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USING THE BUREAU OF SAGES TOOLKIT 
 

This toolkit provides examples of approaches, topics and activities used to train Sages during 

the two year development phase of the Bureau of Sages at CJE SeniorLife. We provide it as one 

example of how to prepare nursing home residents and older adults living with frailty at home 

for engaging with researchers. These examples may help others develop their own Bureau or 

similar advisory board of older adults.  Examples should be adapted to fit the unique features of 

and conditions of the settings and the needs of the target population. 

 

Please reference this manual as follows, if used or cited: 

 

CJE SeniorLife, Leonard Schanfield Research Institute. How to Talk About Research: A Training 
Toolkit For Nursing Home Residents And Stay-At-Home Elders. October 2017.  
 

 

This project was funded by the Patient Centered Outcomes Research Institute through a Eugene 

Washington PCORI Engagement Award (2640-CJE). 
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INTRODUCTION 

 

This toolkit contains examples of training activities used to prepare older adults to serve as 

members of the Bureau of Sages.  These materials were developed with input from Sages, 

researchers, clinicians, Research Coaches (training facilitators), and staff at CJE SeniorLife’s 

Lieberman Center. The Bureau of Sages Manual provides more information about the two-year 

process of developing the Bureau of Sages and current Bureau procedures.  

Lessons Learned 

Observation and feedback during training activities, meetings and retreats provided lessons 
about the experiences of Sages and Research Stakeholders and helped us to identify strategies 
for successful engagement. These lessons are summarized below: 
 
Sages… 

 Need ample time for verbal expression and “being heard” 

 Need to express personal experiences and feelings, before being able to generalize 
issues for the purpose of research 

 Prefer short presentations with ample opportunities for discussion 

 Were most engaged when participating in small group activities  

 Process information in small “doses”, with an few slide (online) or handouts (in person) 
that adhere to design guidelines that accommodate age-related impairments 

 Like communicating via online technology and were extremely patient when there were 
technology challenges  

 Value being part of a group of peers, whether living in a nursing home or at home, 
because it broadened their perspective, and they  became friends with peers; those at 
home learned more about life in a nursing home 

 Value connecting with the broader community through research  
 
Researchers… 

 Learned that Sages still have the ability to contribute, even if  at a slower pace 

 Learned how to give Sages time to process and respond  

 Valued Sages’ knowledge and experiences, which affirmed the important of their  topics 
or research variables  

 Recognized the “hard work” of facilitating engagement  

 Appreciated each other’s presence, support and insight 

 Acknowledged the value of understanding attitudes , feelings and preferences about 
health and medical conditions 

 Acknowledged the need to focus on strengths, not just deficits. 
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Strategies for Engaging Sages… 

 Iterative training that focuses on concrete, unintimidating topics or tasks, frequent 
review of key concepts, and repeated practice of skills 

 Thoughtful, appropriately paced facilitation by someone who is familiar with Sages as 
individuals 

 A variety of strategies for accommodating diverse communication needs 

 Individualized support with expressing ideas, verbalizing, and following discussions 
(especially for those with sensory impairments, speech impairments, slow processing, or 
illness related fatigue) 

 Very few handouts, as shuffling through paper was challenging for some   

 Facilitation guides with discussion prompts and references materials that can be used or 
adapted by facilitators to best fit the needs of Sages 

 Creative and quick “work arounds” when technology fails 

 Close attention to how spaces/seating are arranged to maximize interaction 

 Flexible schedules and opportunities to repeat training as Sages are likely to miss 
meeting due to illness  

 Allowing time for socializing and expressing  mutual support regarding their day to day 
lives 
 

Strategies for Engaging Research Stakeholders (researchers and clinicians)… 

 Orienting researchers/clinicians how to communicate with Sages  

 Opportunities for getting to know each other as equals 

 Assisting them during interactions with Sages, helping them translate their language and 
scale down the amount of information they share with Sages 

 Facilitating interaction and discussion amongst Sages and Research Stakeholders 

 Assisting Sages with “generalizing” their feedback, highlighting issues that pertain to 
others in similar situations 

 Providing a template for research presentations (so that Sages can easily identify  the 
key elements of a research project) 

 

Training Goals and Learning Objectives 

 
The overall goal of the training was to build and maintain knowledge and basic skills to 
empower the Bureau of Sages, as a group, and to provide input to research. The specific 
learning objectives for Sages were to: 

1) Be comfortable talking about research 
2) Be confident interacting with researchers 
3) Recognize basic research concepts 
4) Be able to talk about specific research ideas or projects 
5) Express ideas that can inform research 
6) Engage in peer-to-peer learning  
7) Relate their experiences to other older adults living in similar situations  
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Role of Research Coaches 

 
One or two Research Coaches facilitated each training session using strategies that 
accommodate diverse learning styles or sensory limitations. During small group meetings, 
Research coaches engaged Sages in discussion and practiced a variety of interpretation and 
communication skills. Research Coaches were also responsible for documenting discussions and 
products of Sages’ meetings. The materials in this toolkit were designed to help Research 
Coaches engage Sages. 
 

Overview of Training Materials 

 

The toolkit includes the following materials: 

 Facilitation Tips for Research Coaches 

 Facilitation Guides, for each training topic 

 Reference Guides for Research Coaches that provide additional background information 
to use when facilitating discussions with Sages 

 Slides that can be displayed or printed as handouts for Sages 

 Sample products from the Bureau of Sages 
 

Ten training topics are provided in a suggested order that is intended to reinforce learning over 

18-24 months. Some topics were addressed over multiple meetings. Regular meetings were 

critical for maintaining continuity in learning, fostering peer-to-peer connections, and 

accommodating absences due to Sages’ health issues or other conflicts. Sages met 2 to 3 times 

each month, for a total of approximately 45 meetings. They also participated in 8 quarterly 

retreats with Research Stakeholders, which also included training activities to reiterate 

learning. 

 

During the second year of the development of the Bureau of Sages, older adults began serving 

as an advisory group to outside researchers. They continue to receive refresher training on 

selected topics, as new Sages join the Bureau (see Refresher Training). 
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FACILITATION TIPS FOR RESEARCH COACHES 

 

Research Coaches play a critical role in facilitating the capacity of Sages to provide their voice to 

research stakeholders, whether one on one or in group settings.  Coaches should strive to 

create a welcoming atmosphere that fosters mutual understanding and respect, as well as an 

unintimidating environment that builds Sages’ confidence in their ability to interact with 

researchers. Research Coaches need to be familiar with facilitation and communication 

strategies that enable Sages to understand and discuss core research concepts, respect each 

other’s diverse views, make basic decisions about research issues, and express themselves 

when they are engaging in dialogue with researchers and clinicians.   

These facilitation tips are designed to orient Research Coaches to the unique aspects of group 

facilitation with nursing home residents and other older adults living with frailty or chronic 

conditions that affect their abilities to engage. Many of the techniques are based on literature 

regarding group facilitation in general, but have been adapted for use with the Bureau of Sages. 

