
Becoming a Member 
of an 

Advisory Board 



The Bureau of Sages 

• A project that created advisory boards made 
up of older people who provide input to 
researchers. 
– The group started in 2016 and has been meeting 

since. 

– Some of the group met in a nursing home; some 
met online for people who live at home.  

– Now, expanding to more locations and 
populations. 
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What does an advisory board do? 

• Members learn about research terms and 
concepts. 

• Members discuss research issues and topics. 

• Members talk about research with researchers 
and advise researchers on their projects. 

• Finally, members work together to come up 
with a mission and vision for the group and 
their own research project.  
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Presenter
Presentation Notes
Trained Sagesfocused on basic principles and key termsbecause we need to be able to “ speak basic research language” in order to talk with researchersOriented researchersfocused on how to listen and communicate and how to explain key terms or concepts… Because they need to translate or “speak our language” as wellExperience of developing research proposalto learn how complicated that process can beBecause we need to understand what researchers have to think about and plan forDid this in consultation with researchers (getting their input and feedback)The overall strategies for developing the Bureau Foster two way communicationHear each otherExpand our views…a TEAM EFFORT!In case someone asks…What is PCORI?An independent, nonprofit organization authorized by Congress in 2010. Their Mission is to fund research that will provide patients, their caregivers, and clinicians with the evidence-based information needed to make better-informed healthcare decisions. 



Who can participate in an advisory 
board? 

• Members (older adults) 
• Researchers in the field of aging or health care 
• Others who can benefit from research results 

– Clinicians 
– Service providers  
– Nurses 
– Physical Therapists 
– Life Enrichment staff 
– Care assistants 
– Healthcare educators 
– Family caregivers 
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What can you bring to the table as a 
member? 

• Your desire to learn. 
– Learn about recent research from researchers. 

• Your desire to connect with others. 
– Connect with a community of people with shared 

interests. 

• Your desire to give back or contribute. 
– Serve as champions and role models for other older 

adults living in similar situations. 

• Your expertise as a patient or receiver of care. 
– Share your health and care experiences. 
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Presenter
Presentation Notes
Talking points:What types of expertise? Any of the following: Personal experience as a patient or care recipient.Experience with advocating for others.Prior work health care or long term care.Prior experience with any kind of research, as a subject or researcher.Discuss any expectations or requirementsExplain any commitments of time, meeting frequency or other required activitiesIf there is a contract or agreementsCompensation procedures and/or voluntary rolesWillingness to participate in other activities, such as publication, presentationsIf needed, agreements to be photographed, etc.



What does research mean to you? 

Words to describe your feelings about research: 

 

 

 

(There are no right or wrong answers.) 
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Presenter
Presentation Notes
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 TemplateOption: 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…Determines purpose of the gardenMakes a plan—design, location, types of plants, when to plantPlants and tends the gardenShares results with others (beauty, produce)Learns from results or challenges and tries again! 



Definition: Systematic documentation of 
information for a specific purpose 

that produces credible evidence 

to build knowledge. 
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Presenter
Presentation Notes
A few examples of types of research in the field of health:Describing something—e.g., prevalence of health conditionsDeveloping or testing theories—e.g., theories about what causes agingTesting treatments—e.g., clinical trial of a medicationAssessing programs—e.g., evaluation of a health education program 



RESEARCH 
PROCESS 

1. Ask a 
question 

2. Make a 
detailed plan 

3. Gather & 
analyze data 4. Share 

results  

5. Build 
knowledge & 
use results! 
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Presenter
Presentation Notes
Researchers start by reviewing what is known and not known and then:Formulate a good question (should be relevant, important/something that matters, clear, answerable)Make a detailed plan for how to answer that questionAll the methods, procedures, toolsWhen things happen, how they happenAccounting for factors that might affect the findings (potential bias)Planning for how to protect participants from potential risks of being the study3. Systematically gather, record, analyze and interpret data4. Report results honestly, including any limitations, biases, negative results5. Share results with so that others can learn, do more research or use the results or make informed decisions (including the people being studied)



Comparative Effectiveness Research 

Definition: Compares different strategies for 
improving health, well-being or care. 

Research questions: 

• Which works better? 

• What are the benefits and 
risks of each?  

The compared strategies are called “interventions.” This type of research 
is based on existing evidence that each intervention has benefits. 



Health Intervention Research 

Definition: Tests a strategy to 
improve health, change unhealthy 

behaviors, or improve care, such as: 
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•Health education, 
treatments or 

therapies 
•Environment 

or designs 

•Care training 
or policies 

This type of research typically documents patient outcomes. 



Patient Reported Outcomes 
Definition: Documents the patient’s 

health experiences by asking the patient 
or through objective observation. 

Examples of Patient Reported Outcomes include: 
• General health 
• Symptoms 
• Pain 
• Ability to do everyday tasks 
• Quality of life 
• Quality of care  
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Patient Reported Outcomes differ from clinical outcomes, which are 
objective measures of clinical status. 



How can we reduce risk factors 
for cardiovascular disease? 

A summary based on a Comparative 
Effectiveness Research study from 

ClinicalTrials.gov  
 

 “Stress Reduction Training to Improve Sleep Quality, Stress Physiology & 
Cardiovascular Disease (CVD) Risk Markers.” 

