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2017 CUE International Consumer Advocacy Summit: 

Leveraging the Power of Patient & Consumer 

Advocacy to Transform Healthcare 
Consumers United for Evidence-based Healthcare (CUE) 

Report Describing the 2017 Advocacy Summit 

March 19, 2017 

7:30 am–5:00 pm 

New York Academy of Medicine 

1216 5th Avenue, New York, NY 10029 

   

A.     Executive Summary 

  

On March 19, 2017, CUE hosted its 3rd International Consumer Advocacy Summit, “Leveraging the 

Power of Patient & Consumer Advocacy to Transform Healthcare”. The 2017 CUE Summit combined a 

summit of all consumers and the CUE Annual Membership Meeting, typically held in Washington, DC.  

To facilitate bidirectional communication and collaboration between consumers and all healthcare 

stakeholders, the CUE Summit was held back-to-back with the Evidence-based Guidelines Affecting 

Policy, Practice, and Stakeholders (E-GAPPS III) conference at the New York Academy of Medicine in 

New York City. Preparations for the meeting began in June 2016. CUE members and non-members were 

encouraged to attend, providing for a highly diverse and enthusiastic audience (see Appendix A for 

Participant List). Fifty-nine individuals registered for the Summit, and 62 individuals attended the event. 

 

We had several ways of learning whether presentations equipped advocates with valuable knowledge. 

First, meeting evaluations indicate that the selection of speakers was well-tailored to the specific interests 

and concerns of consumer advocates (see Appendix B for Agenda). Second, pre- and post-conference 

surveys indicate that attendees had high expectations for the Summit and were satisfied with the quality of 

presentations and discussions. Third, post-meeting communication with Steering Committee members 

indicate that they left the meeting with renewed focus and evidence-based healthcare (EBHC)-specific 

goals in their consumer advocacy leadership. 62 individuals attended the event. 

  

CUE Summit Planning Committee members elected to follow a format that focused on patient 

engagement in results, such as interpersonal dynamics among stakeholders on a panel, effectiveness of 

patient involvement, diversity of stakeholders, and goals for the future of patient engagement. The event 

comprised four keynote presentations, two panel sessions (three speakers each), and a “film screening” of 

two of CUE’s educational videos on advisory panel participation. Each keynote speaker was allotted 15 

or 30 minutes, each followed by a 30 minute discussion period. Each panel speaker was allotted 5 or 15 

minutes each for his or her presentation with a 30 minute discussion period following each session. 

Discussion sessions allowed members of the audience to pose questions to specific speakers from a 

microphone on the floor. This format was in response to past meeting evaluation requests asking for more 

time and opportunity for audience participation. The conference structure provided optimal time for 

conference participants to interact with the speakers and ask focused questions while staying within a 

scheduled time frame. 
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Keynote speakers were selected on the basis of their work on and insight into consumer advocacy (see 

Appendix B for Agenda). Dr. Vinay Prasad (Assistant Professor of Medicine at the Oregon Health and 

Sciences University); Mr. Sanford Jeames (Adjunct Professor at Huston-Tillotson University); Ms. Sally 

Crowe (Director of Crowe Associates); and Dr. Susan Love (Chief Visionary Officer of Dr. Susan Love 

Research Foundation) were keynote speakers. Full speaker biosketches can be found in Appendix C. 

 

Panels included both CUE members and outside speakers, allowing for a rich exchange of ideas and 

perspectives. The first panel topic of the day, Have we made a difference? Progress in patient/consumer 

engagement in healthcare decision-making, included Dr. Sandra Zelman Lewis (Chief Guidelines Officer 

at Doctor Evidence and President of EBQ Consulting); Ms. Maryann Napoli (retired Associate Director 

for the Center for Medical Consumers); and Mr. Bill Vaughan (Consumer Advocate at the National 

Committee to Preserve Social Security and Medicare). Panelists for the second panel topic, How PCORI 

"priority populations" are engaging in research implementation, included Dr. Gregg Gonsalves 

(Research Scholar in Law at Yale Law School); Dr. Laura Logie (Director of Research at Nueva Vida); 

and Ms. Jean Slutsky (Chief Engagement and Dissemination Officer at the Patient-Centered Outcomes 

Research Institute [PCORI]).  

 

Audio slidecasts of all presentations are posted on the CUE YouTube page at 

https://www.youtube.com/playlist?list=PLoNq5zvuX8j3YOlYgHpe9N1BLncYJpI1G.  

  

A contract for the Summit was awarded by PCORI (Contract # EAIN-2654). The Agency for Healthcare 

Research and Quality (AHRQ) provided funds for the CUE Annual Meeting (Grant # R13 4134401, held 

in conjunction with the Summit). 

  

B.     Detailed Report of CUE Summit 
  

To begin the meeting, Dr. Kay Dickersin, Professor of Epidemiology at Johns Hopkins University, 

provided a brief welcome and introduction to CUE and meeting hosts. Reva Datar, CUE Coordinator, 

introduced the new CUE Steering Committee members: Brenda Shelton-Dunston of the Black Women’s 

Health Alliance; Liz Margolies of the National LGBT Cancer Network; Ann Fonfa of the Annie 

Appleseed Project; and Terry Kungel of the Maine Coalition to Fight Prostate Cancer. Ms. Datar also 

announced that CUE staff would be “Live Tweeting” the event on Twitter, and that participants could 

contribute to the feed by using the hashtag #CUESummit17 (see Appendix D for Storify summary). 

Genie Han, CUE Coordinator as of July 2017, was also present at the Summit. 

  

For the benefit of the new and non-members at the Meeting, Ngina Lythcott, co-chair of the Steering 

Committee, provided a brief overview of CUE’s mission and activities. She stressed that the Summit 

provided a unique opportunity to create relationships with fellow advocacy groups, and encouraged 

participants to use the “Networking Bingo” activity to meet advocates and other healthcare stakeholders. 

  

https://www.youtube.com/channel/UChL0coVlLNb9uH5dOwN5iAQ
https://www.youtube.com/channel/UChL0coVlLNb9uH5dOwN5iAQ
https://www.youtube.com/playlist?list=PLoNq5zvuX8j3YOlYgHpe9N1BLncYJpI1G
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Introduction of Keynote Presentation I:   

Helen Haskell, MA (moderator), CUE Steering Committee; President, Mothers Against Medical Error 

  

Helen Haskell began by thanking Dr. Prasad and noting his prominence in the field of evidence-based 

medicine. She also highlighted Dr. Prasad’s most recent work in drug costs, bias in clinical trials, and 

proof of efficacy in medical practices. 

  

Keynote Presentation I: The politics of consumer advocacy: The promise and pitfalls of disease 

constituencies  

Vinay Prasad, MD, MPH, Assistant Professor of Medicine at the Oregon Health and Sciences University 

  

The patient perspective plays an important role in deciding which treatment options are promising enough 

for the market. Unlike other stakeholders, such as healthcare professionals and pharmaceutical 

companies, patients personally experience treatment side effects and are key informants about outcomes 

that matter the most. The range and severity of side effects can be masked by selectively recruiting 

clinical trial participants who do not reflect the actual patient population. Patients also provide a valuable 

perspective because they are the only stakeholders directly affected by high drug prices. Therefore, 

patients are the best-equipped to advocate for increasing underrepresented groups in clinical trials and 

ensuring affordability of drugs. 

  

However, the patient voice can be obscured or influenced by external stakeholders. For example, almost 

one-third of the public speakers at the FDA’s Oncologic Drugs Advisory Committee meetings (2009–

2014) had a financial association with the pharmaceutical company vying for approval. Although almost 

half of the public speakers were patients with the cancer in question, Dr. Prasad noted that patients who 

have died or suffered severe side effects from the drug would not have been represented at these 

meetings. Other patients may not have been able to travel to speak at the meeting, or may not have been 

willing to publicly talk about their experiences. How do we ensure that these patients are heard? Dr. 

Prasad suggested video diaries that patients could record for the duration of a clinical trial; this would 

allow stakeholders to more comprehensively understand the patient experience when determining whether 

a drug should be approved. 

  

Introduction of Panel I: Have we made a difference? Progress in patient/consumer engagement in 

healthcare decision-making 

Brenda Shelton-Dunston, MPH (moderator), CUE Steering Committee; Executive Director, Black 

Women’s Health Alliance 

  

Ms. Shelton-Dunston introduced herself and her organization, the Black Women’s Health Alliance, and 

the first speaker, Dr. Sandra Zelman Lewis. Dr. Lewis is an experienced clinical practice guideline 

developer and currently consults on guideline development. 
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Yes, patients/consumers have made a difference  

Sandra Zelman Lewis, PhD, Chief Guidelines Officer, Doctor Evidence; President, EBQ Consulting; 

Immediate Past Chair, G-I-N North America 

  

Dr. Lewis reported the results of a survey designed to discover the impact advocates had made on 

guideline development. Nine different international guideline development organizations were surveyed 

and responded, and each organization had a varying number of guideline panels that included 

advocates—one responding organization reported having had hundreds. 

  

When asked whether consumers meaningfully contributed to guideline development, the organizations 

cited specific benefits of including advocates in their panels.  Benefits included the refinement of clinical 

questions, the prioritization of outcomes that matter to patients, the clarification of language to make the 

conclusions accessible and comprehensible, and the consideration of financial cost. Dr. Zelman Lewis 

also noted that the contributions of advocates carried over to other panelists, encouraging them to act 

more respectfully and use less adversarial language when advocates were involved. Ultimately, Dr. 

Zelman Lewis concluded that advocates played a significant and important role on guideline panels. 

  

I have no idea whether public representatives like me have made much of a difference  

Maryann Napoli, Retired Associate Director, Center for Medical Consumers 

  

The goal of consumer and patient advocates is to identify areas of improvement in research and 

healthcare, and change the status quo for the better. Ms. Napoli spoke about her experience serving on a 

panel with the American College of Chest Physicians (ACCP), where she sought to ensure that low-dose 

computed tomography (CT) screening guidelines acknowledged the important risks of recommending 

widespread use. In reviewing the evidence for low-dose CT screening of smokers, the panel found that 

annual low-dose CT screenings over six years yielded a small reduction in lung cancer deaths. Ms. Napoli 

voiced to her fellow panel members that the small reduction did not seem significant; it was 

approximately a 0.5% reduction in the risk of death. 