This tip sheet includes four sections: 

I. Facilitating Group Activities with Sages  
II. Using the Training Materials with Sages 

III. Facilitating Discussion between Sages and Research Stakeholders 
IV. Resources/References 

 

I. Facilitating Group Activities with Sages 

 

This section addresses general facilitation techniques, managing group dynamics, as well as 

issues specific to working with older adults with functional or sensory limitations.   

 

 Be sensitive to perceptions of research and/or health care* such as: 
o Mistrust of health care providers and/or health care research. 
o Negative experiences with health care/research. 
o Lack of confidence in their ability to talk with researchers (e.g., due to lack of 

research expertise, no personal experience with research, confusion about what 
they can contribute, etc.). 

o Not speaking up or feeling intimidated around researchers/clinicians. 
o Cynicism about the likelihood of change in research or practice. 
*Especially for those who are new to the Bureau. 

 Gently reiterate or “review” the Bureau of Sage’s purpose, goals, and roles* as there is 
likely to be: 

o Confusion about the goals of the Bureau of Sages or misunderstanding of the goals 
of specific activities. 
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o Perceptions of the Bureau as a venue for discussing personal issues, health concerns 
or frustrations with care services or the facility they live in. 

o Impatience regarding the long term impact of Bureau activities, such as questioning 
“Where this is all going?” or “Will this actually change anything?” 

o Strong opinions about what the Bureau “should” be that are not relevant to its 
intended outcomes. 

*Especially for those who are new to the Bureau or who have memory impairments. 
 

 Build confidence in and trust among Sages:  
o Validate Sages’ diverse views; restate them if needed so that everyone hears and 

understands those views. 
o Reassure Sages that they will continue to learn more about how to communicate 

with researchers over time. 
o Make research less intimidating by framing learning activities as “introducing,” 

“practicing,” “imagining,” and “reviewing” key concepts and skills. 
o Provide examples of or invite speakers from other patient-centered projects (e.g., 

CDRN’s, PPRNs, PCOR studies, etc.). 
o Provide examples of how the Bureau’s input or feedback has been used by 

researchers (e.g., thank you letters from researchers). 
o Give concrete examples of how patients’ perspectives have made a difference in 

other patient-centered projects. 
o Remind them that having an impact on research takes time and that “we are in this 

together, with researchers”; give examples of the challenges that researchers face. 
 

 Limit or manage “off task” dialogue: 
o Remind Sages of the purpose of the Bureau of Sages. 
o Set up basic operating rules for the group about speaking, listening, respect, etc. 
o Clearly state the goals of each meeting or activity (refer to Facilitator Guides). 
o Remind Sages of those goals during the meeting, if needed. 
o Acknowledge the importance of personal concerns and then provide Sages with 

alternative venues for addressing those concerns (e.g. Resident’s Council). 
o Use complaints or negative experiences as learning tools; reframe them in a positive 

way by: 
 Identifying potential solutions or desired outcomes that address that experience. 
 Discussing hopes for future research that can benefit other older adults or 

society. 
o Stay in your role as facilitator; be conscious of your own body language or behavior 

and avoid defensiveness. 
 

 Use strategies suited for older adult learners: 
o Foster a positive group dynamic that encourages participants to interact and learn 

from each other as equals who each have valued experience or expertise. 
o Maximize discussion-based or experiential learning; avoid lecturing. 
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o Use lay language or familiar examples to introduce key research concepts and then 
explain how researchers talk about that concept; avoid using research terms (jargon) 
before having such conversations. 

o Maximize reiterative learning by: 
 Introducing and “practicing” using key terms, concepts and skills. 
 Reminding Sages of what they have discussed previously. 
 Reviewing their previous work or products. 

o Avoid asking Sages to recall prior activities or remember what they learned so as to 
minimize performance pressure or cognitive burden. 

o Provide information in multiple ways, such as visual and audio formats; be sure 
these materials are accessible (see below); if possible, provide visual or audio aids 
before and/or after sessions. 
 

 Adapt to Sages’ capacities and challenges (physical, sensory or cognitive): 
o Facilitate each Sage’s ability to hear, understand and contribute via any or all of the 

following strategies for increased accessibility:  
 Use hearing aids, microphones, speakers with no feedback. 
 Ensure all visuals are in large print and written in accessible and concise 

language. 
 Show videos with captions. 
 Use visual or online technology that maximizes ability to see and hear. 
 Use online platforms that are user friendly for those with communication or 

physical challenges. 
 Support an individual’s ability to express his/her ideas; carefully listen to and 

restate his/her comments, as needed. 
 Restate the comments of those who cannot speak loudly or clearly enough to 

be heard. 
o Provide a physical space that is comfortable, without excessive background noise or 

interruptions. 
o Test all adaptive devices, technologies or techniques before meetings.  
o Avoid detailed decision making. 
o Support the group’s ability to make decisions by summarizing consensus. 

 

II. Using the Training Materials with Sages 

 

This section provides tips for using Facilitator Guides, Facilitator References and Sage materials. 

Again, the Research Coach should use these materials to promote an unintimidating, 

conversational tone that fosters rapport, builds confidence, and reinforces teamwork among 

Sages.   

 

1. Before each session: 
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o Review the Facilitator Guide, References (for the Research Coach only) and/or Sage 
materials. 

o Be prepared to adapt the content/strategies to different capacities and needs of 
Sages (e.g., how much information will be covered, whether to print handouts or 
have slide for Sages). 

2. During each session: 
o Provide the group with discussion ground rules, if needed. 
o Paraphrase talking points on the Facilitator Guide; do not read aloud as a script. 
o Use any or all of the discussion prompts/questions. 
o Adjust scope and depth of content to the capacities of the group or individuals. 
o Be attentive to suggested timeframes; help the group stay on task. 
o Watch body language and check in on participant’s understanding and engagement. 
o Be flexible and adapt your communication style to maximize Sage engagement. 
o Assign a staff or Research Coach note-taker to document Sages’ ideas, responses, 

reactions and/or products. 
3. Materials for Sages: 

o Only provide materials that will complement or clarify tasks and concepts. 
o Be responsive to Sages’ needs for large print or alternative visual formats.  
o Keep it simple; avoid providing information materials that could confuse or distract 

Sages from the task at hand (e.g., excessive text; overly complex diagrams or tables, 
numerous pages of information, packets that are stapled and/or printed on both 
sides). 

o If Sages request printed materials or additional information, it should be provided 
after the session. 

4. After each session: 
o Prepare a summary of discussion topics, key issues, and/or decisions made during 

the session. 
o Note any challenges and successful strategies with facilitating the session. 
o Thank everyone for their contributions. 

