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Introduction 
 
This document contains examples of training topics and activities used to foster co-learning and mutual 
engagement among participants of the Bureau of Sages. These materials were developed with input 
from members, researchers, clinicians, research coaches, and staff at CJE SeniorLife’s Lieberman Center.  

Bureau of Sages Training Goals and Learning Objectives 

The overall goal of training was to build and maintain knowledge and basic skills to empower the 
advisory board to provide input to research. The specific learning objectives for members were to: 

• Be comfortable and confident talking about research and interacting with researchers 
• Recognize basic research concepts 
• Be able to talk about specific research ideas or projects 
• Express ideas that can inform research 
• Engage in peer-to-peer learning  
• Relate their experiences to other older adults living in similar situations  

Overview of Training Materials 

The document includes the following materials: 

• Facilitation tips  
• Facilitation guides for each training topic 
• Sample materials and resources, including example items from the Bureau of Sages and blank 

templates (some of which can be found in separate documents) 
• Slides that can be displayed or printed as handouts for members (attached in separate 

document) 

Nine training topics are provided in a suggested order that is intended to reinforce learning. Many topics 
were addressed over multiple meetings, and we leave this to the group/research coach to decide how 
long a topic should take or if a different order would make more sense. The three “extra” guides (for 
session with researcher, conversations to build rapport and trust, and plan an event) are either 
dependent on outside factors or can occur at any point the research coach sees fit.  

• An 8-week session is another option for an advisory board. Directions for 8-week advisory 
boards are listed under each topic. An 8-week session includes guides 1, 3, 5, 7, 8, and Guide for 
Session with Researcher. 

• The first guide (overview and definitions) can also be used for orienting new members to the 
advisory board, if they join after the board has already been established. 

• If new members join or if you feel that the advisory board could benefit from reviewing some 
concepts, a refresher training guide can be found on p. 32 
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• The sample agendas found on p. 43-44 provide examples on how the Bureau of Sages structured 
their quarterly retreats, if that type of event is something partners would like to plan for their 
advisory board. *Note: During the first two years of the Bureau of Sages a core group of 
researchers and clinicians attended these retreats and were directly involved in developing the 
Bureau of Sages. New advisory boards can decide whether or not to include researchers or other 
stakeholders at the table during the development of their advisory board, or if the board should 
be developed by representatives of their constituency or target population. 

Note: Training topics focus on health related research, however this may be something that decide 
should be broadened to other areas of research, such as environment or biology. Due to the original 
healthcare perspective of this project, people are often referred to as “patients.” When developing your 
own advisory board, you may want to consider using the term “residents” or “persons” instead, based 
on your unique setting. 

 

 Facilitation Tips 
The following facilitation strategies and techniques are based on the experience of the Bureau of Sages 
and a synthesis of existing resources on group facilitation and communicating with older adults (see 
Resources at the end of this document).  
 
Be sensitive to members’ perceptions of research, health care or provider staff such as: 

• Mistrust of health care providers and/or health care research 

• Negative experiences with health care/research 

• Lack of confidence that they will be respected and heard by researchers 

• Cynicism about the likelihood of change in research or care practices 
 

Revisit the purpose, goals, and roles of an advisory board on a frequent basis to: 

• Minimize confusion about the goals of an advisory board or specific activities 

• Foster patience with the process of developing an advisory board or engaging researchers  
 

Build confidence, mutual respect, and trust by:  

• Validating and restating diverse views so that everyone hears/understands 

• Acknowledging the value of different types of expertise 

• Reminding members that having an impact on research takes time 

• Providing examples of the types of challenges that researchers encounter 

• Fostering honest feedback from members about the advisory board experience  
 

Use strategies suited for older adult learners such as: 

• Maximizing discussion-based or experiential learning; avoid lecturing. 

• Reiterative learning activities (introduce, review, and practice the same concepts multiple 
times); avoid asking members to recall prior activities or learning 

• Using lay language or familiar examples to introduce key research concepts and then explain 
how researchers talk about that concept; avoid research jargon 
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• Providing brief, concrete examples of research topics or studies, and how older adults’ input or 
feedback has been used by researchers 

• Following recommended guidelines for accessible information (visual and auditory) 
 

Adapt to members’ capacities or physical, sensory or cognitive limitations by: 

• Providing a physical space that is comfortable, without excessive background noise or 
interruptions 

• Using a combination of hearing aids, microphones, and speakers with no feedback; test 
equipment prior to meetings 

• Preparing visuals in large print, with adequate white space and appropriate color/contrast for 
the population 

• Only providing materials if they complement or clarify tasks and concepts 

• Using accessible and concise language 

• Showing videos with captions 

• Using online platforms that accommodate those with impairments or disabilities 

• Restating the comments of those who cannot speak clearly 

• Supporting group decision making by identifying steps or summarizing consensus 
 

Manage “off task” dialogue by: 

• Reminding members of the purpose of the advisory board 

• Using group rules for speaking, listening, respect, etc. 