  

Did Ms. Napoli feel she made a difference? While the guideline abstract mentioned the potential harms of 

screening, Ms. Napoli was not convinced that her opinion as an advocate was made clear in the guideline. 

She also found that media outlets framed the evidence to encourage screenings, and felt discouraged 

about the gap in translation from evidence to audience. 

  

Dr. Zelman Lewis, who coordinated the ACCP panel Ms. Napoli served on, was given a chance to 

respond. She acknowledged that the panel could have done a better job including Ms. Napoli in 

discussions. She also noted that the process of developing guidelines has been improving in response to 

emerging feedback, including that of Ms. Napoli’s.   
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Maybe, patients/consumers have made a difference  

Bill Vaughan, Consumer Advocate; Member, Board of Directors, National Committee to Preserve Social 

Security and Medicare 

  

Mr. Vaughan has served on several guideline panels in his career. He commented on the range of 

experiences he has had on panels: from feeling like a token advocate, to a significant contributor of the 

guideline process. Guideline panels have made progress in integrating advocates over the past several 

decades, but Mr. Vaughan’s own experiences indicate that more progress is to be made. Mr. Vaughan 

noted that advocates can play the distinct role of including mental health considerations in guidelines; he 

recalled talking to Bell’s Palsy patients with suicidal ideations, and discussed these issues at a guideline 

panel when no other stakeholders brought up the psychological ramifications of the condition. 

  

Because consumer representatives are inevitably closer to the patient population in question, they bring an 

important perspective to the table. Mr. Vaughan explained that social media has become a resource for 

patients to share experiences, report outcomes, and discuss priorities. Advocates are able to tap into this 

resource to better represent the concerns of their constituency. 

  

Introduction of Keynote Presentation II: 

Tom Getchius, Director of Clinical Practice, American Academy of Neurology 

  

Mr. Getchius introduced himself and the keynote speaker, Mr. Sanford Jeames of Hutson-Tillotson 

University. He highlighted Mr. Jeames’ several academic posts and relevant interests in patient advocacy. 

  

Keynote Presentation II: How PCORI "priority populations" are engaging in research 

implementation  

Sanford Jeames, DHA, Adjunct Professor at Huston-Tillotson University 

  

Mr. Jeames began with an overview of the Patient-Centered Outcomes Research Institute (PCORI), for 

which he is a Merit Reviewer and Clinical Trials Advisory Panelist. Clinical research is critical to 

improve patient outcomes, but Mr. Jeames noted that there is still much work to be done in regard to 

disseminating research findings to the public. During his time working with PCORI, Mr. Jeames has 

challenged researchers for not truly engaging priority population patients in research question formation, 

implementation, and dissemination. PCORI is dedicated to involving the patient voice in research, and 

engages patients on advisory panels to address issues from healthcare system improvement to the 

underrepresentation of rare diseases in research. 

  

Mr. Jeames reflected on his experiences reaching out to faith-based institutions and promoting 

community-based participatory research, and concluded that the most important method of establishing 

trust was listening to the population. This lesson helped Mr. Jeames better advocate for patient inclusion 

in environments like comparative effective research (CER) workshops and advisory panels. He 

recommended that patient advocates improve these policy-making settings by including fellow advocates 

unfamiliar with research participation and calling for more diverse stakeholders. These changes are 

necessary to faithfully represent the patient voice.  
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These specific ways to improve public engagement result in more meaningful research that is conducive 

for clinical practice translation. Mr. Jeames believes that successful patient engagement is associated with 

decreased trial attrition, increased trial enrollment, and ultimately better patient outcomes. Collaboration 

among all stakeholders in the research process is the key to research and clinical practice betterment. 

 

Introduction of Panel II: Let's start over: How to achieve patient engagement in research 

implementation 

Ann Fonfa (co-moderator), President, Annie Appleseed Project 

Rich Rosenfeld, MD, MPH (co-moderator), Chair, Guidelines International Network (G-I-N) North 

America 

  

Ms. Fonfa and Dr. Rosenfeld introduced the panel’s topic and speakers Dr. Gregg Gonsalves of Yale Law 

School, Ms. Jean Slutsky of PCORI, and Dr. Laura Logie of Nueva Vida. 

  

What does success look like?  

Gregg Gonsalves, PhD, Research Scholar in Law, Yale Law School 

  

Dr. Gonsalves reminded Summit participants about the successes and lessons learned from the HIV/AIDS 

advocacy movement in the 1980s and 1990s. The activist group ACT UP leveraged a coordinated 

campaign to demand that the Food and Drug Administration (FDA) fast-track more drug approvals even 

when a given drug did not meet efficacy levels for approval. Although more clinical trials were needed to 

determine the efficacy of drugs, HIV/AIDS patients who had few feasible treatment options wanted a 

faster process to gain access to experimental treatments. The solution was parallel tracking, the 

administration of drugs that are still enrolled in testing. Dr. Gonsalves noted that the parallel track is now 

a legal right of terminally ill Americans, under the Right to Try Act. 

  

However, prioritizing the speed of drug approvals did not always play into the best interests of the patient. 

Dr. Gonsalves asked the audience, is having access to a drug truly better than nothing? Are new drugs 

better than old drugs? Dr. Gonsalves used his experience on the FDA advisory board for d4T, an anti-

viral treatment for HIV, to answer these questions. After treatment with d4T, the patient outcomes did not 

look promising. As a result, Dr. Gonsalves voted not to approve this drug.  The board, however, approved 

the drug. Eventually patients and clinicians realized that d4T’s early promise did not actually translate 

into any clinical benefit, and it is no longer used as a treatment option. 

  

Dr. Gonsalves acknowledged how difficult it is for advocates with less education and training than other 

stakeholders to vocalize their opinions on FDA panels. However, he argued that when it becomes a matter 

of life and death for patients, it does not matter how many degrees a panel members has; an advocate’s 

responsibility is to form partnerships, self-educate to understand the evidence, and successfully advocate 

for the patients’ best interests. Advocates have the potential to revolutionize drug development and 

research, but also must receive independent funding to ensure their advocacy efforts keep the patients’ 

best interests at heart. Referring to the 2017 New England Journal of Medicine article by Dr. Matthew 

McCoy, Dr. Gonsalves noted that up to 80% of patient groups have financial or leadership ties to 

pharmaceutical companies. 
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What does patient engagement look like to marginalized communities?  

Laura Logie, PhD, Director of Research, Nueva Vida 

 

Dr. Logie has a dual perspective on the relationship between researchers and communities. She was 

trained as an academic researcher, but this did not include training on how to implement meaningful 

patient engagement. As the Director of Research at Nueva Vida, Dr. Logie bridges the gap between the 

Latina community and researchers and advocates by facilitating meaningful community engagement in all 

steps of the research process. 

 

Dr. Logie recognizes the unique obstacles associated with research on hard-to-reach populations, 

including cultural, linguistic and socioeconomic barriers. She suggested that researchers should build the 

community’s trust and work within their boundaries. This helps to build relationships in populations that 

are deeply mistrustful of healthcare. 

 

For researchers to effectively carry out patient-centered outcomes research (PCOR) in hard-to-reach 

populations, patients must be interested and personally invested in the research. This requires a pre-

engagement phase with the community, which ensures that patients comprehensively understand the 

research question. Furthermore, their involvement in the planning and execution of research is vital for 

study results being successfully translated into clinical practice. In Nueva Vida’s own research, Dr. Logie 

has recruited community engagement workers who are bicultural and bilingual connectors between 

researchers and communities, facilitating the community’s stake in research. 

 

Dr. Logie encouraged audience members to demand more evidence on how to successfully engage 

communities in research. Little research exists on best practices to achieve community engagement and to 

obtain patients’ views. Advocacy organizations are uniquely suited to fill these glaring omissions in 

engagement research. 

 

Do increased partnerships among stakeholders lead to speedier implementation of patient-centered 

outcomes research (PCOR)?  

Jean Slutsky, PA, MSPH, Chief Engagement and Dissemination Officer, PCORI 

 

PCORI was born out of the need to fund research that has meaningful impact across patient populations. 

PCORI addresses this issue by rigorously and methodically integrating patients into each step of the 

research process. Ms. Slutsky noted that PCORI not only encourages patient-centered research within its 

own organization, but also influences other research organizations to do the same. The goal of this 

approach is to speed up the implementation of PCOR evidence; this is one of PCORI’s three main 

strategic goals. The other strategic goals include increasing the quality and timeliness of high quality 

healthcare research and encouraging other organizations to follow suit. 
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PCORI-funded researchers must first ask whether the existing evidence responds to stakeholder concerns. 

If not, they identify the target audience for their research: who will benefit from this evidence, and more 

importantly, who will help reach this patient population? Finally, researchers must describe meaningful 

plans for dissemination, implementation, and evaluation of the evidence they generate. These kinds of 

questions actively encourage PCORI-funded researchers to carry out practical, meaningful and 

translatable research. 

 

The dissemination of research findings is particularly important to PCORI, as unsuccessful dissemination 

means that research findings will not translate into real-world change. No other research organization 

requires that researchers must submit results publicly before the final research report is finished. 

Moreover, PCORI has a 90-day time limit after acceptance of the final research report, in which research 

findings must be posted. From there, PCORI’s Translation Center is responsible for making research 

findings clear and comprehensible to patients, caregivers, and clinicians. PCORI is also dedicated to open 

data access, and works diligently with journals to “cover fees to bring [a PCORI-funded journal article] 

out of the firewall.” 

 

Introduction of Keynote Presentation III:   

Terry Kungel (co-moderator), CUE Steering Committee; President, Maine Coalition to Fight Prostate 

Cancer 

Marguerite Koster, MA, MFT (co-moderator), Senior Manager, Evidence-Based Medicine Services, at 

Kaiser Permanente 

  

Mr. Kungel introduced the keynote speaker, Ms. Sally Crowe. He highlighted the importance of the 

international perspective, and commended the U.K. for its various initiatives prioritizing patient-centered 

research. 

  

Keynote Presentation III: If it works in the UK will it work in the US?  