 

III. Facilitating Discussions between Sages and Research Stakeholders 

 

This section addresses issues specific to facilitating guest research presentations and feedback 

sessions or other research activities in which Sages and researchers, clinicians or other 

professionals engage with each other. The Leonard Schanfield Research Institute (CJE’s 

Research Department) will orient researchers and other professional presenters or guest who 

participates in Sage Meetings or Advisory Group Meetings. Prior to attending a meeting, they 

will be provided with Bureau of Sages Tips for Communicating with Older Adults, as articles 

related to communicating with older adults, age-sensitive principles for presenting information, 

interviewing older patients, etc. They will also be asked to prepare a Research Project Public 

Summary and a Bureau of Sages Biosketch. Representatives from the Research will also 

participate in Advisory Group Meetings.  
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1. Model techniques for communicating with Sages: 
o While introducing the session and any guest speakers, demonstrate positive 

facilitation and communication techniques (listed above). 
o Clearly state the goals for both the researcher and the group. 
o Demonstrate how to ask Sages short, direct questions that can help clarify the 

meaning of what they said or are trying to say. 
o Encourage Research Stakeholders to define key terms in plain language (e.g., use the 

Speaking Our Language activity in the Sage Refresher Training Guide) 
 

2. Support Research Stakeholders’ abilities to communicate with and listen to Sages: 
o Restate any comments from Sages if Research Stakeholders have difficulty 

understanding their thoughts, speech or gestures 
o Check in with the Sage to ensure you accurately represented their point; if you are 

unsure what the Sage was attempting to communicate, ask clarifying questions or 
encourage the Sage to say more. 

o Assist Research Stakeholders with expressing complex thoughts by suggesting 
alternative lay language, if needed. 

o Periodically recap the discussion and ask for additional reactions or thoughts from 
Research Stakeholders and/or Sages. 

 
3. Reiterate mutual learning  at the end of the session: 

o Reiterate key issues or topics and highlight how those could be framed as 
suggestions for researchers. 

o Ask Research Stakeholders what they learned for Sages and how they might use that 
information. 

o Ask Sages what they learned from the Research Stakeholder(s). 
 

4. Ask researchers/professionals to convey the impact of Sages’ input on their work so they 
know how their input is being used: 

o Encourage Research Stakeholders to share subsequent changes in their research 
(specific or general) at a later date (e.g., via a thank you letter or another 
presentation). 

o Encourage Research Stakeholders to come back and share an update on their 
research or results. 
 

IV. Resources/References 

 
Below are a list of additional resources related to facilitation, group dynamics, communicating 
with and presenting to older adults, and examples of positive engagement of nursing home 
residents or patients. These sources were also used to develop this tip sheet. 
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TRAINING TOPICS & GUIDES 

 
SEE NEXT PAGE 
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1-HOW CAN WE CONTRIBUTE TO RESEARCH? 

(Introduction and Definitions) 
Facilitation Guide 

1 Meeting 
 

I. Purpose 
Before we start talking to researchers, we need to be able to speak their language at a basic 
level. We want to be able to share our experiences in ways that will help researchers.  
Researchers will also be trained in how to “speak our language” by using everyday language 
to define the terms they use.   
 
Today we will… 
1. Introduce ourselves 
2. Review the purpose of the Bureau of Sages 
3. Explore the idea of research and your experiences with research 
4. Introduce some basic definitions and key terms 

 
II. Introductions 

 Each person introduces him/herself; Research Coach starts 
o Name 
o Reason joined the Bureau 
o One thing they want the group to know about him/herself 

[Facilitator should have Sages biosketches on hand in case a Sage needs 
assistance. Provide Sages with a booklet of all biosketches] 

 
III. What is the Purpose of the Bureau of Sages? 

Talking points: 

 Promote research about aging, health and care  

 Advocate for research that matters to older people. 

 Provide input to researchers at CJE SeniorLife, locally and nationally 

 Work as a team and learn together 

 Represent the voice of other older adults living in similar situations 
 

IV. What does “Research” Mean to You? 
Talking points: 

 What are some words to describe your feelings about “research”? (There are no right or 
wrong answers) [Elicit at least 3 words from participants; Briefly comment on any 
negative or positive connotations of those words. If needed, use a few of the following 
examples 
o Negative: Intimidating…Confusing…Contradictory…Misuses…Not believable… 
o Somewhat Neutral: Technical…Evidence…Experimental…Hypotheses…Knowledge 
o Positive: Fascinating…Important…Improvement…. Innovation…Useful] 
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 Research is part of human nature…everyday we explore and process information, create 
categories, compare things, synthesize, and learn 

 OPTION: Provide one “ordinary” example of an activity that is like research: How is a 
gardener like a researcher? A gardener builds on prior knowledge and then… 
1. Determines purpose of the garden 
2. Makes a plan—design, location, types of plants, when to plant, etc. 
3. Plants and tends the garden 
4. Shares results with others  (e.g., beauty, produce) 
5. Learns from results or challenges and tries again! 
 

V. Some Basic Definitions 
Talking points: 

 For our work on the Bureau of Sages we will use the following definition of research 
[Share slide/handout] 
 

 
 

 When talking to researchers we will need to have a basic understanding of the research 
process.  [Share slide/handout on next page] 
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 Researchers start by reviewing what is known and not known and then they… 
1. Ask a question that matters (relevant, important, etc.) 
2. Make a detailed plan for how to answer that question 
• All the methods, procedures, tools, etc, 
• But also accounting for factors that might affect the findings (potential bias) 
• And having a plan for how to protect participants from potential risks of the 

study procedures 
3. Systematically gather, record, analyze and interpret data 
4. Report results honestly, including any limitations, biases, negative results 
Researchers may ask the Bureau for input at any stage of this process. 

 

 SEE OPTIONAL DEFINTIONS BELOW [May cover additional definitions if Sages have 
attention/time.  These additional concepts can be introduced in a later session.] 
 

VI. Wrap Up/Next Steps 
Talking points: 

 We will review these definitions from time to time 

 We will also practice discussing a variety of research topics or projects 

 Over time, these concepts will become more familiar to us 

 And researchers will be more familiar with how we think 

 Our goal will be to converse about research on aging, as equals 
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OPTIONAL DEFINITIONS  

The Bureau will also promote certain types of research… 
[Share one or more slides/handouts on following pages; if needed, these concepts can be 
introduced during a later meeting] 
 

 
 



 

  19  

 
 
 

 
 

Pa ent	Reported	Outcomes	

Defini on:	Documents	the	pa ent’s	
health	experiences	by	asking	the	pa ent	

or	through	objec ve	observa on.	

Examples	of	Pa ent	Reported	Outcomes	include:	
• General	health	
• Symptoms	
• Pain	
• Ability	to	do	everyday	tasks	
• Qualify	of	life	
• Quality	of	care		

5	

Pa ent	Reported	Outcomes	differ	from	Clinical	outcomes,	which	are	
objec ve	measures	of	clinical	status.	
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2-WHAT IS PCORI? 