• Stating the goals of a meeting or activity 

• Acknowledging the importance of personal concerns and providing alternative venues for 
addressing those concerns (e.g. provider staff, Resident Council) 

• Reframing negative experiences as potential research topics (discuss potential interventions that 
could be studied, identify desirable outcomes, discuss hopes for future research that can benefit 
older adults) 

• Staying in your role as facilitator; be conscious of your own body language or behavior and avoid 
defensiveness 
 

Support researchers’ communication with members by: 

• Encouraging researchers to define key terms in plain language 

• Modeling how to ask members short, direct questions to validate or clarify their comments 

• Assisting researchers with expressing complex concepts by suggesting alternative lay language 

• Recapping discussions and asking for additional reactions or thoughts from everyone 
 

Reiterate mutual learning at the end of the session by: 

• Summarizing key issues, topics or suggestions for researchers 

• Asking researchers what they learned for members and how they will use that input 

• Asking members what they learned from researchers 

• Encouraging researchers to provide future updates on their research or results 
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Facilitation Guides 
Educational Topics 

1- Overview and Definitions 
What is research? 

 
Additional materials: Biosketches (member and researcher versions, p.35-36) can be completed before, 

during, or shortly after the first session, either alone, one on one, or as a group. Biosketches can be used 
by the group to get to know one another, as a tool to learn about a component of research, and/or as a 

way of tracking who is in the group. 
8-week: No change 

 
I. Welcome & Introductions 

• Name 
• One thing about his/her personal background  
• Option: Use questions from the first section of the biosketch template [see sample materials p. 

35-36] 
 
Today we will: 
1. Orient you to advisory boards 
2. Discuss our views of research 
3. Introduce basic research concepts 

 
II. What is a research advisory board? [slides 2-5; some may be irrelevant based on how much 

background information they’ve received] 
Talking points: 

• Research advisory boards can be made up of community members or any group that is 
being studied or impacted by research 

• Can involve many types of stakeholders: patients, caregivers, healthcare or service providers 
• Are called different things: panels, boards 
• Option: Share examples of other advisory groups  
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II. What does “Research” Mean to You? 

Prompts: 
• What are some words to describe your feelings about “research”? [Explain: There are no right or 

wrong answers; some people may have negative or positive feelings about research] 
• Option: use questions from the 2nd section of the Biosketch Template 
• 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 
3. Plants and tends the garden 
4. Shares results with others (beauty, produce) 
5. Learns from results or challenges and tries again! 

 
III. Basic Research Concepts [slides 7-8] 
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A few examples of types of research in the field of health: 
• Describing something—e.g., prevalence of health conditions 
• Developing or testing theories—e.g., theories about what causes aging 
• Testing treatments—e.g., clinical trial of a medication 
• Assessing programs—e.g., evaluation of a health education program  

 

 
 

Researchers start by reviewing what is known and not known and then: 
1. Formulate a good question (should be relevant, important/something that matters, clear, 

answerable) 
2. Make a detailed plan for how to answer that question 

• All the methods, procedures, tools 
• When things happen, how they happen 
• Accounting for factors that might affect the findings (potential bias) 
• Planning for how to protect participants from potential risks of being the study 

3. Systematically gather, record, analyze and interpret data 
4. Report results honestly, including any limitations, biases, negative results 
5. Share results with so that others can learn, do more research or use the results or make 

informed decisions (including the people being studied) 
 

Optional Definitions [Slides 9-10] 
The advisory board will also promote certain types of research… 
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IV. Wrap Up/Next Steps – we will review these definitions from time to time; introduce next session 
theme 
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2- What is PCORI? 
 

8-week: This lesson is skipped, replaced with 8- research networks. Or combine those two lessons! 
 

I. Purpose 
Today we will: 
1. Watch PCORI’s videos on their website 
2. Review what PCORI is and what Patient Reported Outcomes are 
3. Critique each video—what worked or didn’t work for you 

 
IV. 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 9/handout] 
 

 
 

V. Videos 
[Show one or more PCORI short videos; facilitate a discussion after each video]  
“Building a Patient Centered Research Community”  https://youtu.be/svBbRmtln0M 
“How Patient Centered Research Can Change Practice” https://youtu.be/DNBoC__wZgc 
 

VI. Critique/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? 

https://youtu.be/svBbRmtln0M
https://youtu.be/DNBoC__wZgc
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• 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? 
 

VII. Wrap Up/Next Steps 
Talking points: 
• Project staff will summarize your discussion  
• We will share your feedback with PCORI 
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3- Positive Health Stories & Desired Health Outcomes 
What are our perspectives on care and health? 

 
Additional Materials: Sages’ Sample “Desired Health Outcomes” (p.37) 

8-week: This session is unchanged 
 

I. Purpose 
Today we will: 
1. Share brief stories about a positive experience related to your care, health or wellbeing 
2. Discuss what is important about our experiences 
3. Make of list of the outcomes that matter to us 
 

II. Share Experiences 
[Take turns sharing a personal story; research coach can also share a story. To prepare for discussion 
after story sharing, jot down themes related to: a) how things improved (the positive outcomes), b) 
how problems were addressed to make that happen, c) any other notable theme. See sample Desired 
Health Outcomes in sample materials. Save the list you create for use in future lessons.] 

 
Story prompt: “Tell us about a time when you got the right attention for a health issue, or when 
someone did something right, and you felt positively and/or appreciated it.”  
 
[With each person, prompt for a few more details, if needed] 
• What happened?  
• Where were you?  
• Who was involved?  
• What improved for you?  
• OR What were the positive results for everyone involved? 

