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Precis:

Active patient partner engagement with SCOREboard – a diverse group of older patients with 

cancer, caregivers of older patients with cancer, survivors, and patient advocates – to conduct the 

largest randomized geriatric assessment clinical trial to date, has been shown to be feasible and 

resulted in tangible and invaluable benefits for both the research team and patient partners alike. 

Actively engaging patient partners should be an essential component in the development, conduct, 

and completion of all clinical research.
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Introduction

Active engagement of stakeholder partners (patients, family members, caregivers, and 

organizations that are representative of the population of interest in a study), as defined by 
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the Patient-Centered Outcomes Research Institute (PCORI)1, has been increasingly regarded 

as an essential component in research, where stakeholder experiences and perspectives can 

thoroughly guide and inform research processes.2-4 Participation of stakeholder partners in 

clinical research makes research more meaningful and relevant, increases the 

generalizability and attractiveness of research findings to patients and clinicians, and aids in 

the translation of research findings into clinical practice.3,5-8 Partner engagement is mutually 

beneficial to partners and researchers. Patient partners have reported feelings of 

empowerment and value, a sense of cohesiveness, and having a better understanding of 

research, which collectively resulted in positive attitudes towards clinical research.9 

Researchers described having a greater understanding of patients’ needs after engaging with 

patient partners, bringing new insights into their research.6,9 Actively engaging stakeholder 

partners in clinical research should be an essential component of research planning.

Engaging patient partners in clinical research has been shown to be feasible and to have a 

variety of positive outcomes.10 However, in geriatric oncology research, specific 

mechanisms and logistics of assembling a patient and caregiver partner stakeholder group 

that is mutually beneficial to both the research team and the stakeholder group has not yet 

been thoroughly explored. Here we describe our patient partner engagement in study 

optimization, shape, conduct, and dissemination of research findings using PCORI’s six 

principles as a guide: reciprocal relationships, co-learning, partnerships, transparency, 

honesty, and trust.4 We also describe the mutually beneficial effect of patient and caregiver 

partner engagement on all individuals involved in the study processes and how this 

engagement shaped future attitudes towards research. Active partner engagement laid a 

foundation that was pivotal to the success of the “Communicating About Aging and Cancer 

Health” (COACH) clinical trial.11

Patient and Caregiver Partners and the COACH study

Older patients with cancer have been under-represented in oncology clinical trials due to 

exclusion based on chronological age and presence of aging-related conditions (e.g., chronic 

diseases, disabilities, and cognitive problems), thus limiting the available data on the safety 

and efficacy of cancer treatment in older adults.9,12 In 2012, a team of geriatric oncology 

researchers, led by Dr. Supriya Mohile as principal investigator (PI), received PCORI 

funding to conduct the largest randomized geriatric assessment (GA) clinical trial to date: 

the COACH trial. The GA is a validated multidimensional tool that evaluates aging-related 

domains; e.g. functional status and cognition, and is recommended to identify vulnerabilities 

not found by commonly used oncology tools when treating patients ≥ 65 undergoing 

chemotherapy.13 The COACH trial demonstrated that providing a summary of the GA as 

well as GA-guided recommendations to oncologists, patients and their caregivers improved 

communication about aging-related concerns.11 Additionally, COACH showed that it is 

possible to enroll vulnerable older adults with advanced cancer in a clinical trial, providing 

additional evidence that individuals should not be excluded from oncology clinical trials 

because of age. The success of this trial is largely attributed to active engagement of the 

patient and caregiver partner group from study inception to completion.

Gilmore et al. Page 2

Cancer. Author manuscript; available in PMC 2020 December 01.

A
uthor M

anuscript
A

uthor M
anuscript

A
uthor M

anuscript
A

uthor M
anuscript



Development of the Patient/Caregiver/Advocate Stakeholder Group

PCORI emphasizes rigorous patient-driven research through active partner engagement.4 

Following PCORI’s recommendations, the first such patient partner (patient/caregiver/

advocate) stakeholder group in geriatric oncology – Stakeholders for Care in Oncology and 

Research for our Elders board (SCOREboard) – was formed with the mission to “Provide 
feedback and make recommendations to the University of Rochester PCORI funded research 
team based on the knowledge and personal experiences of SCOREboard members in order 
to elevate the medical care, support services and outcomes for patients 65 and older with 
cancer and their caregivers.”

SCOREboard was a purposefully designed diverse group that utilized members’ inherent 

skills and personal cancer experiences to guide the research team towards the completion of 

a successful clinical trial. SCOREboard members represented a wide range of races/

ethnicities, educational and job backgrounds, patient advocate experiences, cancer types, 

cancer histories, and geographic locations. In addition, SCOREboard members directly 

reflected the COACH study population. Members were either 1) an older patient – patient 

aged 65 or older currently in treatment for any cancer stage, 2) a caregiver – caregiver of a 

patient aged 65 or older receiving treatment for cancer, and/or 3) a patient advocate – a 

person, cancer survivor or patient currently undergoing cancer treatment with demonstrated 

experience in cancer support, education, or research advocacy.