(Critique PCORI Videos) 
Facilitation Guide 

1 Meeting 
 

I. Purpose 
At our first retreat, we watched two videos made by the Patient Centered Outcomes 
Research Institute (PCORI).  
 
Today we will… 
1. Watch the videos again 
2. Review what PCORI is and what Patient Reported Outcomes are 
3. Critique each video—what worked or didn’t work for you 

 
VII. What is PCORI? 

Talking points: 

 The Bureau of Sages project was developed using support from an award from the 
Patient-Centered Outcomes Research Institute (PCORI) 

 PCORI is an independent, nonprofit, nongovernmental organization authorized by 
Congress in 2010. 

 PCORI is committed to including patients in the research process…to change the way 
research is done and encourage researchers to focus on Patient-Centered Outcomes 
[Review definition; Share slide/handout] 
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VIII. Videos 
[Show one or more PCORI short videos; facilitate a discussion after each video]   
Videos views by Sages: 

“Building a Patient Centered Research Community” 

 https://youtu.be/svBbRmtln0M 

“How Patient Centered Research Can Change Practice”  

https://youtu.be/DNBoC__wZgc 

 
IX. Critique/Discussion 

[Watch video(s) and discuss. Use the following prompts, as needed] 

Discussion prompts: 

 What is the overall message of this video?  
o What did the visual images tell us? 
o What did the audio tell us? 

 What worked well in this video?  
 What did not work well? 
 What types of people were represented or NOT represented in the video?  
 If we were to make a video about PCORI, what would it be like? 
 

X. Wrap Up/Next Steps 
Talking points: 

 Project staff will summarize your discussion and share with researchers at our next 
retreat.  

 We will share your feedback with PCORI 
 

 
  

https://youtu.be/svBbRmtln0M
https://youtu.be/DNBoC__wZgc
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3-WHAT ARE OUR PERSPECTIVES ON CARE AND HEALTH? 

(Discuss Desired Health Outcomes from Sages’ Positive Care Stories) 

Facilitation Guide 
1-2 Meetings 

 
During the first quarterly retreat of the Bureau of Sages, each Sage shared a story about a 

positive experience with their care, health or wellbeing, during one on one interviews. Project 

staff compiled a list of themes from those stories. New Sages now share a story during the 

orientation process and themes are added to the list, as needed. The Research Coach reviews 

themes from Sages’ stories (which should have been documented in notes) and prepares a 

summary can be in the form of a list of phrases.  The list should be prepared prior to this session.  

A sample of Desired Health Outcomes developed by Bureau of Sages is provided on following 

pages. 

 
I. Purpose 

 
Each of you has shared a brief story about a positive experience related to your care, health 
or wellbeing.  
 
Today we will… 
1. Review a list of positive experiences reflected in those stories  
2. Discuss the which of these experiences are most important  
3. Add any experiences we feel are missing. 
 

II. Review /Discuss the List of Experiences  
[Review/post the summary of themes across all Sages stories that were shared during the 
biosketch preparation process or during a retreat.] 
Discussion prompts: 
 Looking at this list, what matters most for people living in our situation?  
 Which of these experiences would you like research to focus on first? Why? 
 Would you like to create a list of priorities? [voting optional] 
 Are there any other health experiences we should add?  
[Research Coach updates the list and finalizes wording at a second session, if needed.] 

Additional talking points: 

 Explain how these will serve as the Bureau’s “Desired Health Outcomes” and that they 
will be shared with researchers
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 Discuss how these are like “Patient Reported Outcomes” 
[Review definition; share slide/handout] 
 

 
 

III. Wrap Up/Next Steps 
Talking points: 

 We will periodically discuss and update this list of positive experiences  

 We can also use it to help the Bureau think about research priorities 

 In health research, these types of positive experiences are called “Patient Reported 
Outcomes (PRO).”   

 One of the goals of the Bureau of Sages is to promote research that focuses on Patient 
Reported Outcomes 

[Review definition on next page; share slide/handout] 
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Sample Product-Sages Desired Health Outcomes 
 

This list was developed based on Sages personal experiences with successfully getting attention 
for a health or care issue. Themes from their stories are listed under each outcome.  

 
Outcome 1: Maximized independence in care settings 

 Feeling a sense of “freedom” or independence regardless of physical abilities 

 Figuring out how to do everyday things despite your limitations (e.g., transportation, 
adjusting to limits, getting a hospital bed with heat/massage, walking, getting places, 
etc.) 

 Care staff helping me do what I need assistance with 

 Having the ability to self-advocate, communicate with clinician, and do your own 
research on health issues; in nursing homes, a clear, direct process to advocate for 
ourselves 

 
Outcome 2: Feeling cared for and heard by care providers 

 Having care providers that think outside the box, do something creative, try different 
solutions, and don’t give up 

 Having care providers who listen, are responsive, authentic, caring, comforting, and 
attentive 

 Getting attention for concerns and needs; getting an immediate response (e.g., timely 
response to call lights and verbal requests for help) 

 Having someone advocate for you 

 Feeling taken care of (with authenticity); gratitude 

 Resolution of a terrifying or difficult moment due to unexpected or caring assistance 
from others 

 Having a coordinated “team” of care providers 
 
Outcome 3: Opportunities for social connections  

 Being able to communicate (be verbal) with others 

 Being able to connect with other people; opportunities for socialization 

 Being able to give back, being able to help others 
 
Outcome 4: Well-managed chronic  symptoms  

 Reduced pain, fatigue, discomfort or other symptoms 

 Having distractions from symptoms or concerns (e.g. activities that you enjoy) 
 
Outcome 5: Opportunities for feeling positive 

 Having feelings of hope or positive attitude 

 Being able to see life as a journey and a moving target, acceptance 

 Feeling better in the moment 
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4-WHAT ARE SOME CURRENT RESEARCH TOPICS IN AGING AND HEALTH? 

(Discuss Research Topics) 
Facilitation Guide 

1-2 Meetings 
 

I. Purpose 
Researchers spend a great deal of time coming up with ideas and thinking about how to 

study them. There are also organizations that come up with lists of priorities to guide 

research. At our last retreat, we introduced the concept of Comparative Effectiveness 

Research (CER).   

[Review definition; share slide/handout] 

 

Some organizations, such as the Institute of Medicine of the National Academies of 
Sciences, Engineering and Medicine, have develop a list of priority topics for this type of 
research. 
 
Today we will: 
1. Discuss examples of Comparative Effectiveness Research  priority topics  
2. Comment on the importance of these topics for older adults 
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II. Discuss CER Topics 
[Discuss 2-3 topics from the list provided in the Reference Guide.] 
Discussion prompts, as needed: 
 Overall, what do you think of this topic? 
 What do you think of the compared strategies or interventions? 
 How is this topic relevant for older people? 

o Outcomes or potential benefits for older people 
o How it might improve care 

 What research topic would you like the Bureau to explore? 
 