Sally Crowe, Director, Crowe Associates Ltd; Cochrane Consumer Network 

 

Ms. Crowe introduced effective tools of advocacy such as: 1) dissemination of patient stories through 

publication; 2) collaboration and partnerships; and 3) use of technology. Technology is a recent but 

powerful tool for advocates which includes sharing information via social media and using online patient 

data repositories. 

  

While it is important for patient advocates to tell their stories through publications, collaborations and 

technology, true public involvement requires a framework to support advocates. This framework requires 

clarity of purpose, disruptive leadership, partnership, structure and evidence. Ms. Crowe outlined the 

efforts of several large national organizations in the United Kingdom (UK) that aim to provide this 

framework.  
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It is important for funders to prioritize research that emphasize public involvement. The National Institute 

for Health Research (NIHR) preferentially funds this research, thereby encouraging researchers to 

implement patient/consumer involvement. This emphasis on public involvement gave rise to individuals 

in research organizations designated as “public involvement leads,” whose sole responsibility is to ensure 

involvement.  

 

Research must also be conducted in order to inform best practices for public involvement; this is 

promoted on a national scale by INVOLVE, an advisory group that collects and disseminates evidence on 

public involvement. These UK-led initiatives have a positive effect worldwide; for instance, the 

internationally influential British Medical Journal (BMJ) has incorporated public involvement strategies 

such as patient panels and patient peer review processes. 

 

Ms. Crowe observed that not all patient organizations know how to talk to their membership, although 

this is currently changing. The public involvement framework to support advocacy should include 

advocacy training education, so that advocates know how to effectively communicate with hard-to-reach 

patients and consumers. Advocates must also navigate communication skills with stakeholders, 

specifically how to use persuasion and conviction to promote their views. 

  

In summary, Ms. Crowe believes that the public involvement initiatives in the United Kingdom can be 

replicated in the United States, particularly with the commitment of advocates. Although there is work to 

be done in the United Kingdom, the various public engagement strategies have made strides in making 

research accessible and patient-centered. 

  

Introduction of Keynote Presentation IV:   

Astrid Jimenez, JD (moderator), CUE Steering Committee; Executive Director, Nueva Vida 

  

Ms. Jimenez introduced herself and her organization, Nueva Vida, a cancer support network for Latinos. 

She highlighted many of Dr. Susan Love’s achievements in cancer advocacy, and revealed how 

influential Dr. Love has been in Ms. Jimenez’s advocacy work. 

  

Keynote Presentation IV: Consumer engagement: goals for the next decade  

Susan Love, MD, MBA, Dr. Susan Love Research Foundation 

  

Recent breast cancer advocacy has been passionate and well-publicized, but the environment was much 

different when the movement began. There was an atmosphere of stigma and a lack of support for breast 

cancer patients, which slowly began to change in the 1980s with the formation of the Susan G. Komen 

Foundation, Breast Cancer Awareness Month, and the National Alliance of Breast Cancer Organization 

(NABCO). 
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In the old research paradigm, patients were not involved in the process until the findings were released. 

Now, patients are involved in all stages of the research process alongside scientists and clinicians. 

Although this new paradigm has resulted in better patient outcomes, patients are still not empowered to 

direct research. For example, although there is a movement towards using patient-reported outcomes, 

non-patient stakeholders are still determining what outcomes patients should prioritize. This means that 

research does not adequately address the patient experience, or patient priorities. 

  

Dr. Love maintained that the only difference between a patient and a provider is the diagnosis the patient 

has received. The unique perspective of the patient in the disease setting renders it critical that patients be 

involved at every level of the research process, and be given more autonomy about the direction of 

research. Non-patient stakeholders are unable to fully comprehend the patient experience and cannot 

accurately create patient-centered research without patient involvement. 

  

To explore the unique patient experience, the Dr. Susan Love Research Foundation and 19 other breast 

cancer organizations asked breast cancer survivors to submit questions about treatment side effects. They 

found that patients often did not know information that their healthcare provider should have conveyed, 

either because the provider neglected to provide the information or because the patient was not ready to 

hear the information. Moreover, patients were concerned about side effects that healthcare providers were 

not aware of or did not prioritize. Dr. Love also found that metastatic breast cancer survivors diverged 

from non-metastatic survivors in terms of mental health and quality of life; this spurred her to develop the 

Metastatic Collateral Damage Project, to provide practical recommendations for patients and providers on 

the management of individuals with metastatic breast cancer. 

  

Dr. Love’s future projects include the implementation of new healthcare delivery systems that her 

research findings find promising, as well as pushing for better research to support metastatic breast cancer 

survivors.  

 

C.     Summary of Recommendations Made in Presentations 
 

CUE Summit speakers made recommendations for CUE, which will be addressed in 2018 (see Table 1). 

 

 Table 1: Recommendations to consumer advocates by CUE Summit Speakers 

Title of Talk Speaker Recommendations for CUE Resources 

Recommended for 

Consumer Advocates 

The politics of 

consumer advocacy: 

The promise and 

pitfalls of disease 

constituencies  

Vinay Prasad 

(Assistant Professor 

of Medicine, Oregon 

Health and Sciences 

University) 

● Include hard-to-reach populations, such as 

rural communities or reluctant patients, in 

FDA panels 

● Use patient “video diaries” of their 

experiences as trial participants 

● Have 100% transparency in patient advocate 

funding 

● Remove board members taking funds from the 

pharmaceutical industry 

Ending Medical 

Reversal by Vinay 

Prasad and Adam Cifu  
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Title of Talk Speaker Recommendations for CUE Resources 

Recommended for 

Consumer Advocates 

Yes, 

patients/consumers 

have made a 

difference  

Sandra Zelman 

Lewis (Chief 

Guidelines Officer, 

Doctor Evidence) 

● Continue the involvement of patients in 

guideline panels for the benefit of all 

stakeholders 

● Coordinate with guideline developers to 

improve processes for maximizing the patient 

stakeholders’ ability to meaningfully 

contribute 

GROWTH Evidence 

 

G-I-N PUBLIC 

I have no idea 

whether public 

representatives like 

me have made much 

of a difference  

Maryann Napoli 

(Retired Associate 

Director, Center for 

Medical Consumers) 

● Follow-up with the recommendations created 

from advisory board participation, in order to 

assess the patient/consumer stakeholder 

impact 

● Read media publications based on advisory 

board recommendations, to evaluate what 

public impact the recommendations had 

N/A 

Maybe, 

patients/consumers 

have made a 

difference  

Bill Vaughan (Board 

of Directors, 

National Committee 

to Preserve Social 

Security and 

Medicare 

● Connect with constituents through social 

media 

Twitter 

 

Facebook 

How PCORI 

"priority 

populations" are 

engaging in research 

implementation  

Sanford Jeames 

(Adjunct Professor, 

Huston-Tillotson 

University) 

● Promote the inclusion of educated but 

inexperienced advocates on advisory boards 

● Promote stakeholder diversity in regards to 

race, gender, sexual orientation, and 

socioeconomic status on advisory boards 

Advocates in Science 

and Health 

 

American Association 

for Cancer Research 

 

American Society for 

Clinical Oncology 

 

PCORI 

 

Patient Protection and 

Affordable Care Act 

 

Research Advocacy 

Network 

What does success 

look like?  

Gregg Gonsalves 

(Research Scholar in 

Law, Yale 

University) 

● Divest from pharmaceutical funding, or at 

least be transparent about funding sources 

● Be educated about the 21st Century Cures Act 

and the consequences it could have for the 

FDA 

Rescuing Accelerated 

Drug Approval: Moving 

Beyond the Status Quo 

http://www.growthevidence.com/
http://www.g-i-n.net/working-groups/gin-public
https://twitter.com/
https://twitter.com/
https://facebook.com/
http://ww5.komen.org/GetInvolved/Participate/BecomeanAdvocate/BecomeanAdvocateinScience.html
http://ww5.komen.org/GetInvolved/Participate/BecomeanAdvocate/BecomeanAdvocateinScience.html
http://www.aacr.org/
http://www.aacr.org/
https://www.asco.org/
https://www.asco.org/
http://www.pcori.org/
https://www.healthcare.gov/glossary/patient-protection-and-affordable-care-act/
https://www.healthcare.gov/glossary/patient-protection-and-affordable-care-act/
http://www.researchadvocacy.org/
http://www.researchadvocacy.org/
http://www.treatmentactiongroup.org/sites/default/files/rescueAA1994.pdf
http://www.treatmentactiongroup.org/sites/default/files/rescueAA1994.pdf
http://www.treatmentactiongroup.org/sites/default/files/rescueAA1994.pdf
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Title of Talk Speaker Recommendations for CUE Resources 

Recommended for 

Consumer Advocates 

What does patient 

engagement look like 

to marginalized 

communities?  

Laura Logie 

(Director of 

Research, Nueva 

Vida) 

● Demand more research on best methods for 

consumer engagement 

● Encourage researchers to have a “pre-

engagement” phase with the patient 

population, where researchers can learn more 

about the community they intend to study 

● Employ community engagement workers to 

bridge cultural and linguistic gaps 

Estoy Contigo: 

Compartiendo el Camino 

 

Do increased 

partnerships among 

stakeholders lead to 

speedier 

implementation of 

patient-centered 

outcomes research 

(PCOR)?  

Jean Slutsky (Chief 

Engagement and 

Dissemination 

Officer, PCORI) 

● Become involved in PCORI to help determine 

important research questions and disseminate 

findings 

● Take advantage of PCORI’s accelerated 

timeline for research publications and check 

their content regularly 

 

Patient-Centered 

Outcomes Research 

Translation Center 

 

PCORI’s Process for 

Peer Review of Primary 

Research and Public 

Release of Research 

Findings 

If it works in the UK 

will it work in the 

US?  

Sally Crowe 

(Director, Crow 

Associates Ltd.) 