 
Review definition of PRO [slide 11]. Explain that these stories provide us with examples of our own 
“Patient Reported Outcomes,” the outcomes we desire. 
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III. Discussion 
[Option: record themes from discussion on posters—one list of things people did; one list of positive 
outcomes/results] 
Prompts: 

• What types of positive outcomes did we learn about from these stories?  
• What did people in our stories do to make that happen?  
• What could researchers learn from our stories about what matters to us? 
• What else should they know? Are there any other “desired outcomes” we should add?  

 
IV. Wrap Up/Next Steps 

Talking points: 
• One of our goals is to promote research that focuses on Patient Reported Outcomes 
• The themes from our stories reflect our priorities 
• We could summarize these as a list of priorities and share them with researchers 
• If needed, we can update this list as we discuss other issues that matter to us 
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4- Introduction to Comparative Effectiveness Research 
What are some current research topics in aging and health? 

 
Additional Materials: Brief Examples of Comparative Effectiveness Research Topics (p. 38-39) 

8-week: This is skipped – CER is discussed in next session 
 

I. Purpose 
Researchers spend a lot 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 
9/handout] 
 

 

Some organizations, such as the Institute of Medicine of the National Academies of Sciences, 
Engineering and Medicine, have developed a list of priority topics for this type of research. 
 
Today we will: 
1. Discuss examples of CER priority topics  
2. Comment on the importance of these topics for older adults 

 
II. Discuss CER Topics 

[Discuss 2-3 topics from the list in Sample Materials] 
 
Prompts: 
• 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 advisory board to explore? 
 

III. Wrap Up/Next Steps 
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• Comparative Effectiveness Research is one kind of health research 
• Eventually 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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5- Review a Comparative Effectiveness Study 
How do we review research? 

 
Additional Materials: Brief Examples of Comparative Effectiveness Research TopicsError! Bookmark not 

defined.38-39); Review Criteria Handout (p. 40); Research Summary Template (p. 41-
42/separate doc) 

 8-week: Repeat twice, first with a CER study and then with a different type of study. At the end of the 
second session, you can briefly talk about values (consolidating the next lesson) using the “Bureau of 

Sages values” in sample materials. 
 

I. Purpose 
In the advisory board, we will provide feedback to at least one researcher. To prepare, we need to 
practice talking about research ideas and giving our input using some common review criteria. 
 
Today we will: 
1. Review a summary of a study/article (or hear a brief presentation) 
2. Identify some important aspects a research in that study 
3. Discuss and ask questions about the study 
4. Practice giving feedback on research study, using a set of review criteria 

 
[You may use one of the 3 examples provided in slides 12-21 or create your own summary using the 
Research Summary Template. When discussing a CER study, also review the definition (slide 9).] 

 
II. Discussion and Feedback  

[Discussion prompts are listed below each criterion. Not all prompts are relevant for every study, but 
try to discuss at least one issue under each criterion. If needed, provide members with a large print 
version of review criteria (see Review Criteria Handout)] 

Prompts: 
We will use four general criteria to discuss this study [listed below]. These criteria are based on 
the National Institutes of Health review criteria and PCORI’s review criteria for patient advisory 
groups. 
 
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? 
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• Do you have any concerns for participants in this study? (Re: data collection, protection of 
privacy, risks, compensation) 

 
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?  

 

III. Overall/Wrap Up 
• Is this research patient-centered?  
• Any other comments or suggestions? 

o If relevant: How, where, when, to share study results 
o If a researcher is present: How will our feedback be used? 
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6- Develop a Mission, Vision and Values 
What will guide the work of the advisory board? 

 
Additional Materials: Bureau of Sages Mission, Vision, & Values (p. 43-44) 

8-week: These sessions are skipped; an abridged version can be added to the previous lesson. 
 

I. Purpose 
The purpose of the advisory board is to provide our input to research and give feedback on research 
projects. The advisory board 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 advisory board 
2. Develop a mission statement 
3. Develop a vision statement 
4. Brainstorm a list of core values for the advisory board 
5. Define each of our shared values 
 

II. Brainstorm Words That Describe the Advisory Board 
• Words or phrases (or images) that describe… 

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

 
III. Brainstorm Core Values 

• 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 (members) 
o How research coaches and staff work with us 
o How we interact with outside researchers who come to the advisory board for 

feedback/input? 
 

IV. Develop a Vision Statement 
Talking points: 
• A vision should state the primary reason the advisory board exists; its ultimate, optimal goal 
• Short/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 advisory board does; how it realizes its vision 
• Not too long; one sentence 
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• 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 advisory board and define each value 
• Over several sessions, explore each value, its meaning for the advisory board, whether to keep 

or combine with other values 
 

VII. Wrap Up (for each session) 
Talking points: 
• It will take us several meetings to finalize the wording of the advisory board’s mission, vision, 

values 
• We will share our progress and seek input from researchers and clinicians  

 
IV. What do we want researchers to know about our group?  

• The purpose of this group is to provide our input to research and give feedback on research 
projects. At least one researcher will come to our last session to seek our input on a proposal or 
research project.  

• Researchers will receive some guidelines on how to present to us, but it will help to also talk 
about our expectations and share those with the researcher(s) who will be talking about their 
research 
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7- Develop an Idea for Comparative Effectiveness Research 
How do researchers develop their ideas? What is our current research priority? 