IV. Wrap Up/Next Steps 

 Comparative Effectiveness Research is one kind of health research 

 Over the year we will come up with a Comparative Effectiveness Research question that 
we feel is important to study 

 This will help us learn more about the details that researchers have to think about when 
they come up with an idea for a study 
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Comparative Effectiveness Research Topics 
Reference Guide for Research Coach 

 
Adapted from: Institute of Medicine of the National Academies of Sciences, Engineering and 
Medicine. (June 2009). Initial National Priorities for Comparative Effectiveness Research 
available at: 
http://www.nationalacademies.org/hmd/reports/2009/comparativeeffectivenessresearchpriori
ties.aspx 
 
Topic: Falls 
Goal: Preventing falls  
Determine which works better: 
Exercise programs with balance training  
Treatment, such as medication, supplements, vitamins, and vision correction  
 
 
Topic: Long term care 
Goal: Improving long-term care and end-of-life care  
Determine which works better: 
Coordinated care: healthcare providers work together to share information about the patient 
Usual care: healthcare providers working independently 
 
Topic: Care for people with limitations 
Goal: Better living arrangements for providing care and services to older adults with limitations 
Determine which works better: 
Home care 
Nursing homes or group homes 
 
Topic: Care after being in the hospital 
Goal: Providing better support for older adults with complex care needs after hospital discharge 
Determine which works better: 
Social services that help the patient adjust to a going back home and taking care of themselves 
A team approach to care 
 
Topic: Medication use 
Goal: Improving medication management 
Determine which works better: 
Compare various strategies for helping older adults use their medications appropriately so that 
they work right 
 
  

http://www.nationalacademies.org/hmd/reports/2009/comparativeeffectivenessresearchpriorities.aspx
http://www.nationalacademies.org/hmd/reports/2009/comparativeeffectivenessresearchpriorities.aspx
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Topic: Dementia 
Goal: Improving management of dementia 
Determine which works better: 
Social and family support 
Medications 
 
Topic: Alzheimer’s Disease 
Goal: Improving management of specific behaviors caused by Alzheimer’s Disease 
Determine which works better: 
Medications  
Alternative approaches: music, arts, etc.  
 
Topic: Chronic disease symptoms 
Goal: Better treatment of anxiety, depression, pain, and other symptoms or risks related to 
common chronic diseases 
Determine which works better: 
 “Mindfulness” interventions: yoga, meditation, deep breathing 
Usual medical care   
 
Topic: Conditions that cause poor vision 
Goal: Better treatment of diabetic retinopathy, macular degeneration, and retinal vein 
occlusion 
Determine which works better: 
Laser therapy 
Medications such as steroids  
 
Topic: Depression  
Goal: Improving the treatment of depression after a stroke  
Determine which works better: 
Psychotherapy or antidepressants 
Combination of treatments and counselling  
 
Topic: Understanding medical information 
Goal: Improving patients’ ability to read or understand medical information  
Determine which works better: 
Programs that help people better understand how to manage their health problems. 
Usual medical care 
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5-TELL ME ABOUT YOUR RESEARCH EXPERIENCE 

(Conversations to Build Rapport and Trust) 
Facilitation Guide 

1 Meeting 
 

This activity was originally done as part of a retreat. Each professional was partnered with 1-2 
older Sages. The Bureau continues to use a version of this activity with guest researchers at Sage 
Meetings.  It could also be done one on one as part of orientation for new Sages. 
 

I. Purpose:  
Today we will have an opportunity to learn about research from each other. Some of you 
have conducted research in the past, some of you are currently researchers, and some of 
you have participated in research studies. You will be partnering in small groups to have a 
discussion about these experiences.   
 
Today we will… 
1. Share Sages list of health experiences…these are our Desired Health Outcomes 
2. Learn about Bureau member’s experience with research 
3. Learn something about the different types of research that people do 

 
II. Sage’s Desired Health Outcome 

[Post or summarize the list of Desired Health Outcomes…see Topic 3 
 

III. Interview the Researcher/Clinician  
[Sages and Research Coaches/Staff interview a researcher or clinician, using the following 
prompts]  
 Have you done research on any of the health experiences on the list we handed out? 

[from the positive health stories] 
 If not, what do you know about current research on any of these issues? 
 Do any of the health experiences spark an idea for research? 
 

IV. Switch Roles…Interview a Sage 
Interview/Discussion Prompts 
 Tell me about your background or skills… 
 Have you been involved in research in anyway? Tell me more about that… 
 

V. Reconvene/Large Group Discussion 
Facilitator asks for 1-3 learnings from each group 
Prompts:    
 What did you learn about your partners’ experiences with research? 
 What did you learn about research? 
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6-HOW DO WE REVIEW RESEARCH? 

(Discuss a Research Project) 
Facilitation Guide 

5-8 Practice Sessions 
1 Research Project per Meeting 

 
Sages learned how to review research studies primarily through brief presentations and 
discussion or “review practice” sessions. They held an initial practice review session during a 
Sage meeting, which focused on a mock Comparative Effectiveness Study.  They continued 
additional practice review sessions during training meetings. Finally Research Stakeholders who 
served on the Bureau presented their research during retreats. The format of these review 
sessions was developed over time, with Sage input.  This general format and the Bureau of 
Sages Research Presentation Template are now used for review sessions with outside 
researchers. This format can also be used for discussing research articles. 
 

I. Purpose 
In the future, the Bureau will be asked to provide feedback to researchers on their research. 

To prepare for our role, we will practice talking about research ideas and giving our input. 

We will also practice using some common criteria for reviewing research studies. 

 

Today we will: 
1. Hear a brief presentation about the proposed research project 
2. Identify important elements of a research study 
3. Ask questions about the study 
4. Practice giving feedback on research study, using a set of criteria. 

 

OPTION 1: At our last homework meeting we discussed several examples of Comparative 

Effectiveness Research topics. Today we will practice reviewing an example of this type of 

study. [An example of mock CER study is provided below in this Facilitation Guide. Review 

the definition of CER before discussing the study.] 

 

OPTION 2: Today we will be reviewing research from one of our Research Stakeholders. [An 

example of a proposed research topic on resilience and aging is provided on the following 

pages.] 

 

II. Comparative Effectiveness Research—A Mock Study about Stress and Health 
Talking points: 

 At the last retreat, we discussed the idea of Comparative Effectiveness Research 

 Today we will discuss a mock study about stress management and heart disease 

 It is based on a real example of a study conducted at Duke University 
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I. Discussion and Feedback (Practice Review Session) 
Talking points: 

 We will use four general criteria to discuss this study. These criteria are based on the 
National Institutes of Health review criteria and PCORI’s review criteria for patient 
advisory groups:   

o Significance 
o Innovation 
o Ethics 
o Feasibility 

Discussion Prompts: 

[Not all prompts are relevant for every study, but try to discuss at least one issue under each 

criterion. If appropriate, prepare a large print handout of the review criteria for Sages] 

1. Is the topic significant? 
 Is the study needed? Or are these the right intervention(s)? 
 Does it clearly describe benefits or outcomes that are important to older adults? 
 Is it clear who will use results or make decisions & how it will improve care? 
 Could other older adults benefit from the results (besides those in the study)? 

