smaller proportion will remain actively involved. As noted above, this problem is especially pertinent to online communities, such as Inspire, WeGoHealth, and PatientsLikeMe, that offer few opportunities for involvement in the community beyond their own online presence or outside of the website forum. 
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