 
Additional Materials: Current Research on our Topic and Recap of Discussions (p. 45) to see an example 

of the Bureau of Sages (this took 3-4 meetings for them) 
8-week: This will cover two meetings –briefly discuss how you would hypothetically present/seek input 

(questions included) 
 

I. Purpose 
[Discussion prompts for preparing a research proposal are detailed below. The research coach 
determines how many questions members will be able to address in a single meeting, and at what 
level of detail. This process can take as many sessions as needed.] 
 
Over the next few sessions, we will come up with a topic for Comparative Effectiveness Research 
and discuss what type of research could be done on that topic. This will help us better understand 
how much effort and time researchers need to put into planning a study. 
 
Review definition [slide 9] 
 

 

 
II. Select a Topic and Start Developing an Idea for Research  

[To make it relevant we suggest developing a topic based on their list of Desired Health Outcomes.] 

Prompts: 
• Looking at our Desired Outcomes, which one would we want researchers to focus on first?  

o [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?  
• Who is affected? Who will be included in the study/what population? Where?  
• What is our research question? 
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• What are some solutions to the problem? [Brainstorm; explain that these could be 
“interventions”] 

• How will the intervention(s) affect participants? [Explain these are outcomes]  
 

III. Refine the Proposed Study  
Prompts: 

• Option to start session: What other research has been done on this topic? [Research coach 
can look for examples of research that are based on discussion in the prior session] 

o What types of interventions did these studies test? 
o What outcomes did these studies measure? 

 
• Thinking about all of our ideas so far, which two interventions/strategies should our study 

compare? (Our “comparators”) 
o How will each of the intervention happen? 
o What will participants do or learn? 
o Who will participate?  
o Will we compare different groups?  
o When, how often, or how long will the intervention be? 

 
• What outcomes could we actually measure?  

o When could we expect to see these outcomes in participants? How long would it 
take? 

o Are our outcomes likely to be due to the interventions?  
o Are they realistic? 

 
• How could we collect data on outcomes?  

o What methods will be most appropriate for participants? 
o Option: provide some examples of methods: interviews, journals, surveys, group 

discussions, tests, assessments, records, observations, videos 
o When will we collect the information? Before and after? How long after? (When do we 

expect the result to happen) 
 

• Recap: We can’t study everything; is the question answerable? Do we need to narrow our 
proposed study in any way? 
 

[8-week wrap up]  

• What did you learn about developing an idea for research? 
• Did you want to share this project with anyone? If so, how? With whom? 
• Would you like to seek feedback from anyone? If so, how? From whom? 

 
V. Plan How to Present the Research Proposal  

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] 
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VI. Seek Input from Researchers  
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? 

 
Prompts for members: 
• 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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8- Research Networks 
What are other ways to get involved in research? 

 
Additional Materials: Examples of Research Networks (p. 46) 

8-week: This is the guide for the second meeting.  
 

I. Purpose  
The Bureau of Sages and other advisory boards are funded by PCORI. PCORI funds other kinds of 
project that focus on making research matter to patients called “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? [slides 22-24] 

Talking points: 
• Research networks are another type of partnership that involves more people and organizations 

than the advisory board 
• 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 

 
There are two kinds. The first type is: 

 
 
Talking points: 

• Focus is on patients with particular conditions (arthritis, cardiovascular disease, COPD, 
Alzheimer’s disease, dementia & brain health) 

• Operated by patients (as many as 75,000+) and partners  
• Patients directly provide health information for research 
• Patients can be involved in different ways: 

o Asked to complete health questions or complete health assessments 
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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 

 
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?  

 
The second type is: 

 
 
Talking points: 

• Focus is on sharing DATA across existing health systems 
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 
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Prompts:  
o What do you think about creating large pools of clinical data about patients? 
o Do you have any concerns about patient permission or understanding? 

 
 

V. PCORnet 
 

 
 
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 

• Advisory boards are small group of people trying to promote research that matters for 
patients 

• Research networks are larger and take on bigger tasks  
• Members of the advisory board 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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9- Planning for Sustainability 
What are the roles and responsibilities of advisory board participants? 

 
8-week: This is skipped but can be added on to a last session. 

 
I. Purpose 

In order to sustain the advisory board, we need to formalize roles and responsibilities of advisory 
board members. This will help new members and staff members understand how the board 
operates. It may also assist other organizations that wish to replicate this model.  
 
Today we will start the process of discussing… 
1. Roles and responsibilities of all those who participate in the advisory board 
2. Recruitment and orientation of new members 
3. Orientation of external researchers who come to the advisory board 
4. Orientation of new research coaches or staff 

 
II. Members 

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

board? (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 researchers be prepared to interact with the advisory board? 
• 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 advisory board?  
 