 
2. Is the study innovative?  

 What ideas or methods are novel or interesting? 
 Can you suggest any other “outside of the box” ideas for this study?  

 
3. Does the study raise any ethical issues? 

 Does the study leave out an important group? Who else should be included? 
 Do you have any concerns for participants in this study? (Re: data collection, 

protection of privacy, risks, compensation, etc.) 
 

4. Is this study feasible? 
 What might make it hard to recruit participants?   
 What might make it hard to get the right information from participants?  
 Are the right stakeholders involved in order to effectively carry out the study?  
 Are older adults/patients sufficiently engaged in shaping the study?  
 

 Sages View of Patient-Centeredness: Overall, is the study patient-centered? Any final 
comments or suggestions for our presenter? 
 

II. Wrap Up/Next Steps  

 Overall, is the study patient-centered?  

 Any final comments or suggestions for our presenter? 

 Any suggestions for sharing results with patients or the public? ( 
o How, where, when, etc. 

 If a researcher presented, Ask…how will he/she use today’s feedback?  
 



 

  34  

Sample Research Topic: Resilience in Aging with a Disability 
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Sample Product: Review Criteria for Sages 

 
1. Do you feel the topic or question is significant? 

 

Consider if the topic is important and needed, if it addresses 
an important problem or intervention, and if it is relevant to 
older people’s lives. You might also think about who could use 
the result or how it could benefit older adults in general.  
 

2. Do you think the study is innovative? 
 

Consider what is unique about the study, if it takes a new 
approach, if it explores a new idea, or if the results could 
change something (like knowledge or practice). You can also 
suggest other “out of the box” ideas. 
 

3. What ethical issues need to be considered? 
 

Consider if the study includes the right groups so that it serves 
their interests or society as a whole. Think about how 
participants are protected in the way the research is 
conducted. Consider how people will be told about the study, 
if the study could hurt or bother someone in some way, if 
participants’ privacy will be protected, and if they will receive 
anything for participating. Identify potential problems.  
 

4. Is the study feasible?  
 
Consider if there are any foreseeable difficulties with recruiting 
participants or collecting the data. Consider if the study has 
involved the right stakeholders so that it could be 
accomplished.  
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Template For Research Presentation 
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7-WHAT WILL GUIDE THE WORK OF THE BUREAU? 

(Develop a Mission, Vision and Values) 
Facilitation Guide 

3-4 Meetings 

Sages first worked on developing a mission and vision statement, refining wording with the 
assistance of Research Coaches and Research Stakeholders. Research Coaches and project staff 
served as scribes and editors until the statements were finalized. After the mission and vision 
were developed, Sages then developed a set of shared values, using a similar process. 
 

I. Purpose 
The purpose of the Bureau of Sages is to provide our input to research and give feedback on 
research projects. The Bureau of Sages will need to develop a vision, mission and values 
that guide its activities in the future.  
 
Today we will begin this process. Over several meetings we will: 
1. Brainstorm key words or phrases that describe the Bureau of Sages 
2. Develop a mission statement 
3. Develop a vision statement 
4. Brainstorm a list of core values for the Bureau  
5. Define each of our shared values 
 

II. Brainstorm Words That Describe the Bureau of Sages 
Prompts: 
 Words or phrases (or images) that describe… 

o Who we are 
o Our purpose 
o What the Bureau does 
o How the Bureau works 
o What we hope to accomplish  

 
III. Brainstorm Core Values 

Prompts: 
 What values should guide… 

o How we think about research 
o How we work with researchers and how they work with us 
o How we work with each other (Sages) 
o How Research Coaches and staff work with us 
o How we interact with outside researchers who come to the Bureau for 

feedback/input? 
 

IV. Develop a Vision Statement 
Talking points: 
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 A vision should state the primary reason the Bureau of Sages exist…. its ultimate, 
optimal goal 

 Short…Let’s aim for a phrase 

 Select words/phrases from our brainstorming that would be good for a vison 

 Identify new words or ideas 

 Develop a draft and finalize vision (over several sessions) 
 

V. Develop a Mission Statement 
Talking points: 

 A mission tells people what the Bureau of Sages does…how it realizes its vision 

 Not too long…Let’s aim for one sentence. 

 Select words/phrases from our brainstorming that would be good for a mission 

 Identify new words or ideas 

 Develop a draft and finalize mission (over several sessions) 
 

VI. Develop a Set of Shared Values 
Talking points: 

 Values are principles or ethics that guide our perspectives and actions, including 
determining what is right and wrong.  

 A group’s shared values also guide its member’s behaviors.  

 Develop a set of shared values for the Bureau and define each value 

 Over several sessions, explore each value, its meaning for the Bureau, whether to keep 
or combine with other values, etc. 

 
VII. Wrap Up (for each session) 

Talking points: 

 It will take us several meetings to finalize the wording of the Bureau’s [mission, vision, 
values] 

 We will share our progress at retreats and seek input from researchers and clinicians 
(Research Stakeholders serving on the Bureau) 
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8-HOW WILL WE SHARE OUR WORK? 

(Plan an Annual Event) 
3-5 Meetings 

I. Purpose: 
As part of this project, each group of stakeholders will hold an annual event to share their 
accomplishments.   
 
Today we will start planning… 

1. Expectations for the event 
2. Ideas for what we want to do and who will participate 
3. Potential dates for the event (to be worked out with each site individually) 

 
II. Expectations for the Annual Event:  

 To disseminate experiences and findings of the Bureau to the broader community  

 To solicit feedback and interest from other community members  
 

III. Planning Process 
Discussion prompts: 
 What is the main purpose of our event? Eg. Educate peers in our community, recruit 

Sages, reach out to external researchers, etc. 
 Who should be there? What are the most important audiences?   
 How should they be invited? How do we get the word out? 
 Who else would benefit?  Eg., Families, peers, staff, other researchers/clinicians? 
 Where/how should we hold the event? 
 When…best times for our key audiences? 
 What examples of our learning or work do we want to share? 
 What do we want the event to look like…what should the experience be like? Eg. 

posters, handouts, sample products, speeches, written summaries, scenarios, 
testimonials, a video 

 What do you want attendees to learn?  What are the important take away points 
regarding PCORI, research, the Bureau of Sages, Sages, etc.? 

 What will each of our roles be at the event? Sages? Staff? Research Coaches?  
 

IV. Wrap Up/Next Steps 

 Review progress after each meeting 

 Continue planning 

 Staff prepare materials for Sages to review for use at annual event (Eg., scripts, videos, 
handouts, posters, etc.) 

  



 

  43 

9-WHAT IS OUR CURRENT RESEARCH PRIORITY? 