 

● Learn how to communicate effectively with 

hard-to-reach populations; this includes a 

framework for advocacy training education 

● Learn how to communicate with stakeholders 

(researchers, clinicians, etc.) to better promote 

their views 

Association for Medical 

Research Charities 

 

Evidently Cochrane 

 

INVOLVE 

 

National Institute for 

Health Research 

 

James Lind Alliance 

 

Patient and Public 

Involvement Toolkit 

 

Patient Research 

Ambassador Initiative 

 

Research Involvement 

and Engagement 

http://latinascontracancer.org/portfolio-item/partnerships-and-projects/
http://latinascontracancer.org/portfolio-item/partnerships-and-projects/
http://www.pcori.org/research-results/2016/patient-centered-outcomes-research-translation-center
http://www.pcori.org/research-results/2016/patient-centered-outcomes-research-translation-center
http://www.pcori.org/research-results/2016/patient-centered-outcomes-research-translation-center
http://www.pcori.org/sites/default/files/PCORI-Peer-Review-and-Release-of-Findings-Process.pdf
http://www.pcori.org/sites/default/files/PCORI-Peer-Review-and-Release-of-Findings-Process.pdf
http://www.pcori.org/sites/default/files/PCORI-Peer-Review-and-Release-of-Findings-Process.pdf
http://www.pcori.org/sites/default/files/PCORI-Peer-Review-and-Release-of-Findings-Process.pdf
http://www.pcori.org/sites/default/files/PCORI-Peer-Review-and-Release-of-Findings-Process.pdf
http://www.amrc.org.uk/
http://www.amrc.org.uk/
http://www.evidentlycochrane.net/
http://www.invo.org.uk/
http://www.nihr.ac.uk/
http://www.nihr.ac.uk/
http://www.jla.nihr.ac.uk/about-the-james-lind-alliance/
http://www.wiley.com/WileyCDA/WileyTitle/productCd-1405199105.html
http://www.wiley.com/WileyCDA/WileyTitle/productCd-1405199105.html
https://www.nihr.ac.uk/patients-and-public/how-to-join-in/patient-research-ambassadors/the-role-of-patient-research-ambassadors.htm
https://www.nihr.ac.uk/patients-and-public/how-to-join-in/patient-research-ambassadors/the-role-of-patient-research-ambassadors.htm
https://researchinvolvement.biomedcentral.com/
https://researchinvolvement.biomedcentral.com/
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Title of Talk Speaker Recommendations for CUE Resources 

Recommended for 

Consumer Advocates 

Consumer 

engagement: goals 

for the next decade  

Susan Love (Chief 

Visionary Officer, 

Dr. Susan Love 

Research 

Foundation) 

● Participate in the PCORI model of patient 

engagement so that processes ranging from 

research topic selection to outcomes selection 

prioritize the patient experience 

● Appraise the long-term effects of interventions 

(“collateral damage”) rather than focusing on 

solely short-term complications (“side 

effects”) 

BreastCancer.org 

 

Dr. Susan Love 

Research Foundation 

 

Health of Women 

(HOW) Study 

 

Metastatic Breast Cancer 

Collateral Damage 

Project 

 

National Breast Cancer 

Coalition 

 

Young Survival 

Coalition 

 

 

D.     Summary of Conference Participant Evaluations 

 

Participant evaluations and surveys provided feedback on the knowledge gained by participating in the 

Summit as well as the participants’ overall experience at the Summit. 

 

Each registrant was given an evaluation instrument (see Appendix D) in the folder received at the time of 

in-person registration, consisting mainly of questions measured on a five-point Likert scale. The 

evaluation instrument recorded scores for each speaker and session on a scale of 1 to 5 where 5 was the 

highest score. Mean respondent scores greater than ‘4’ were considered to be ‘positive’. Open-ended, 

short answer comments were also sought (see Appendix E). 

 

Forty-seven of 62 attendees returned the evaluation; not all respondents answered all questions. Mean 

scores did not fall below ‘4’ for any of the presentations. All speakers at the meeting were rated 

positively, as were most sessions. Evaluation scores and comments revealed that respondents were 

overwhelmingly positive about most sessions. The two highest scoring presentations were, “Consumer 

engagement: goals for the next decade” (Susan Love, mean evaluation score = 4.97) and “If it works in 

the UK will it work in the US?” (Sally Crowe, mean evaluation score = 4.86).  

 

Open-ended comments were given by 44 out of 47 respondents, most of which were positive (see Tables 

2 and 3). Participants expressed appreciation for the topic selection, networking opportunities, and 

energetic Q&A sessions. Negative comments referred to specific speakers or sessions, and requested 

increased discussion time. Suggestions given to improve future conferences included topics that attendees 

http://www.breastcancer.org/
https://www.drsusanloveresearch.org/
https://www.drsusanloveresearch.org/
https://www.drsusanloveresearch.org/how-study/my-overview
https://www.drsusanloveresearch.org/how-study/my-overview
https://www.drsusanloveresearch.org/welcome-mbc-cd-project
https://www.drsusanloveresearch.org/welcome-mbc-cd-project
https://www.drsusanloveresearch.org/welcome-mbc-cd-project
http://www.breastcancerdeadline2020.org/
http://www.breastcancerdeadline2020.org/
https://www.youngsurvival.org/
https://www.youngsurvival.org/
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would like to see in the future and other recommendations (see Table 4). All feedback will be considered 

when planning future meetings. 

 

Table 2: 2017 CUE Summit Evaluations—Short Answer: Positive [Paraphrased] 

Respondent Comment 

5  Good speakers and topics 

 Lots of discussion time was excellent 

6  Discussion was great, especially if opinions differed 

 Good opportunity to network 

 Participant list with contact information is a valuable resource 

10  Helpful networking 

 Nice and enthusiastic question and answer sessions 

12  Presentations were impressive 

 Discussions were great 

16  Excellent speakers and panels 

27  Enjoyed the speakers 

 Liked the smaller size of the conference 

 Networked with many interesting people doing great work 

36  Liked the way it started with presentation and then discussion. 

43  All presenters were engaging and presented relevant and genuinely intriguing 

information 

 

Table 3: 2017 CUE Summit Evaluations—Short Answer: Negative [Paraphrased] 

Respondent Comment 

11  Little dissatisfied with the first session [Vinay Prasad] 

12  A lot of presenters were from PCORI so I’m not so sure of the implications 

 There seemed to not be enough time during each discussion 

 

Table 4: 2017 CUE Annual Meeting Evaluations—Short Answer: Suggestions for Next Meeting 

[Paraphrased] 

Respondent Comment 

2  Moderators should prepare introductions separate from the speaker biosketches 

 Panel speakers should equally contribute to Q&A sessions 

 Next steps for CUE should be included in each talk 

7  CUE courses should be created on how patient organizations can establish 
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relationships with communities, to improve patient accessibility 

9  Future speaker topic about “open source” initiatives to improve patient-centered 

guidelines 

14  Concrete action steps for how advocates can help 

24  A panel on how to get patients more involved in healthcare overall 

34  A section/time when consumer advocates can meet beforehand 

35  Longer time for Sanford Jeames’ talk 

36  Reach more people for a larger audience 

 Discuss funding much more than any other topic 

 

In addition, each registrant was emailed pre-conference and 3-month post-conference survey instrument 

(see Appendix F). The purpose of these surveys was to assess the desired and actual impact of the Summit 

on participants’ advocacy work and to determine how best to leverage the potential partnership between 

G-I-N/NA and CUE.  

Twenty-three of 56 registered consumers returned the pre-conference survey. Open-ended comments 

indicated that registrants were looking forward to learning skills necessary for effective consumer 

engagement, such as how to form an evidence-based patient population and how to collaborate with 

health researchers (see Appendix G). 

 

A post-conference survey instrument (see Appendix H) was emailed in June 2017 to consumers who had 

attended the Summit; this served as the 3-month post-conference time point. Nineteen of 40 attending 

consumers returned the post-conference survey. Eight out of 19 respondents had applied knowledge 

and/or skills from the Summit into their work by 3 months and reported specific examples of impact in 

their open-ended comments (see Appendix I). Comments were positive and indicated that the Summit 

was influential in respondents’ decisions to participate in more research engagement opportunities. 

Eleven out of 19 respondents attended the G-I-N/NA E-GAPPS III Conference that followed the CUE 

Summit. This suggests that CUE’s partnership with G-I-N/NA allowed for most survey respondents to 

communicate and collaborate with healthcare stakeholders such as guideline developers and researchers. 

 

A 9-month post-conference survey will be emailed to consumers who had attended the Summit, to 

continue monitoring the long-term Summit impact.  
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2017 CUE Member Organizations 

Annie Appleseed Project 
7319 Serrano Terrace  
Delray Beach, FL 33446-2215 
phone: 561-749-0084 
www.annieappleseedproject.org 

Representative: Ann Fonfa, President 
email: annieappleseedpr@aol.com 
CCNet member 

Association for Pelvic Organ Prolapse Support 
8225 State Rd 83  
Mukwonago, WI 53149 
phone: 262-642-4338 
www.pelvicorganprolapsesupport.org 

Representative: Sherrie Palm 
Phone: 262-642-4338 
Email:sjpalm@wi.rr.com 

Association of Cancer Patient Educators 
17952 Sky Park Circle, Suite J, 
Irvine, CA 92614 
phone:714-401-6495 
www.hopewellnesscenter.vpweb.com 

Representative: Sandy Finestone 
Email: Sandyfinestone@aol.com 

Black Women’s Health Alliance 
3801 Market Street, Suite 202 
Philadelphia, PA 19104 
Office Phone: 215-382-3292 
www.blackwomenshealthproject.org 

Representative:  
Brenda Shelton-Dunston, Executive Director 
Email:bsdunston@blackwomenshealthproject.org 

Black Women’s Health Imperative 
1726 M Street, NW, Suite 300 
Washington, DC 20036 
phone: 202-548-4000 
www.blackwomenshealth.org 

Representative: * Ngina Lythcott (CUE 
Steering Committee Co-Chair) 
phone: 508-487-3233  
email: nlythcott@me.com 
CCNet Member 

California Breast Cancer Organizations 
CABCO 
900 Kent Dr. 
Davis, CA 95616 
phone: 530-304-2746 
www.cabco-org.us 

Representative: Sandy Walsh, President 
email: sawalsh@prodigy.net 
member since 3/2012 
CCNet Member 

Celiac Disease Foundation 
20350 Ventura Blvd, Suite 240, 
Woodland Hills, CA 91364 
Phone:818-716-1513 
www.celiac.org 

Representative: Marilyn G. Geller, CEO 
phone: 818-716-1513 x102 
email: marilyn.geller@celiac.org 