Public Summary Template 

Presenter
Presentation Notes
Adapted from the study entitled “Stress Reduction Training to Improve Sleep Quality, Stress Physiology & Cardiovascular Disease (CVD) Risk Markers.”  Study goal—”The goal of this study is to better understand the potential value of reducing stress to ameliorate a cluster of biological and behavioral factors implicated in cardiovascular disease (CVD) risk. These factors include psychological distress, poor sleep quality, and exaggerated physiological responses to emotional stress.”  The study summary can be found at https://clinicaltrials.gov/ct2/show/NCT01343810?term=stress&rank=2 ]



Research (or CER) Question 

Question 

Objective 

What is the most effective way to 
reduce stress-related risk factors for 
cardiovascular disease in healthy 
adults? 

Compare two health interventions for 
reducing emotional stress and 
determine which is more effective at 
reducing risk factors. 



Topic/Condition: Emotional stress and 
risks for cardiovascular disease. 

Methods: Compare outcomes for two 
groups of patients receiving different 
health interventions: 
1) Stress management training. 
2) The same training plus meditation.  

Population: Healthy adults aged 18-65 
years. 

Outcomes of Interest: Less distress, 
improved sleep quality, healthier 
physical responses to stress. 



Other Important Study Details: 
• Distress is defined as less intense emotional 

reactions. 
• Physical responses include heart rate, blood 

pressure, stress hormones, metabolism and 
inflammation. 

• Each intervention is 6 weeks long. 
• Participants are asked to complete the 

following before and after, and again at 12 
weeks: 
– Psychological assessments about emotions. 
– Standardized questionnaire about sleep.  
– Medical exams and lab tests. 



What leads to resilience when 
people grow older with a disability? 

A proposed study presented by Amy 
Eisenstein, Ph.D., a researcher at CJE 

SeniorLife 
 

Public Summary Template 



Research (or CER) Question 

Question 

Objective 

What factors contribute to or pose 
barriers to resilience in aging with 
disability? 

Identify social, behavioral, and 
environmental factors that contribute to 
resilience in persons aging with long 
term disabilities. 



Topic/Condition: Aging with a disability 

Methods:  
Interviews with older adults, home and 
neighborhood assessments. 
Interviews with stakeholders. 

Population: Persons who have had a 
long term disability (20+ years) who are 
over age 65.  

Outcomes of Interest: Resilience, 
Quality of Life, Depression. 



What is the impact of Medicaid 
managed care on older adults with 

disabilities? 

Public Summary Template 

A research project presented by a 
researcher participating in the Bureau 

of Sages 
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Research Question 

Question 

Objective 

What is the impact of Medicaid 
managed care on older adults with 
physical disabilities? 

To compare differences between older 
and younger adults with physical  
disabilities across time  
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Topic/Condition: Aging and physical 
disabilities 

Methods: Medicaid data on health care 
use and surveys of adult patients 

Population: 40,000 adults with physical 
disabilities in Chicago and suburbs; 1000 
surveyed. Compare outcomes for two 
groups of patients (consumers): 
1) Those in managed care 
2) Those not in managed care 

Outcomes of Interest: health care use, 
satisfaction with health care, unmet 
health care needs, health and activities 
of daily living 21 



PATIENTS 
with conditions 

Patient Group  

Caregiver Group 

Government 
Clinics 

Advocacy Group 

Research Institute 

Medical Center 

Patient Powered Research Network (PPRN) 
Examples of Types of Partners 

Presenter
Presentation Notes
Talking pointsFocus 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 researchPatients can be involved in different ways:Asked to complete health questions or complete health assessmentsCollaborate with research stakeholders to develop research questions based on personal health experiences Participate in developing studies and disseminating resultsGive participants access to their own data to facilitate health care decisions or health educationInvolved 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? 



DATA 
from patients 

Hospital System 

University Medical 
Center 

Disease 
Foundation 

Information 
Technology & Data 

Systems 

Clinical Practice 
System 

Veterans 
Administration 
Medical Center  

Clinical Data Research Network (CDRN) 
Examples of Types of Partners 

Presenter
Presentation Notes
Talking points:Focus is on sharing DATA across existing health systemsClinical data from routine patient care in clinics, hospitals or medication centers Entered and stored as electronic dataExamples of research topics/conditions (a CDRN usually focuses on more than one):In Chicago: anemia, obesity, asthma, sickle cell disease, recurrent Clostridium difficile colitis [CAPriCORN-Chicago Area Patient-Centered Outcomes Research Network]At Harvard: osteoarthritis, obesity, pulmonary arterial hypertension, suicide prevention, autism, essential hypertension, prevention of cardiovascular disease Examples of activities:Create secure systems for sharing, storing, and analyzing clinical data Develop identification system (to protect patient privacy)Use what they learn from the data to improve health care systemsSet up a system for reviewing and approving research studiesMake the data pool available for researchers to studyCollaborate with other Research NetworksPrompts: What do you think about creating large pools of clinical data about patients?Do you have any concerns about patient permission or understanding? 



PPRNs and CDRNs are also connected in a 
“network of networks” 

From http://jamia.oxfordjournals.org/content/21/4/578   

Presenter
Presentation Notes
Talking points: Map of all the Research Networks PCORI has fundedCircles are the Patient networks (PPRNs)Triangles are the data networks (CDRNs)Numbers inside are how many networks in each statePCORI also funds an organization that coordinates these networks (called PCORnet) which is like a “network of networks” across the nation

http://jamia.oxfordjournals.org/content/21/4/578
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