V. General Feedback: 
• How would you like meetings to be structured in the future? 
• How often should you have these meetings? 
• Any other suggestions or comments? 
• Are there any other processes or procedures we need to put in place? 
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Additional Guides 

10- Guide for Session with Researcher 
 

Additional Materials: Review Criteria Handout (p.40); Research Summary Template (p. 41/separate doc) 
8-week: This is used at the last session if a research is present, and/or after training  

 
Recommend providing researcher(s) with the following materials before the meeting: 

• A template for presenting a plain language summary of their project 
• Guidelines or tips for presenting to members in a way that meets their needs and preferences 
• Members’ biosketches (or have them available at the meeting) 
• Members’ list of research priorities (from Session 3) 

 
I. Introduction and Purpose 

Briefly introduce research guest(s). Today we will provide our input to [guest name] on [project title 
or topic].  
• Get to know them 
• Hear about their research (e.g., a topic and/or aspect of a proposed or current study) 
• Provide our input on their research 
 

II. Get to know each other (a short conversation) 
Before we get started, we are going to take a little time to get to know each other. (Any of the 
following can serve as conversation starters; consider the time limitations and 
interaction/communication challenges for members; facilitate conversations as needed) 
• Option 1: Everyone introduce themselves and say one thing about their interests or reason for 

being here or one thing from their biosketch. 
• Option 2: Moderated conversation with full group; for instance, each member can ask 1 

question of researcher; then researcher can ask members or the group to respond to 1 question 
 

Sample Questions to ask Researchers 
• What makes you excited about research? 
• What do you know or think about the topics on our list of research priorities? [would need to 

provide list of Desired Health Outcomes to researcher/members] 
 

Sample Questions to ask Members 
• Why did you join this group? 
• What is your background or experience? 
• What did you think of research before doing this? 
• Option 3 (if there are multiple researchers): Biosketches can be shared and used to prompt a 5 

min conversation in pairs or small groups; return to full group and share one thing learned about 
each person 
 

III. Researcher presents (maximum of 3-4 slides) 
 

IV. Facilitate discussion (feedback/input/questions from members) 
• Use any of the review criteria and/or questions prompts that fit the study or topic 
• Provide copies of the review criteria for members and researchers 
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11- Conversations to Build Rapport and Trust 
Tell me about your research experience 

 

8-week: Skipped 
 

This activity was originally done as part of a retreat where each professional was partnered with 1-2 
older adults. It could be done at an event with lots of researchers, as a group with one researcher, or one 
on one as part of orientation for new members. 

 
I. Purpose 

Get to know a researcher on a more personal basis. 
 

II. Interview the Researcher/Clinician  
[Members and research coaches/staff interview a researcher or clinician, using the following 
prompts]  
• How would you describe your career overall?  What do you tell people you do? 
• How have you been involved in research?  Background? Skills? Roles? Topics?  
• What health or aging issues are you interested in? 
• What is one of the best research experiences you have had?   
• What else do you want to share about yourself? 
• Option: Refer to Sages Desired Health Outcomes from positive health experience stories. Do any 

of these issues spark an idea for research? 
  

III. Interview a Member (switch roles) 
Prompts: 
• Tell me about your background or skills 
• Have you been involved in research in any way? Tell me more about that 
 

IV. Reconvene/Large Group Discussion 
V. [If the activity was done in pairs or small groups, research coach asks for 1 or 2 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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12- Speaking our Language Activity 
 
This can be used as a brief activity any time there are researchers present at a meeting. It can be used as 
a warm up activity, as a tool for asking questions during a presentation or during discussion after a 
presentation. Ideally the guest should be asked to come prepared with definitions of 1-3 key terms 
related to their research or presentation.  
 

I. Ask presenter to share definitions (as suggested above) 
• Please give us a brief explanation of any important research terms you will be using (or the term 

just used) 
• Please define each term in everyday language.    
 

II. Elicit feedback on levels of understanding (in part to educate the presenter) 
[Check in with members to see if there are questions or a need for further clarification; use prompts, 
if needed] 

• What this explanation helpful? 
• Does it make sense? [option- show of hands] 
• What did you think about the terminology they used? 
• Is this explanation confusing in any way? 
• What else might need to be explained?  
• Any other comments about communicating with the advisory board? 
 

[Encourage  members to ask for clarification; if necessary research coach can ask for further 
explanation, to model how to interact with researchers in a way that helps them “speak our 
language.”] 
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13- Plan an Event 
How will we share our work? 

 
Took 3-5 meetings 
8-week: Skipped  

 
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 advisory board to the broader community  
• To solicit feedback and interest from other community members  

 
III. Planning Process 

Prompts: 
• What is the main purpose of our event? e.g. Educate peers in our community, recruit members, 

reach out to external researchers 
• 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? e.g. 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 advisory board, members? 
• What will each of our roles be at the event? Members? Staff? Research coaches?  

 
IV. Wrap Up/Next Steps 

• Review progress after each meeting 
• Continue planning 
• Staff prepare materials for members to review for use at annual event (e.g., scripts, videos, 

handouts, posters) 
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Refresher Training Guide 
 

The sessions listed below can be repeated as refresher training when new members join the advisory 
board. The recommended order is designed to build and reinforce learning for both new and existing 
members. 
 
 Topic & Materials Purpose 
1 Refresh desired health outcomes 

14- Review Desired Health Outcomes 
 

Provides new and existing members with an opportunity to 
update outcomes, themes, or priorities.  

2  Discuss research topics 
1- Overview and Definitions 
2- Introduction to Comparative 
Effectiveness Research 
 

Use provided guides to review research definitions, 
including PCOR, CER, and health intervention research. 

3  Practice reviewing research 
5- Review a Comparative Effectiveness 
Study 

Gives members practice reviewing a research topic or 
project.  It can also be used for discussion of a research 
article, which we refer to as “Journal Club”. 
 