Center for Science in the Public Interest 
1875 Connecticut Ave., NW, Suite 
300Washington, D.C. 20009 
phone: 202- 332-9110 
www.cspinet.org 

Representative: 
TBD 

Appendix A

http://www.annieappleseedproject.org/
http://www.pelvicorganprolapsesupport.org/
http://www.hopewellnesscenter.vpweb.com/
mailto:Sandyfinestone@aol.com
http://www.blackwomenshealthproject.org/
mailto:bsdunston@blackwomenshealthproject.org
http://www.blackwomenshealth.org/
mailto:nlythcott@me.com
http://www.cabcoorg.us/
mailto:sawalsh@prodigy.net
http://www.celiac.org/
mailto:marilyn.geller@celiac.org
http://www.cspinet.org/
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Centering Healthcare Institute 
8737 Colesville Road 
Silver Spring, MD 20910 
phone: 240-491-0160 
www.centeringhealthcare.org 
 
Representative: Lisa Summers, Director of 
Policy and Advocacy 
phone: 240-491-0163 
email: 
lsummers@centeringhealthcare.org 
 

Cherab Foundation  
PO Box 8524 
Port St Lucie, FL 34952-8524 
phone: 772-335-5135 
www.cherab.org 
 
Representative:  
Lisa Geng, President 
2318 NW Bay Colony Court 
Stuart, FL 34994 
email: lisa@cherab.org 
CCNet Member 

Children With Diabetes Foundation 
2525 Arapahoe Avenue 
Suite E4, PMB #506 
Boulder, CO   80302 
phone: 303-475-4312 
www.cwdfoundation.org 
 
Representative: 
Ellen H. Ullman, VP of Research 
phone: 561-414-9024 
email: ehullman@gmail.com 
CCNet Member 

Consumer Reports  
101 Truman Avenue 
Yonkers, NY  10703-1057 
phone: 914-378-2000 
www.consumersunion.org 
 
Representative: 
*Doris Peter, Director, Consumer Reports Health 
Ratings Center 
phone: 914-378-2455 
email: DPeter@consumer.org 
CCNet Member 

Faces and Voices of Recovery 
1010 Vermont Ave NW, #708, 
Washington, DC 20005 
phone: 202-737-0690 
www.facesandvoicesofrecovery.org 
 
Representative: Patty McCarthy Metcalf, 
Executive Director 
pmccarthy@facesandvoicesofrecovery.org 

Families USA 
1201 New York Ave. NW, Suite 1100 
Washington, DC 20005 
phone: 202-628-3030 
www.familiesusa.org 
 
Representative: 
*TBD  
member since 7/2011 
 

Homebirth Summit Consumer 
Engagement Task Force 
234 Mayfair Road 
South Dennis, MA 02660 
phone: 774-212-5419   
www.homebirthsummit.org 
Representative:TBD 

Association of Cancer Patient Educators 
Irvine, CA 92614  
www.hopewellnesscenter.org 
 
Representative: 
Sandra Finestone, Executive Director 
Email: sandy@hopewellnesscenter.org 

http://www.centeringhealthcare.org/
http://www.cherab.org/
http://www.cwdfoundation.org/
http://www.consumersunion.org/
http://www.facesandvoicesofrecovery.org/
mailto:pmccarthy@facesandvoicesofrecovery.org
http://www.familiesusa.org/
http://www.homebirthsummit.org/action-groups/consumer-engagement
http://www.hopewellnesscenter.org/
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Lamaze International 
2025 M Street, NW, Suite 800 
Washington, DC 20036 
phone: 202-367-1128 
www.lamaze.org 
 
Representative:  
Linda Harmon, Executive Director 
phone: 202-367-1244 
email: lharmon@lamaze.org 

LymeDisease.org  
(formerly California Lyme Disease Association) 
PO Box 5658 
Marysville, CA 95901 
phone: 707-489-5320 
www.lymedisease.org 
 
Representative:  
*Lorraine Johnson, Executive Director (CUE 
Steering Committee Co-Chair) 
phone: 310-365-3233 
email: LorraineJohnson@outlook.com 
member since 12/2010 
CCNet Member 

Maine Coalition to Fight Prostate Cancer 
60 Western Avenue, Suite 254,  
Augusta, ME 04330 
phone:855-552-7200 
www.mcfpc.org 
 
Representative:  
Terry Kungel, President 
phone: (855) 552-7200 extension 800 
email: tkungel@hughes.net 
 
 
 
 
 

Mothers Against Medical Error  
155 South Bull Street 
Columbia, South Carolina   29205 
phone: 803-254-8804 
www.advocatedirectory.org 
 
Representative: 
*Helen Haskell, President (CUE Steering 
Committee) 
email: haskell.helen@gmail.com 
member since 1/2012 
CCNet Member 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 

MedShadow Foundation 
17 W. 67TH ST., #PH-A, 
New York, NY 10023 
Phone: 212-362-1257 
www.medshadow.org 
 
Representative: 
Suzzane Robotti, President 
Phone:212-362-1257 
Email; su@medshadow.org 

National Alliance for Caregiving 
4720 Montgomery Lane   Suite 205 
Bethesda, Maryland 20814 
phone: 301-718-8444 
www.caregiving.org 
 
Representative: 
Gail Hunt, President and CEO 
email: gailhunt@caregiving.org 
member since 1/2012 

http://www.lamaze.org/
http://www.lymedisease.org/
http://www.mcfpc.org/
mailto:tkungel@hughes.net
http://www.advocatedirectory.org/
http://www.medshadow.org/
http://www.caregiving.org/
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National Breast Cancer Coalition  
1101 17th Street, NW, Suite 1300 
Washington, D.C. 20036  
phone: 202- 296-7477 
www.stopbreastcancer.org 
 
Representative:  
Annette Bar-Cohen, Executive Director, 
The  
Center for NBCC Advocacy Training 
email: abar-cohen@stopbreastcancer.org 
CCNet Member 

National Center for Transgender Equality 
1325 Massachusetts Avenue, NW, Suite 700 
Washington, DC 20005 
phone: 202-903-0112 
http://transequality.org 
 
Representative:  
Harper Jean Tobin, Policy Counsel 
email: hjtobin@nctequality.org 

National Center for Health Research 
1001 Connecticut Ave. NW, Suite 1100 
Washington DC 20036 
phone: 202-223-4000 
www.center4research.org 
 
Representative: 
Jack Mitchell, Government Relations 
Manager 
Email: jm@center4research.org 

National Center for Transgender Equality 
1325 Massachusetts Ave NW, Suite 700, 
Washington, DC 20005 
Phone: 202-903-0112 
www.transequality.org 
Representative: 
Harper Jean Tobin, Policy Counsel 
Phone: 292-903-0112 
Email: hjtobin@nctequality.org 

National Committee to Preserve Social 
Security and Medicare 
10 G St. NE, Suite 600 
Washington, DC 20002 
phone: 800-966-1935 
www.ncpssm.org 
 
Representative: 
*William K. Vaughan (CUE Steering 
Committee) 
phone: 703-241-5572 
email: wkvjee@hotmail.com 

National Consumers League 
1701 K Street, NW, Suite 1200Washington, DC 
20006  
phone: 202-207-2822 
www.nclnet.org 
 
Representative: 
*Karin Bolte, Vice President of Health Policy 
email: karinb@nclnet.org 
CCNet Member 
 
 

National Council on Aging 
1901 L Street, NW, 4th Floor 
Washington, DC 20024 
phone: 202-479-6620 
www.ncoa.org  
 
Representative: TBD 

National Environmental Education Foundation 
4301 Connecticut Avenue NW, Suite 160 
Washington, DC 20008  
phone: 202-833-2933 
www.neefusa.org 
 
Representative: TBD 

http://www.stopbreastcancer.org/
http://transequality.org/
http://www.center4research.org/
http://www.transequality.org/
http://www.ncpssm.org/
mailto:wkvjee@hotmail.com
http://www.nclnet.org/
http://www.ncoa.org/
http://www.neefusa.org/
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National Mental Health Consumers’ Self-
Help Clearinghouse 
1211 Chestnut Street, Suite 1100 
Philadelphia, PA 19107 
phone: 215-751-1810 
http://mhselfhelp.org 
 
Representative:  
Susan Rogers, Executive Director 
Phone: 267-507-3812 
email: jrogers@mhasp.org 

Childbirth Connection Programs of the  
National Partnership for Women & Families 
1875 Connecticut Avenue, NW, Suite 650 
Washington, DC 20009-5728 
phone: 202-986-2600 
www.nationalpartnership.org 
 
Representative: 
Carol Sakala 
Phone: 202-238-4837 
Email: jweeney@nationalpartnership.org 
Email: csakala@nationalpark.org ] 
CCNet Member 

National Vaccine Information Center 
407-H Church St. 
Vienna, VA 22180 
phone: 703-938-0342 
www.nvic.org 
 
Representative:  
Barbara Loe Fisher, President 
email: barbloe@aol.com  
CCNet Member 

National Women’s Health Network 
1413 K St, NW, 4TH floor 
Washington, DC 20005 
Phone: 202-682-2640 
www.nwhn.org 
 
Representative:  
Sarah Christopherson, Policy Advocacy Director 
email: Schristopherson@nwhn.org 

Nueva Vida 
206 N. Washington St, Suite 300, 
Alexandria, VA 22314 
Phone: 410-916-2150 
www.nueva-vida.org 
 
Representative:  
Astrid Jimenez, Executive Director 
Phone: 202-223-9100 
Email: executivedirector@nueva-vida.org 

Our Bodies Ourselves 
5 Upland Rd. #3 
Cambridge, MA 02140 
phone: 617-245-0200 
www.ourbodiesourselves.org 
 
Representative:  
Julie Childers, Executive Director 
email: julie@ourbodiesourselves.org 
CCNet Member 
 
 
 
 
 
 
 
 

http://mhselfhelp.org/
http://www.nationalpartnership.org/
http://www.nvic.org/
http://www.nwhn.org/
mailto:Schristopherson@nwhn.org
http://www.nueva-vida.org/
mailto:executivedirector@nueva-vida.org
http://www.ourbodiesourselves.org/
mailto:julie@ourbodiesourselves.org
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Ovarian Cancer Alliance of San Diego 
1032 Isabella Ave. 
Coronado, CA 92118 
phone: 619-437-8438 
www.ocaofsd.org 
 