(Develop a Research Project Based on Positive Care Experience Stories) 
Facilitation Guide 

5-7 Meetings 
 
Sages participated in a series of discussions to experience the process of coming up with a 
research proposal.  Research Coaches or staff documented each discussion and prepare drafts of 
each element of the proposed research project before each subsequent meeting.  They reviewed 
progress with Sages in order to further refine and add to the proposed project. A draft proposal 
was presented to Research Stakeholders on the Bureau at a retreat for their feedback. A final 
version of the proposal was presented at an annual event. 
 

I. Purpose 
One way to become familiar with how researchers develop a research proposal is to 
experience the process ourselves. In order to have that experience we will select a priority 
topic from our list of Desired Health Outcomes.  We will then come up with ideas for a 
Comparative Effectiveness Research study.   
[Review definition; share slide/handout] 
 

 
 
We will develop our proposal over the next few months. Just as researchers do, we will 
need plenty of time to narrow our focus, refine our ideas, and plan how the study would be 
done. 
[Activities for preparing a research proposal are detailed below. The Research Coach 
determines how many activities Sages are able to address in a single meeting and only 
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introduces those activities. Each meeting starts by reviewing what has been accomplished, 
based on notes documented by Research Coaches.  A suggested timeframe is included 
below. 

 
I. Review the Bureau’s Desired Health Outcomes and Select a Topic (Meeting 1) 

Talking points/Discussion prompts: 
 All of our Desired Health Outcomes are important…which one would we want 

researchers to focus on first?  
[Option: Show of hands for each overall topic, select one, then discuss issues listed under 
that topic and try to select one of those] 

o [If opinions vary…] Explain why you prefer that topic? 
o Select  a topic 

 What is the problem?  
 Where is it happening?  
 Who is affected? 
 Brainstorm ….What are some solutions to the problem? (aka “interventions”) 

 
II. Start to Develop a CER topic (Meeting 2) 

Talking points/Discussion prompts: 
 What is the problem? [review] 
 Who will be included in the study…what population? Where? [review/refine] 
 Discuss outcomes [review] …Let’s try to be more specific  

o What are the most important changes or results we want to see? 
o What specific patient experiences could we track or “measure”?  
o Do we have too many outcomes for one study? 

 
III. Hear about Existing Research on this Topic (Meeting 3) 

[Research Coaches or staff find 2 research articles related to the selected topic and 
summarize highlights for participants] 
Talking points or discussion prompts 
 What do we like about these studies? 
 What do these studies tell us about what researchers already know? 
 What strategies did these studies use to promote similar outcomes? 
 What could our study contribute or add? 

 
IV. Select Strategies or Interventions for Comparison (Meeting 3) 

Talking points/Discussion prompts: 
 Recap any strategies or interventions discussed in existing research or prior meetings 
 Select two interventions/strategies to compare…  our “comparators” 

 
V. Develop a CER Question (Meeting 3 or 4) 

Talking points/discussion prompts: 
 Play with wording of question until Sages come to temporary consensus 
 Is there anything we need to clarify?  
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 Would other people know what we were trying to study? 
 We can’t study everything…Is the question answerable...do we need to narrow it? 
 [Narrowing the focus and finalizing the wording of the research question will require 

reiterative discussions over more than one meeting] 
 

VI. Brainstorm Methods (Meeting 4 & 5) 
Intervention Methods 

I. How will each of the intervention happen?   
II. What will participants do or learn? 

III. Who will participate?  
IV. Will we compare different groups?  
V. When, how often, or how long will the intervention be? 

VI. When will we see a change in participants? 
VII. Are our outcomes likely to be due to the interventions? Are they realistic and 

appropriate?[review outcomes] 
Data Collection Methods 

VIII. Can we imagine how researchers might get information to answer our question? E.g., 
interviews, journals, surveys, group discussions, observations,  tests, assessments, 
photos, etc. 

IX. What type of information or “data” will tell us if the outcomes happen?  
X. Can participants actually provide this information? How else could we get this 

information?  
XI. When will we collect the information? Before and after?  How long after? (when do we 

expect the result to happen) 
 
VII. Plan How to Present the Research Proposal (Meetings 6 & 7) 

Talking points or discussion prompts 
 Identify a format (e.g. poster) and layout (e.g., sections) 
 Identify the content of each section  
 Discuss what types of visual images to include 
 [Research Coach/staff prepare draft poster] 

 
VIII. Seek Input from Researchers (Retreat) 

Talking points or discussion prompts for researchers 
 What are your reactions and general thoughts about this theme/topic?  Relevant? 

Innovative? How findings might be used? 
 What do you know, if anything, about existing research related to this topic? 
 Are you aware of any programs or approaches that have been tried related to this topic? 
 Any suggestions or questions about our outcomes, strategies or methods? 
 What are some of the challenges of doing this type of study? 
Talking points or discussion prompts for Sages 
 What did you learn about developing a research proposal? 
 Based on our discussion today, how could we refine our proposal [discuss changes to 

the question, problem, population, interventions, outcomes, methods, etc.]  
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Current Research on Our Topic and Recap of Discussions 
Sample 

 
Chosen Topic: “Having care providers that think outside the box and don’t give up.” 
 
From further discussion of the positive health experience listed above, a dominant theme of 
our retreat discussion was improving communication between care providers and patients as a 
way to create this positive health experience for more older adults.   
 
Current Research on Improving Communication: 
It is difficult to find research that specifically focuses on training paid care providers on how to 
communicate with care recipients. After a quick search, we were only able to locate research 
on how to communicate with persons with dementia. However, there is a large body of 
research on care coordination, which suggests that encouraging care coordinators, home care 
providers, and health care providers to communicate better with patients about their needs is 
very effective for improving quality of care.  This research also suggests that care provision 
must be both person-centered and family-centered. For example, developing a care plan that 
actively involves patients and their families while also empowering care recipients has positive 
outcomes. 
 
There appears to be a need for research on how to best train care providers in communication 
techniques that empower care recipients who do not have dementia.  There are many best 
practice guidelines and tools for how to communicate with older adults, but it is not clear how 
these have been applied to training care providers. There is also a lot we could learn and apply 
from the existing research on dementia care training and other care skills in long term care 
settings. Such research shows that low intensity training on specific skills with follow-up and 
reinforcement of learning has been found effective. It also shows that simple changes such as 
the use of best practice guidelines could make significant differences.   
 
Research Ideas from the Retreat Discussion: 
Some innovative ways to improve communication that we discussed in December include: 

 Enhancing communication between care providers and patients by building skills related to 
listening, building rapport and trust, conflict resolution, negotiation, etc. 

 Enhancing understanding of how care relationships change over time, including the role of 
mutual support. 

 Including persons with disabilities in goal planning for themselves. 

 Helping patients learn how to research, select and hire care providers/agencies providing 
their care. 