4  Refresher on research networks 
8- Research Networks 

Prepares members for any guests from PPRNs or CDRNs. A 
guest from a Research Network may attend this session or 
members can have a general discussion about examples of 
research networks.  
Optional: Include discussion of research participant roles, 
such as participating in a clinical trial or a controlled trial 
intervention study. 
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14- Refresh Desired Health Outcomes 
Additional Materials: Member’s Desired Health Outcomes (previously created) 

 
I. Purpose   

When first joining the advisory board, you were asked to share a positive experience related to 
successfully dealing with a health or care issue. The advisory board uses members’ stories to explore 
what matters to other people in our situation.  It helps us identify desired health or care 
experiences. In research, these are called “Patient Reported Outcomes.”  [Handout or post slide] 
 

 
 
Today we will review the list of desired health outcomes. We can also discuss any new issues we may 
want to include and revisit our priorities for research.  
 
[Hand out, post or write down the outcomes from the previously created list. If participants want or need 
more information for discussion, include the examples of themes from positive health stories under each 
outcome. If there are new members, briefly share a few general themes from new members’ positive 
health experience stories, but do not provide details about personal experiences or health conditions.] 

 
 

III. Discuss the List of Desired Health Outcomes  
Prompts: 

• Does the list capture what is important for a variety of older adults living in similar situations 
or who have similar health issues? 

• Are there other desired outcomes that we should add?  
• Which of these issues should be of highest priority for research?  
• Is there anything we would like to focus on this year? (A topic for our annual event? A 

research project idea we would like to share with researchers?) 
 

III. Wrap Up/Next Steps 
• Research coaches will update this list, based on today’s discussion 
• We share the list with researchers who come to the advisory board for advice 
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Sample Materials and Resources 

Facilitation Resources 
Group Facilitation 
Community Tool Box. (2016). Section 2. Developing Facilitation Skills. Accessed 15 Nov from 

http://ctb.ku.edu/en/table-of-contents/leadership/group-facilitation/facilitation-skills/main 
Laurel and Associates. Ltd. (2010). How to Handle Difficult Participants. Accessed 12 Jan 2017 from 

http://laurelandassociates.com/whitepapersarticles/how-to-handle-difficult-participants/  
The Sheridan Center for Teaching and Learning, Brown University. (2016). Tips on Facilitating Effective 

Group Discussions. Accessed Dec 11 2018 from https://www.brown.edu/sheridan/teaching-
learning-resources/teaching-resources/classroom-practices/learning-contexts/discussions/tips 

 
Communicating with and Presenting Information to Older Adults 
Blind Foundation. How to help someone who is blind or has low vision. (2018.) Accessed Dec 6 2018 at 

https://blindfoundation.org.nz/how-we-can-help/carers-friends-and-family/advice-on-how-to-
help-someone/ 

Cleveland Clinic Foundation. (1995-2015). Tips to Improve Communication when Talking with Someone 
with Hearing Loss. Accessed Feb 29 2016 at 
https://my.clevelandclinic.org/health/diseases_conditions/hic_Hearing_Loss_Communication_S
trategies_for_Family_and_Friends/hic-tips-improve-communication-when-talking-someone-
hearing-loss 

Farage, MA, Miller, KW, Ajayi, F and Hutchins, D. (2014). Design Principles to Accommodate Older 
Adults. Global Journal of Health Science, 4, 2; 1-25. 2014. http://dx.doi.org/10.5539/gjhs.v4n2p2  

Gerontological Society of America. (2012). Communicating With Older Adults An Evidence-Based Review 
of What Really Works. Accessed Dec 11 2018 at https://www.geron.org/online-
store?product_code_r=002_Communicating 

Peninsula Agency on Aging. Senior Services Coalition. Tips for Communicating Successfully with an Older 
Audience. (No date.) Accessed Feb 29 2016 at http://www.paainc.org/wp-
content/uploads/2015/10/SSC_2014_Tips_for_Communicating_Successfully_with_an_Older_Au
dience.pdf 

U.S. Department of Health and Human Services. Office of Disease Prevention and Health Promotion. 
(Oct 2007). Quick Guide to Health Literacy and Older Adults. Accessed Feb 29 2016 at 
http://health.gov/communication/literacy/olderadults/literacy.htm  

 
Engaging Nursing Home Residents/Patients 
Brédart, A., Marrel, A., Abetz-Webb, L., Lasch, K., & Acquadro, C. (2014). Interviewing to develop 

Patient-Reported Outcome (PRO) measures for clinical research: eliciting patients’ 
experience. Health and Quality of Life Outcomes, 12, 15. http://doi.org/10.1186/1477-7525-12-
15 

Moore, S.L., Susan E. Hall, S.E., Jackson, J. (2014). Exploring the experience of nursing home residents 
participation in a hope-focused group. Nursing Research and Practice, Vol. 2014, Article ID 
623082, 9 pages, 2014. http://dx.doi.org/10.1155/2014/623082 