Representative: 
Peg Ford, Founder and Chair 
email: pegford2@hotmail.com 
member since 7/2011 
CCNet Member 

Philadelphia Ujima 
Drexel University College of Medicine 
2900 Queen Ln, Rm 239 
Philadelphia, PA 19129 
www.philadelphiaujima.com 
 
Representative: 
Lidyrez Mejia, Coordinator 
Email: lidyrez.mejia@drexelmed.edu 

Rhode Island Breast Cancer Coalition 
2 Shoppers Park 
Coventry, RI 02816 
phone: 401-822-7984 
www.breastcancerri.org 
 
Representative:  
Marlene McCarthy, President 
email: ribcc@aol.com 
CCNet Member 

SafeMinds  
254 Trickum Creek Road, 
Tyrone, GA 30290 
phone: 404-934-0777 
www.safeminds.org    
 
Representative:  
Jackie Lombardo, Board Member 
email: jlombardo@safeminds.org 
CCNet Member 

SCAD Alliance 
P.O. Box 4300, 
Alexandria, VA, 22314 
Phone: 571-259-0001 
www.scadalliance.org 
 
Representative: 
Katherine Leon, Chair, Board of Directors 
Katherine.leon@scadalliance.org 

TMJ Association 
P.O. Box 26770 
Milwaukee, WI 53226 
phone: 262-432-0350 
www.tmj.org 
 
Representative:  
Terrie Cowley, Executive Director  
email: info@tmj.org 
CCNet Member 

Washington Advocates for Patient Safety 
3941 NE 158TH Ln,  
Seattle, WA, 98155 
Phone:206-366-1629 
www.washingtonadvocatesforpatientsafety.org 

Representative: 
Yanling Yu, President 
Email:yy8@uw.edu 

Young Survival Coalition 
61 Broadway, Suite 2235 
New York, NY 10006 
phone: 646-257-3000 
www.youngsurvival.org 

Representative:  
Michelle Esser, Program Manager 
Email: messer@YoungSurvival.org 
CCNet Member 

http://www.ocaofsd.org/
http://www.philadelphiaujima.com/
http://www.breastcancerri.org/
http://www.safeminds.org/
http://www.scadalliance.org/
http://www.tmj.org/
http://www.washingtonadvocatesforpatientsafety.org/
http://www.youngsurvival.org/
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7:30 am – 8:30 am Registration & Continental breakfast 

8:30 am – 8:45 am Welcome and introductions  
Speaker: Ngina Lythcott, CUE Steering Committee Co-Chair; Black Women’s Health Imperative 

8:45 am – 9:00 am Keynote 1: The politics of consumer advocacy: The promise and pitfalls of disease 
constituencies  
Speaker: Vinay Prasad, Assistant Professor of Medicine at the Oregon Health and Sciences 
University 
Chair: Helen Haskell, CUE Steering Committee; Mothers Against Medical Error 

9:00 am – 9:30 am Discussion 

9:30 am – 9:45 am Panel I: Have we made a difference? Progress in patient/consumer engagement in healthcare 
decision-making 
Co-chairs: Brenda Shelton-Dunston, CUE Steering Committee; Black Women’s Health Alliance 

and Marguerite Koster, CUE Summit Planning Committee; Kaiser Permanente 

Yes, patients/consumers have made a difference (5 min) 
Speaker: Sandy Lewis, Immediate past chair, G-I-N/North America (G-I-N/NA) 

I have no idea whether public representatives like me have made of a difference (5 min) 
Speaker: Maryann Napoli, Center for Medical Consumers 

Maybe, patients/consumers have made a difference (5 min) 
Speaker: Bill Vaughan, National Committee to Preserve Social Security and Medicare 

9:45 am – 10:15 am Discussion 

10:15 am – 10:45 am Break – “Networking Bingo”  

10:45 am – 11:00 am Sneak peak at CUE’s “Series III: Serving on Advisory Panel” videos 

11:00 am – 11:15 am Discussion 

11:15 am – 11:30 am  Keynote II: How PCORI ‘priority populations’ are engaging in research implementation 
Speaker: Sanford Jeames, Adjunct Professor, Huston-Tillotson University 
Chair: Sandy Finestone, CUE Steering Committee; Association of Cancer Patient Educators 

11:30 am – 12:00 pm Discussion 

12:00 pm – 1:00 pm Networking Lunch 
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1:00 pm – 1:45 pm Panel II: Let’s start over: How to achieve patient engagement in research implementation 
Co-chairs: Ann Fonfa, CUE Steering Committee member; Annie Appleseed Project and Rich 

Rosenfeld, American Academy of Otolaryngology – Head and Neck Surgery Foundation 

 Thinking out of the box: What does success look like? (15 min) 
   Speaker: Gregg Gonsalves, Research Scholar in Law, Yale Law School 

What does patient engagement look like to marginalized communities? (15 min) 
Speaker: Laura Logie, Director of Research, Nueva Vida 
 
Do increased partnerships among stakeholders lead to speedier implementation of PCOR? (15 
min) 
Speaker: Jean Slutsky, Chief Engagement and Dissemination Officer, PCORI 

 
1:45 pm – 2:15 pm  Discussion 
 
2:15 pm – 2:45 pm Break – “Networking Bingo” 
  
2:45 pm – 3:15 pm Keynote III: If it works in the UK will it work in the US? 
   Speaker: Sally Crowe, Crowe Associates Ltd, Cochrane Consumer Network 
   Chair: Terry Kungel, CUE Steering Committee; Maine Coalition to Fight Prostate Cancer 
 
3:15 pm – 3:20 pm Discussant: Marguerite Koster, CUE Summit Planning Committee; Kaiser Permanente 
 
3:20 pm – 3:50 pm Discussion 

3:50 pm – 4:05 pm  Keynote IV: Consumer engagement: Goals for the next decade 
   Speaker: Susan Love, Dr. Susan Love Research Foundation    

Chair: Astrid Jimenez, CUE Steering Committee; Nueva Vida 
 

4:05 pm – 4:35 pm  Discussion 

4:35 pm – 4:45 pm “Networking Bingo” prize distribution 

 4:45 pm – 5:00 pm Evaluation and Closing Remarks 
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Sally Crowe is Director at Crowe Associates Ltd, which provides 

consultancy, training and project management for public involvement in 

health services and research.  Her philosophy in work (and life!) is for 

people to work together, in partnership, to achieve shared goals.  This 

requires a clear process that is equitable, transparent, based on best 

available evidence and in reality means good organization, open dialogue, 

ability to compromise, and good humor.  Currently, Sally supports 

partnerships (of health professionals and the public) to achieve shared research priorities, 

usually in the UK, but also internationally e.g. Australian Research Priorities in Family and 

Domestic Violence. 

Sally is a member of the Cochrane Prioritization Methods Group with a particular interest in 
involving consumers in research priority setting, and I'm active in the Cochrane Consumer 
Network.   She is a member of the UK Medical Research Council Ethics Regulation and Public 
Involvement Committee, the British Medical Journal's Patient Panel, and Editorial Board of 
BioMed Central's Research Involvement and Engagement Journal. She has been in the Critical 
Appraisal Skills Programme (CASP) team for over 20 years helping a wide range of people gain 
skills in understanding clinical research, and has published a British Medical Journal/Wiley 
Blackwell Patient and Public Involvement Toolkit.   

Gregg Gonsalves, PhD was a member of ACT UP New York and a co-

founder of the Treatment Action Group (featured in the Academy Award 

nominated documentary, How to Survive a Plague). He is now an Assistant 

Professor at the Yale School of Public Health and a Lecturer and Research 

Scholar at the Yale Law School. In 2012, he co-founded the Global Health 

Justice Partnership (GHJP), a new initiative between Yale’s public health 

and law schools set up to explore the interface between human rights and 

public health, social justice and medicine and train a new generation of 

activists and scholars for the challenges ahead. He is also the co-director of Yale’s new 

Collaboration for Research Integrity and Transparency (CRIT). 
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Sanford E. Jeames, DHA is currently serving as the Coordinator of Health 

Science Programs at Eastside Memorial High School in Austin, Texas; and 

is an Adjunct Professor at Huston-Tillotson University in Austin, Texas. 

He is currently serving as a Patient Advocate and protocol reviewer with 

the National Cancer Institute (NCI) Cancer Care Research Delivery Steering 

Committee (CCRDSC). He was recently appointed as a Panel Review 

member for the Canadian Institutes of Health Research (CIHR) and serves 

on the Patient Advocacy Council for UT Southwestern Kidney SPORE initiative. 

Dr. Jeames has memberships in The Society of Urological Surgical Associates (SUNA), the 

National Breast Cancer Coalition (NBCC), American Association of Cancer Research (AACR) and 

the American Society of Clinical Oncologists (ASCO). He serves on the Clinical Trials Advisory 

Panel for Patient Centered Outcomes Research Institute (PCORI), and is Merit Protocol 

Reviewer for PCORI. He serves on the Cancer Research Advocacy Committee for the ECOG-

ACRIN Cooperative Group. Jeames is an editor and manuscript reviewer for the Urologic 

Nursing Journal and the Journal for the Poor and Underserved. 

His interests are in health education, health promotion, cancer prevention and healthier 

lifestyle interventions, with a focus on underserved populations. He has published articles in 

peer reviewed journals on the topics of community based participatory research, with use of 

peer educators from minority populations. 

 

Sandra Zelman Lewis, PhD is a health services researcher and evidence-

based clinical practice guideline developer. As Chief Guidelines Officer of 

Doctor Evidence, she oversees the GROWTH program 

(GROWTHevidence.com) and all guideline-related projects and products. 

She is also President of EBQ Consulting for guideline and quality 

improvement consulting. Previously, Dr. Lewis directed the development 

and implementation of evidence-based clinical practice guidelines and 

clinical statements at the American College of Chest Physicians and helped to establish the 

ACCP Quality Improvement Committee and related QI initiatives. In that role, she helped 

develop the process and training for consumers to participate on several guideline panels. She 

created and co-taught the ACCP Guidelines Methodology Course, a 2-day interactive course on 

evidence-based medicine (EBM), which included incorporation of consumers on guideline 

panels. 

http://growthevidence.com/
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Dr. Lewis is the Immediate Past Chair of the Guidelines International Network North America 

and continues to serve on the Planning Committee for the Evidence-based Guidelines Affecting 

Policy, Practice, and Stakeholders (E-GAPPS III) Conference, in addition to previous E-GAPPS 

conferences, and hosted the Guidelines International Network’s first US conference in 2010. 