 Instituting systems or procedures that maintain a sufficient pool of well-trained care 
providers, improve oversight of care workers, monitor insurance companies, and maximize 
flexible packages of care services. 
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Selected References: 
 
Care Coordination & Older Adults Issue Brief by Eldercare Workforce Alliance (EWA) & National 
Coalition on Care Coordination (N3C) 
https://eldercareworkforce.org/research/issue-briefs/research:care-coordination-brief 
 
Effects of person-centered care on residents and staff in aged-care facilities: a systematic 
review https://www.ncbi.nlm.nih.gov/pmc/articles/PMC3540911/  
 
Rosalyn Carter Institute Evidenced Based Resources (for family caregiver training) 
http://www.rosalynncarter.org/evidence_based_resources/  
 

  

https://eldercareworkforce.org/research/issue-briefs/research:care-coordination-brief
https://www.ncbi.nlm.nih.gov/pmc/articles/PMC3540911/
http://www.rosalynncarter.org/evidence_based_resources/


 

 

10-WHAT ARE RESEARCH NETWORKS? 
(Introduce Other Ways to Get Involved In Research) 

Facilitation Guide 
1 Meeting 

 
The Bureau of Sages also heard from two guest speakers, one from a PPRN and one from a 
CDRN, during a retreat and a training meeting. This training session was used to prepare them 
for discussions with the guest speakers. 

I. Purpose  
The Bureau of Sages is funded by PCORI. PCORI funds other kinds of project that focus on 
making research matter to patients called “research networks.” In the future we will have 
guest speakers from research networks.   
  
Today we will… 
1. Learn about why PCORI creates “research networks”  
2. Learn about two types of research networks 

 
II. What are Research Networks? 

Talking points: 

 Research networks are another type of partnership that involves more people and 
organizations than the Bureau of Sages 

 Each network focuses on specific areas of research 

 Networks can be statewide, regional or national 

 PCORI believes that these networks can lead to more efficient research that matters for 
patients 

 
 
 
 

SEE NEXT PAGE 
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III. Patient Powered Research Networks (PPRNs) 
[Slide/handout] 
 

 
Talking points [use as needed]: 

 Focus is on PATIENTS with particular conditions 
o Operated by patients  (as many as 75,000+) and partners  
o Patients directly provide health information for research 

 Examples of PPRN research topics/conditions: Arthritis, Cardiovascular disease, Chronic 
Obstructive Pulmonary Disease (COPD), Alzheimer’s disease, dementia & brain health 

 Examples of how patients are involved: 
o Asked to complete health questions or complete health assessments 
o Collaborate with Research Stakeholders to develop research questions based on 

personal health experiences  
o Participate in developing studies and disseminating results 
o Give participants access to their own data to facilitate health care decisions or 

health education 
o Involved in the development of systems for communication between researchers 

and potential study participants or tracking changes in patient’s health status over 
time 

Discussion Prompts:  
 What do you think about creating a network of patients who share their health 

information about their condition? 
 How do you feel patients providing their health information online? 
 What topics would you want a patient network to focus on?  
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IV. Clinical Data Research Networks (CDRNs) 
[Slide/handout] 
 

 
Talking points [use as needed]: 

 Focus is on sharing DATA across existing health systems… a large pool of data! 
o Clinical data from routine patient care in clinics, hospitals or medication centers  
o Entered and stored as electronic data 

 Examples of research topics/conditions (a CDRN usually focuses on more than one): 
o In Chicago… anemia, obesity, asthma, sickle cell disease, recurrent Clostridium 

difficile colitis…[CAPriCORN-Chicago Area Patient-Centered Outcomes Research 
Network] 

o AT Harvard… osteoarthritis, obesity, pulmonary arterial hypertension, suicide 
prevention, autism, essential hypertension, prevention of cardiovascular disease  

 Examples of activities: 
o Create secure systems for sharing, storing, and analyzing clinical data  
o Develop identification system (to protect patient privacy) 
o Use what they learn from the data to improve health care systems 
o Set up a system for reviewing and approving research studies 
o Make the data pool available for researchers to study 
o Collaborate with other Research Networks 

Discussion Prompts:  
 What do you think about creating large pools of clinical data about patients? 

 Do you have any concerns about patient permission or understanding? 
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V. PCORnet 
[Slide/handout] 
 

 
Talking points:  

 Map of all the Research Networks PCORI has funded 
o Circles are the Patient networks (PPRNs) 
o Triangles are the data  networks (CDRNs) 
o Numbers inside are how many networks in each state 

 PCORI also funds an organization that coordinates these networks (called PCORnet) 
which is like a “network of networks” across the nation 

 
VI. Wrap Up/Next Steps 

 Bureau of Sages is small group of people trying to promote research that matters for 
patients 

 Research networks are larger and take on bigger tasks  

 Explain that members of the Bureau of Sages who have a particular condition could 
choose to participate in a PPRN, which could include opportunities to participate in a 
study 

 Provide information about how to find examples of Research Networks on PCORI’s 
web site, if there is interest 
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11-WHAT ARE THE ROLES AND RESPONSIBILITIES OF ADVISORY BUREAU PARTICIPANTS? 
(Planning for Sustainability) 

Facilitation Guide 
2-3 Meetings 

 
Sages started this process with an open-ended discussion of each topic. Research Coaches 
and project staff recorded notes and prepared summaries of prior discussions, as well as 
drafts descriptions of roles and responsibilities. 
 

I. Purpose 
In order to sustain the Bureau, we need to formalize roles and responsibilities of Bureau 
members. This will help new members and staff members understand how the Bureau of 
Sages operates. It may also assist other nursing homes or organizations that wish to 
replicate this model. We will continue this discussion over several sessions. 
Today we will start the process of discussing… 
1. Roles and responsibilities of all those who participate in the Bureau of Sages 
2. Recruitment and orientation of new Sages 
3. Orientation of external researchers who come to the Bureau 
4. Orientation of new Research Coaches or staff 

 
II. Sages  

 What do you see as your role on the Bureau? 
 What do potential new members need to know in order to participate in the Bureau? 

(orientation topics, activities, and written material) 
 What characteristics should we look for when recruiting potential new members?  
 What is the best way to find new members? 
 Are there other things we should do to help them prepare for their new role?  
 

III. Researchers 
 Before inviting researchers to present their work to us, what should we tell them about 

who we are, and the type of feedback we can provide? 
 How should researcher’s be prepared to interact with the Bureau? 
 How should they present their work? 
 What else do you want from researchers? 

 
IV. Research Coaches and Staff 

 With regards to your facilitating your meetings…What has worked well? 
 What hasn’t work so well? What would you like to change? 
 What do Research Coaches/Staff need to know about working with the Bureau?  

 
V. General Feedback: 

 How would you like meetings to be structured in the future…Sage Meetings vs. Advisory 
Group meetings? 

 How often should you have these meetings? 
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 Any other suggestions or comments? 
 Are there any other processes or procedures we need to put in place? 

 
 
 