Shura R, Siders RA, Dannefer D. (2011). Culture change in long-term care: Participatory action research 
and the role of the resident. Gerontologist 51(2):212-25. 
https://doi.org/10.1093/geront/gnq099 

http://ctb.ku.edu/en/table-of-contents/leadership/group-facilitation/facilitation-skills/main
http://laurelandassociates.com/whitepapersarticles/how-to-handle-difficult-participants/
https://www.brown.edu/sheridan/teaching-learning-resources/teaching-resources/classroom-practices/learning-contexts/discussions/tips
https://www.brown.edu/sheridan/teaching-learning-resources/teaching-resources/classroom-practices/learning-contexts/discussions/tips
https://blindfoundation.org.nz/how-we-can-help/carers-friends-and-family/advice-on-how-to-help-someone/
https://blindfoundation.org.nz/how-we-can-help/carers-friends-and-family/advice-on-how-to-help-someone/
https://my.clevelandclinic.org/health/diseases_conditions/hic_Hearing_Loss_Communication_Strategies_for_Family_and_Friends/hic-tips-improve-communication-when-talking-someone-hearing-loss
https://my.clevelandclinic.org/health/diseases_conditions/hic_Hearing_Loss_Communication_Strategies_for_Family_and_Friends/hic-tips-improve-communication-when-talking-someone-hearing-loss
https://my.clevelandclinic.org/health/diseases_conditions/hic_Hearing_Loss_Communication_Strategies_for_Family_and_Friends/hic-tips-improve-communication-when-talking-someone-hearing-loss
http://dx.doi.org/10.5539/gjhs.v4n2p2
https://www.geron.org/online-store?product_code_r=002_Communicating
https://www.geron.org/online-store?product_code_r=002_Communicating
http://www.paainc.org/wp-content/uploads/2015/10/SSC_2014_Tips_for_Communicating_Successfully_with_an_Older_Audience.pdf
http://www.paainc.org/wp-content/uploads/2015/10/SSC_2014_Tips_for_Communicating_Successfully_with_an_Older_Audience.pdf
http://www.paainc.org/wp-content/uploads/2015/10/SSC_2014_Tips_for_Communicating_Successfully_with_an_Older_Audience.pdf
http://health.gov/communication/literacy/olderadults/literacy.htm
http://doi.org/10.1186/1477-7525-12-15
http://doi.org/10.1186/1477-7525-12-15
http://dx.doi.org/10.1155/2014/623082
https://doi.org/10.1093/geront/gnq099


 

  
  

 

Member Biosketch 
 

Role:  Member of _____ Advisory Board 

 

Relevant Experience  

Write a paragraph about the member’s 
experience with research or healthcare, 
or other relevant experiences. Use first 
person and reflect the member’s words 
from their interview as much as possible. 

 

Perspective on Aging 

Write a paragraph in first person that 
captures the member’s perspective on 
aging, health, or wellbeing. 

 

 
 

 

 

 

 

 

Full Name 

 

Career or role 

 

Personal Pastimes 

Describe a personal 
pastime or interest 

Select this text and replace 
with image or delete 

 

Phrase describing interest  

Replace with image or delete 

 

Phrase describing interest  

Replace with image or delete 

 

 

 

 



 

  
  

 

 

Researcher Biosketch 

 

Role:  [Researcher/Staff] 

 

Relevant Experience  

Write a brief paragraph in first person on 
your research interests, background 
and/or other role relevant to aging, 
healthcare, etc. 

 

Perspective on Aging 

Write a brief paragraph on your view of 
healthy aging and/or quality of life as 
people grow older. You can choose to 
include an image below. Do not go over 
one page! 

 

 

Full Name 

 

Affiliation, 1-2 lines 

 

Personal Pastimes 

Describe a personal 
pastime or interest 

Select this text and replace 
with image or delete 

 

Phrase describing interest  

Replace with image or delete 

 

Phrase describing interest  

Replace with image or delete 

 

 

 

 



  
  

 

 

Sages’ Sample “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) 

• 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 

 
 



Facilitation Guides & Agendas  37 

Brief Examples of Comparative Effectiveness Research Topics 
 

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/comparativeeffectivenessresearchpriorities.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 
 
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.  

http://www.nationalacademies.org/hmd/reports/2009/comparativeeffectivenessresearchpriorities.aspx
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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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Review Criteria Handout 

 
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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Research Summary Template 
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Bureau of Sages Mission, Vision, & Values 
 

 

 

Mission 

 

 

 

 

 

 

 

 

 

 

Vision 

 
 
 
 

Empowering nursing home 
community members and stay-at-

home elders to learn and collaborate 
with researchers to advocate for 

timely, useful studies that matter to 
them 

Improved lives for older 
adults as the result of 

patient-centered research 
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1. Speaking Our Language – Using communication strategies that 
enable older adults to understand researchers and other 
professionals. 

2. Listening – Fostering the art of listening so that older adults “feel 
heard.”  

3. Compassion – Taking the time to feel or empathize with what 
older adults feel.  

4. Mutual Understanding and Respect – Actively reaching out to 
understand each other in respectful ways.  

5. Sharing Perspectives through Open Dialogue –Fostering 
conversations that result in a meeting of the minds through the 
sharing of diverse views and concerns from all participants on the 
board.  

6. Unity through Teamwork –Working together as patients and 
professionals to achieve shared goals and outcomes. 
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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. 