She also serves on the Methods Committee of the Kidney Disease International Guidelines 

Organization, the American Academy of Pediatrics Institutional Review Board, reviewed grant 

applications for the Patient Centered Outcomes Research Institute (PCORI), and serves as a 

peer reviewer for several medical and health journals. Dr. Lewis has published more than 20 

peer-reviewed articles on guideline methodology and EBM. She has been an invited presenter 

at the Institute of Medicine multiple times; faculty in several EBM courses and webinars; and 

presented her work in developing the living guidelines model, trustworthy consensus 

statements, conflict-of-interest policies, anti-tobacco advocacy, and technology platforms for 

evidence curation and analyses, among other topics at professional conferences in the US, UK, 

South Korea, Portugal, The Netherlands, and Romania.  

 

Laura A. Logie, PhD is the Director of Research at Nueva Vida, a support 
network for Latinas with cancer in the Washington DC metropolitan area. 
Prior to her position at Nueva Vida she served as the Assistant Director for 
the Consortium on Race, Gender, and Ethnicity and Affiliate Faculty in the 
Department of Women’s Studies at the University of Maryland, College 
Park. Her research interests focus on the intersectional analysis of 
persistent social inequalities, feminist perspectives on health and social 
justice and the health of low-income racial/ethnic women. Specifically, her 

work has focused on the efforts to eliminate social inequalities that drive persistent disparities 
in health by gender, race, ethnicity, immigration status and socioeconomic position. She 
received her B.S.Ed degree in Health Education and Promotion from George Mason University, 
and an MA and PhD from the University of Maryland in Women’s Studies/Public Health. 
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Susan M. Love, MD, MBA has dedicated her professional life to the 
eradication of breast cancer. What began as a career in the 1970’s quickly 
turned into a mission and as chief visionary officer of Dr. Susan Love 
Research Foundation (DSLRF), Dr. Love oversees an active research 
program centered on breast cancer cause and prevention. 

Dr. Love has always been a pioneer and entrepreneur. Her reputation as 
an activist comes from her role as one of the “founding mothers” of the 

breast cancer advocacy movement in the early 1990’s, as one of the founders of the National 
Breast Cancer Coalition (NBCC). President Clinton appointed Dr. Love to the National Cancer 
Advisory Board, on which she served from 1998-2004. 

Dr. Love started the first all-women breast center in Boston, then went on to develop a model 
for multidisciplinary breast care at the Revlon/UCLA Breast Center. After inventing an 
intraductal catheter at UCLA she recognized that she could develop it further in the for-profit 
arena and started Pro•Duct Health Inc. (later acquired by Cytyc Corporation). In addition to 
being DSLRF’s chief visionary officer, Dr. Love was a founder and served on the board of Windy 
Hill Medical, a breast cancer prevention company. 

Known as a trusted guide to women worldwide through her books and the Foundation 
website, Dr. Susan Love’s Breast Book was termed “the bible for women with breast cancer” by 
The New York Times. Dr. Susan Love’s Menopause and Hormone Book, first published in 1998 
and revised in 2003, was one of the first to sound the alarm against the long term use of 
postmenopausal hormones. Live a Little (Crown 2009) encourages women to take a reasonable 
approach to becoming healthy. The sixth edition of Dr. Susan Love's Breast Book was released 
in September 2015 along with a Spanish translation El Libro de la Mama.  

Dr. Love is a Clinical Professor of Surgery at the David Geffen School of Medicine at UCLA and 
lectures nationally and internationally on breast cancer, menopause, and women's health. She 
has been awarded six honorary doctorate degrees, as well as numerous honors and citations. 
She also has a business degree from the Executive MBA Program at UCLA's Anderson School. 

Dr. Love received her medical degree from SUNY Downstate Medical Center in New York and 
did her surgical training at Boston's Beth Israel Hospital. She has retired from the active practice 
of surgery to dedicate herself to the urgent work of breast cancer prevention through finding 
the cause. 
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Maryann Napoli was the associate director of the Center for Medical 

Consumers (1976 to 2012) in New York City. She was a contributor to the 

Cochrane Collaboration (2001 to 2013) and a member of CUE (Consumers 

United for Evidence-Based Healthcare), ever since it was established by 

the U.S. Cochrane Center.  

 

 

Vinay K. Prasad, MD MPH is a hematologist-oncologist and Assistant 

Professor of Medicine at the Oregon Health and Sciences University. He also 

holds appointments in the Division of Public Health and Preventive 

Medicine, and as a Senior Scholar in the Center for Health Care Ethics.  He is 

nationally known for his research on oncology drugs, health policy, evidence-

based medicine, bias, public health, preventive medicine, and medical 

reversal. Clinically, Dr. Prasad specializes in the care of lymphoma patients, 

and supervises the Fellows' clinic where all benign hematologic and malignant conditions are 

encountered. 

Dr. Prasad's work has demonstrated that many medical practices, promoted and advocated for 

decades, are ultimately shown not to work.  These reversals typically occur when we adopt new 

therapies based on incomplete or inadequate studies. Dr. Prasad and Dr. Adam Cifu (University 

of Chicago) are authors of Ending Medical Reversal:  Improving Outcomes, Saving Lives (Johns 

Hopkins University Press, 2015).  Dr. Prasad's work was covered extensively in a profile in the 

Portland Tribune. 

Dr. Prasad is a graduate of the University of Chicago Pritzker School of Medicine, where he was 

awarded the Chairman's Award in Internal Medicine.  He is also a graduate of Johns Hopkins 

Bloomberg School of Public Health and completed his undergraduate at Michigan State 

University, where he was commencement speaker for the College of Arts & Letters. Dr Prasad 

trained in general internal medicine at Northwestern University in Chicago, where he received 

the Gerald Grumet award for best resident teacher, and completed his fellowship in 

Hematology and Oncology in the joint program between National Cancer Institute, and National 

Heart, Lung and Blood Institute both at the US National Institutes of Health. While at the NIH, 

Dr. Prasad was also a Cancer Prevention Fellow. 
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Dr. Prasad is the author of more than 125 peer-reviewed articles and 25 additional letters or 

replies in many academic journals, including Nature, the British Medical Journal, theJournal of 

the American Medical Association, JAMA: Internal Medicine, JAMA: Oncology, the Mayo Clinic 

Proceedings, the Journal of Clinical Oncology and the New England Journal of Medicine. His 

work has been widely covered by news outlets including the New York Times, USA Today, the 

Wall Street Journal, NPR and Forbes.  When not working, Dr. Prasad enjoys cycling, reading and 

binge watching television. 

Jean R. Slutsky is the Chief Engagement and Dissemination Officer at the 

Patient-Centered Outcomes Research Institute (PCORI). She leads PCORI’s 

Engagement Program and growing dissemination and implementation 

planning efforts. She also serves as Director of PCORI’s Communication and 

Dissemination Research Program. 

Before joining PCORI, Dr. Slutsky directed the Center for Outcomes and Evidence 
at the Agency for Healthcare Research and Quality, where she conceived and 

implemented the Effective Health Care program. The Effective Health Care program is an 
integrated program of research, stakeholder engagement, research training, and 
dissemination and implementation of comparative effectiveness research. Dr. Slutsky is 
particularly interested in pragmatic user-driven research and its implementation into 
healthcare decision making. 

Dr. Slutsky received her baccalaureate degree from the University of Iowa, trained as a 
Physician Assistant at the University of Southern California, and received a MSPH in health 
policy from the University of North Carolina at Chapel Hill. 

Bill Vaughan has worked for various Members of the House of 
Representatives' Ways and Means Committee, and retired in 2001 as 
Health Subcommittee Staff Director for the Minority. Between 2003 and 
May 2005 he was Director of Government Relations for Families USA, a 
national health advocacy organization. 
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   2017 CUE Summit 
      March 19, 2017 

  Evaluation 

**Please DO NOT SEPARATE pages of this evaluation 

1. Please select the box(es) which apply to you:

 I am a guest or a speaker (not a CUE member) 

 I am attending on behalf of a CUE member organization 

 I am a consumer advocate (not a CUE member) 

 I am a healthcare stakeholder other than a consumer advocate (e.g., clinician, researcher, 
policy-maker) 

2. Keynote 1: The politics of consumer advocacy: The promise and pitfalls of disease
constituencies

 I did not attend this session 

A. Quality of session 

Informative content  5  4  3     2  1 

Adequate time allotted  5  4  3     2  1 

Questions answered to satisfaction   5  4  3     2  1 

B. Quality of presentation by speaker 

Vinay Prasad  5  4  3     2  1 
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3. Panel 1: Have we made a difference? Progress in patient/consumer engagement in 
healthcare decision-making 

 
 I did not attend this session 

  
 
 

A.   Quality of session 

Informative content             5              4  3     2       1 

Adequate time allotted             5              4  3     2       1 

Questions answered to satisfaction            5              4  3     2       1 

A. Quality of presentation by speaker 

Sandy Lewis              5              4  3     2       1 

Maryann Napoli              5              4  3     2       1 

Bill Vaughan              5              4  3     2       1 

 
 
 
 
4.      Keynote II: How PCORI “priority populations” are engaging in research implementation 
 I did not attend this session 

  
 
 

A. Quality of session 

Informative content             5              4  3     2       1 

Adequate time allotted             5              4  3     2       1 

Questions answered to satisfaction            5              4  3     2       1 

B. Quality of presentation by speaker 

Sanford Jeames               5              4  3     2       1 
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5.      Panel II: Let’s start over: How to achieve patient engagement in research implementation 

 I did not attend this session 

 
 
 

A. Quality of session 

Informative content             5              4  3     2       1 

Adequate time allotted             5              4  3     2       1 

Questions answered to satisfaction            5              4  3     2       1 

B. Quality of presentation by speaker 

Gregg Gonsalves              5              4  3     2       1 

Laura Logie              5              4  3     2       1 

Jean Slutsky              5              4  3     2       1 

 

 

 

6.     Keynote III: If it works in the UK will it work in the US? 

 I did not attend this session 

 
 
 

C. Quality of session 

Informative content             5              4  3     2       1 

Adequate time allotted             5              4  3     2       1 

Questions answered to satisfaction            5              4  3     2       1 

D. Quality of presentation by speaker 

Sally Crowe              5              4  3     2       1 
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7.      Keynote IV: Consumer engagement: goals for the next decade 

 I did not attend this session 

 
 
 

E. Quality of session 

Informative content             5              4  3     2       1 

Adequate time allotted             5              4  3     2       1 

Questions answered to satisfaction            5              4  3     2       1 

F. Quality of presentation by speaker 

Susan Love              5              4  3     2       1 

 
 
 
 
8. Overall Evaluation 
 

         

1. The program was presented without evident commercial bias or influence.     ☐   ☐   ☐ 

2. The program met my expectations.      ☐   ☐   ☐ 

3. Please provide comments or suggestions: 

______________________________________________________________________________

______________________________________________________________________________

______________________________________________________________________________

______________________________________________________________________________ 

______________________________________________________________________________

______________________________________________________________________________ 

 

 

 

 

 

 



Table E.1: 2017 CUE Annual Meeting Evaluations—Collected Open-ended Answers 

Respondent Comment 

1 So great, CUE taking on how to better confront health system and providers 

2 Facilitators do not need to read bio, access to presentations’ reference, avoid speaker 

controlling Q&A when other speakers on panel should be heard, include next steps for 

CUE 

3 Great meeting! Thank you 

5 Very good program, good topics, good speakers. Lots of discussion time was excellent. 

6 Discussion was great-good to hear people disagreeing and discussing differing opinions, 

not just 'preaching to the choir". Good opportunity to network and make connections. The 

participants list with contacts is great. Sometimes you want to follow up with someone 

after you leave, it’s just to be able to do that. Don’t discount everyone / organizations that 

receive corporate funding from being strong or valid consumer advocates. Your 

regulations prevent my organization from joining CUE despite being a patient 

organization. 

7 In order to ensure more patient accessibility, more courses on how to recruit communities 

to establish relationships 

9 It seems to me that in these days of open communication or several media there must be 

ways for "open sources" initiative to build templates for what patients want. Open source 

software developers gave us google, automatically improved. Couldn’t the same 

techniques or technology improve patient centered guidelines for everything from celiac 

disease or breast cancer to wound care? 

10 Some excellent presentation and discussion. Helpful networking. Nice and enthusiastic 

question and answer. 

11 Great job! I was just a little dissatisfied with the first session 

12 A lot of presenters were from PCORI so I’m not so sure of the implications. As a first time 

participant, I was certainly impressed by the presentations. Discussion were great and I 

know there has to be an end but there seemed to not be enough time during each 

discussion. 

14 One speaker mentioned that we are not yet ready to use the patient networks we have. It 

was a great meeting, a lot of issues were discussed, but there was no concrete action for it. 

Can we help, can we make things better, where do we go from here? 

16 Excellent speakers and panels 

17 Great conference with a wide array of individuals involved 

18 This was a great experience- gives me the support I need to go 

19 Excellent content and speakers 

Appendix E
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21 Excellent overall 

23 Excellent substance. Lots to think about; lots of information disseminated 

24 Perhaps a panel on how to get patients more involved in healthcare overall. 

27 I learned a tremendous amount and enjoyed the speakers. I liked the smaller size of the 

conference and met a lot of interesting people doing great work. 

34 This has been a terrific event, thank you! I encourage a section/time where consumer 

advocates can meet before hand. 

35 I would have loved to hear Sanford Jeames speak for longer 

36 Excellent- liked the way it started with presentation and then discussion. Thank you so 

much to organizers- only disappointment was in number of attendees- there should have 

been a larger audience.  How do we reach more people? Definitely discuss funding- much 

more than any other topic. 

39 Always a wonderful conference that leaves me feeling energized and engaged. Thank you 

43 Great day! All presenters were engaging and presented relevant and genuinely intriguing 

information. 

44 My first CUE Summit. It was awesome and I am so glad I came. Great to see this 

conversations happening   
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Pre-Conference Evaluation of 2017 CUE 
Summit Impact 
 
Q1 Have you ever served on a guidelines or research implementation panel? 

o Yes  

o No  
 
 
 
Q2 Would you consider serving on a guidelines or research implementation panel? 

o Yes  

o No  
 

 
 
Q3 What is your level of confidence in what you believe you need to know to serve on a 
guidelines or research implementation panel? 

o 0 (No confidence)  

o 1  

o 2  

o 3  

o 4  

o 5 (High confidence)  
 
 
 
Q4 What do you hope to gain by attending this conference?  

________________________________________________________________ 
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Q5 Do you plan to attend the GI-I-N/NA E-GAPPS III Conference (taking place March 20-21 in 
NYC)? 

o Yes  

o No  
 
 

 



Table G.1: 2017 CUE Annual Meeting Pre-Conference Survey—What do you hope to gain from this 

conference? 

Responses 

1 The opportunity to share and learn best practices in patient engagement with PCOR. 

2 I currently am serving as a Citizen Juror for ACP Guidelines 

3 I hope to further my knowledge base on Guidelines best practices, how to initiate dissemination 

effectively, learn about implementation efforts. I have been interested in CUE for two years, am 

still talking to the Muslim community trying to initiate a Consumers group to become a part of 

CUE. I currently serve as a Citizen's Juror for ACP Guidelines, I am sure once I had shared with 

PCORI Ambassadors that they should take the online Cochrane training, after ACP had put the 

ask out, that this is why I was chosen. Having had the opportunity to learn a great deal at E-

GAPPS II, I can honestly say it certainly brought my level of understanding about articles, 

reviews, panels and Guidelines to a whole new level. I would definitely use what I learn at the 

CUE-E-GAPPS III conference in my current work. I am serving on technical expert panels now 

also for the future CMS Innovative Accelerator Projects for measurements and endorsements of. 

4 Understand perspective of patient/consumer 

5 New skills and information to help further strengthen my current activities promoting consumer 

engagement in congenital heart research internationally.  

6 information I can take back to my constituents regarding guideline protocol 

7 Learn latest developments and meet potential collaborators 

8 more knowledge about the work that you do leading to eventual participation in CUE 

9 To learn more about CU and networking with others 

10 More information about patient involvement in guidelines 

11 Help patients get a better health information; learn more from Cochrane; network 

12 Additional knowledge on how to inform patient communities about evidence, medicine, and 

building community health/medical literacy. 

13 I hope to learn a lot about health policy and how our organization can contribute. 

14 AllTrials aims to increase patient engagement and create a grassroots movement of patients, 

patient advocates, academics and physicians invested in increasing clinical trial transparency, 

especially reporting. The CUE meeting will help to clarify best practices to engage with those 

stakeholders and find new ways to collaborate.  

15 Increase knowledge, networking 

16 Learn more on how to implement guidelines 

17 Learn from KOLs and network 

18 Greater understanding of my ability to impact change 

19 Concrete examples of how user/consumers/patients participate in research design, planning, and 

implementation 

20 I hope to learn more about what exactly a consumer, and an advocate, is in the context of 

evidence-based healthcare. I also hope to learn more about research networks, and I hope to 

recruit patient and caregivers reviewers for PCORI Peer Review.  

21 I hope to gain better insight into the consumers' perspective with regard to guideline 

development. 

22 Network with other advocates 

Page 1 of 1
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Post-Conference Evaluation of 2017 CUE 
Summit Impact 

Q1 Have you applied any of the knowledge and/or skills that you gained from the conference in 

your work? If yes, how? 

o Yes ________________________________________________

o No

Q2 Since the conference, have you served on a guidelines or research implementation panel? 

o Yes

o No

Q3 Since the conference, what is your level of confidence in what you believe you need to know 

to serve on a guidelines or research implementation panel? 

o 0 (No confidence)

o 1
o 2
o 3
o 4
o 5 (High confidence)
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Q4 Did you attend the G-I-N/NA E-GAPPS III Conference? 

o Yes  

o No  
 

 
 



Table I.1: 2017 CUE Annual Meeting Post-Conference Survey—How have you applied any of the 

knowledge and/or skills that you gained from the conference in your work? 

Responses 

1 I applied to be a PCORI peer reviewer 

2 Enhanced our patient advocacy program with information presented at the conference 

3 I learned so much about the perspectives of consumers and have applied this to my work. 

4 The guidelines sessions at EGAPPSIII were really useful, and I find myself referring to them 

frequently, both in my writing and in project work. 

5 I recently had the opportunity of actually sitting on a Guidelines Panel 

6 I have been discussing the issues raised in our meeting with my colleagues and patients I meet. I 

am sure that I will be a much more effective advocate gaining the knowledge and skills from the 

conference. 

7 I participated in providing feedback as a patient in the development of a clinical practice 

guideline.  

8 I've referred to content from speakers at the conference in my research advocacy work e.g. Vinay 

Prasad. Met lots of new people relevant to my work. I can't say I've acquired new skills. I don't 

think the workshop is designed for that.  

9 Came back to the office and asked for breakout of people we serve by ethnicity to see if they 

were feeling adequately represented and served in meaningful ways.  Since then, we began an 

updated translation of our service brochure in Spanish.  Also, looked globally at what countries 

are translating our materials. 

10 Helped reinforce my confidence in stressing importance of evidence, but also in lobbying for 

more effective implementation of guidelines. Wrote a blog for Health Affairs that is, I believe, 

being cited by US News & World Report--on general theme of how difficult but how important it 

is for consumers to be involved.  

11 The conference re-confirmed for me the importance of patient involvement in guideline 

development.  

12 Learned about GLIA for implementing guidelines and have our guideline development team 

evaluating and updating our wound infection recommendations using GLIA-2. 

13 Yes, the skills are pertinent for the patient advocacy portion of my job. 

14 Honestly, I don't recall specific that I picked up at the conference, but as a person who represents 

patients, every conference that I attend always brings ideas forward that I was less familiar with 

and certainly reinforces concepts that I am learning. The ability to speak with and hear from 

experts in the area of evidence based research is critically important to what I do. 
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