 
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/
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Examples of Research Networks 
 

Example of PPRNs and CDRNs can be found on PCORI’s portfolio web page at 
https://www.pcori.org/research-
results?keywords=older&f%5B0%5D=field_project_type%3A441#search-results 

Filter for “Research Infrastructure Project” 

 

Links to a few examples of PCORI funded research networks that may involve older adults or persons 
with dementia are listed below: 

• National Alzheimer’s & Dementia Patient & Caregiver-powered Research Network (ADPCPRN) 
https://www.pcori.org/research-results/2015/national-alzheimers-dementia-patient-caregiver-
powered-research-network 

• Arthritis Patient Partnership with Comparative Effectiveness Researchers (AR-PoWER) 
https://www.pcori.org/research-results/2013/arthritis-patient-partnership-comparative-
effectiveness-researchers-ar-power 

• The COPD Patient-Powered Research Network https://www.pcori.org/research-
results/2015/copd-patient-powered-research-network 

A Chicago area research network 

• CAPriCORN-Chicago Area Patient-Centered Outcomes Research Network 
http://capricorncdrn.org/ 
 
 

For more information about PPRNs and CDRNs:  
https://www.pcori.org/sites/default/files/PCORI-PCORnet-101-Webinar-Presentation-Slides-032117.pdf 
 

 

 

 

 

 
  

https://www.pcori.org/research-results?keywords=older&f%5B0%5D=field_project_type%3A441#search-results
https://www.pcori.org/research-results?keywords=older&f%5B0%5D=field_project_type%3A441#search-results
https://www.pcori.org/research-results/2015/national-alzheimers-dementia-patient-caregiver-powered-research-network
https://www.pcori.org/research-results/2015/national-alzheimers-dementia-patient-caregiver-powered-research-network
https://www.pcori.org/research-results/2013/arthritis-patient-partnership-comparative-effectiveness-researchers-ar-power
https://www.pcori.org/research-results/2013/arthritis-patient-partnership-comparative-effectiveness-researchers-ar-power
https://www.pcori.org/research-results/2015/copd-patient-powered-research-network
https://www.pcori.org/research-results/2015/copd-patient-powered-research-network
http://capricorncdrn.org/
https://www.pcori.org/sites/default/files/PCORI-PCORnet-101-Webinar-Presentation-Slides-032117.pdf
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Sample Agendas 
 

Bureau of Sages Retreat Agenda - June 2016 

8:45 Arrivals  
 
9:00 Introductions and Icebreaker  
 
9:15 Member Updates1:  

1) Bureau of Sages Brochure  
2) PCORI Video Critiques  
3) Health Experiences – Patient Reported Outcomes  
4) Research Topics  

 
9:45 You’re Speaking My Language2  
 
10:20 5 min break – Check cell phones!3 
 
10:25 Tell Me about Your Research (paired activity)4 

11:05 –Group Discussion  
 
11:20 What is a Research Question?5  
 
12:00 Lunch & Conversation 
 
12:30 Next Steps, Debrief & Discussion of Annual Event6 

                                                           
1 By the second meeting, we engaged Sages as active presenters. Sages requested that they have a script to read 
from, which research coaches helped with. Their updates were brief (1-3 minutes) 
2 In a “game” format, researchers were given key research concepts and asked to define them in plain language for 
Sages. Sages were asked to give them feedback on whether or not they understood the definition. However, Sages 
were reluctant to give researchers criticism. Feedback on this co-learning activity was use to integrate the activity 
into a research presentation, which made it less intimidating for Sages. A version of this activity is now included in 
the Facilitation Guides. 
3 Researchers and clinicians needed to be cued when it is appropriate to check in on their professional lives so that 
they would be attentive during other meeting activities. 
4 This paired or small group activity introduced Sages to researchers in a more personal way. A version of this 
activity is included in the Facilitation Guides. 
5 This activity did not work well for Sages and contained too much information. This issue can be addressed by 
integrating the idea of a research questions into any research learning activity (see various Facilitation Guides). 
6 In response to Sages fatigue and complaints about listening to presentation during lunch, we shortened retreats 
to a half day, followed by lunch, followed by the “next steps” agenda item. This was also an intentional strategy for 
fostering informal interaction between all participants at lunch. We arranged name tags to place researchers by 
Sages. 
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Bureau of Sages Retreat Agenda - December 2016 
 
8:45 Arrivals/Logins  
 
9:00 Welcome & Introductions 
 
9:10 Member Updates7  
 
9:45 Research Priorities for Older Adults (Small Groups)8 

 
10:20 Break (check cell phones)  
 
10:30 Discussion of Research Priorities Activity  
 Evaluation9 
 
10:45 Guest Speaker: Shilpa Venkatachalam, PhD., MPH 
 Research Associate, Global Healthy Living Foundation 
 Upper Nyak, New York 
 Patient Powered Research Network—Creaky Joints 
 Evaluation13 

 
11:45  Lunch (check cell phones) 
 
12:30 Next Steps/Adjourn 
 

 

 

 

                                                           
7 To be able to adjust and include other topics, we did not always include the specific update titles. 
8 This included discussion of a set of Desired Health Outcomes that was drafted based on the Positive Health 
Stories shared in the first retreat. Small groups shared highlights from their discussion with the full group, for 
further discussion. 
9 At this point, we began including real time evaluation activities for Sages immediately following a specific co-
learning activity. We had learned that Sages do not respond well to survey questions, and sometimes could not 
recall everything they had done at a full retreat meeting. They preferred qualitative modes of evaluation, but at 
the same time they did not have the energy to debrief after a long retreat. We began using an “evaluation 
placemat” format one on one, where each Sage was interviewed by a facilitator, project team member or 
researcher (see Evaluation Resources). 
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