During the study design stage, the first step in developing SCOREboard was the recruitment 

of Ms. Canin, an experienced patient advocate member of the Cancer and Aging Research 

Group (CARG) – a national group of investigators, clinicians and other providers interested 

in geriatric oncology research. She worked with the research team to design the patient/

caregiver advisory group included in the initial grant proposal submitted to PCORI (Figure 

1) and agreed to chair the group, which was subsequently named SCOREboard. The design 

included methods to recruit the proposed patient/caregiver advocacy population and the roles 

at each stage of the study. The PCORI budget proposal included funding for consultation 

fees/stipends. An amount was decided through discussions with the SCOREboard chair that 

reasonably compensated SCOREboard members.

After the PCORI grant was awarded, recruitment procedures for SCOREboard members 

were activated using clear guidelines for candidate qualifications as well as descriptions of 

tasks and responsibilities. Potential SCOREboard members, with various backgrounds as 

patients and/or in clinical research, advocacy, and health literacy, were recommended by 

CARG clinician-researchers who identified potential patients, caregivers, or advocates from 

their practices or by coordinators of patient and family advisory boards at CARG member 

institutions. Candidates completed written applications that described the goal of the 

COACH study and SCOREboard’s mission. The application also contained specific 

questions about previous patient advocate experience, whether they were a patient with 

cancer, a caregiver of a patient with cancer, or a survivor including their motivations for 

joining SCOREboard. The SCOREboard chair and PI interviewed applicant board members 

to ensure that, in addition to being an older patient, caregiver, and/or patient advocate, they 

had 1) a passion for enhancing the care experience of others, 2) the ability to recognize 
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problems, 3) the motivation to focus energies toward solutions and/or improved services, 4) 

good listening and communication skills, 4) respect for diverse perspectives, 5) the ability to 

speak comfortably and candidly in a group, and 6) the ability to participate in regular 

monthly meetings as well as various committees or projects with varying time commitments.

SCOREboard began with fourteen members, age range 55–87 years representing different 

careers (one artist, three business professionals, one teacher, one nurse, two social workers, 

two administrative assistants, two non-profit administrators, and one youth service 

professional). Many SCOREboard members fit more than one stakeholder category: one 

patient, four caregivers, four patient/advocates, three patient/caregivers, and two patient/

caregiver/advocates. Each SCOREboard member signed a letter of agreement, which 

delineated the responsibilities of both SCOREboard members and the research team. 

SCOREboard members committed to attending virtual meetings, completing assignments, 

sharing knowledge/experience/talents, and maintaining the confidentiality of the study 

information. The research team committed to provide bi-annual stipends, provide any 

assistance necessary to ensure that SCOREboard members were effectively engaged, and 

maintain the confidentiality of the board members.

Partners in Protocol Development and Study Start Up Process

A thoroughly planned study startup-through the demonstration of patient partner 

engagement principles of reciprocal relationships, which includes transparency, honesty, and 

trust-paved the way to the successful completion of the COACH trial. To accomplish 

SCOREboard’s mission, engagement was facilitated via regular virtual web-based meetings, 

which enabled all members to contribute equally toward the board’s mission. In addition, the 

research team had a dedicated administrator, who reported to both the study PI and 

SCOREboard chair, and assisted with technical difficulties by preparing instructions, 

troubleshooting technical difficulties, and providing any necessary equipment.

Keys to the Success of the Partnership with SCOREboard:

1. An effective SCOREboard mission statement.

2. A group acronym, developed by the group, that members could identify with.

3. Comprehensive educational materials about the project.

4. Regular SCOREboard monthly/bi-monthly meetings, including the PI and/or 

other members of the research team, scheduled well in advance.

5. Flexibility to adjust meeting formats and materials to accommodate the needs of 

the group.

6. Formal agendas and tasks effectively communicated to the group (e.g. 

‘homework’ assignments).

7. Provision of adequate time to review, provide feedback and discuss projects.

8. Meetings facilitated by the SCOREboard chair.

9. Principal Investigator’s and research team’s collaborative authenticity.
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10. Research team administrative staff available for record-keeping and assistance in 

facilitating all SCOREboard-related activities.

For the success of the COACH study it was essential that researchers’ goals of addressing 

scientific questions were effectively aligned with patients’ and caregivers’ preferences. This 

alignment was evident in materials SCOREboard developed to aid clinical research 

associates with study participant recruitment. These materials explained the study’s 

importance in an empathetic manner that considered patients’ and family members’ 

emotional well-being during the difficulties of the cancer journey. The materials were 

visually appealing, concise, patient friendly, and at the 6–8th grade reading level. They 

adequately explained the study, as well as participants’ risks and benefits (Table 1). Some of 

the factors SCOREboard considered while advising the research team and developing study-

related materials are outlined below.

1. Language:

a. The use of appropriate language and the critical importance of authentic 

communication among all stakeholder groups.

i. It was important to deliberate on word use such as “elderly” 

and “geriatric”, which some older adults find off-putting or 

offensive and to develop alternative ways of designating the 

study population.

b. Patients’ general literacy level and medical understanding.

c. Potential cultural influences and/or biases.

2. Developing and fostering trust between potential patient and caregiver partners 

and the research team:

a. Understanding how to break through mistrust and fears that patients 

might be harboring by determining past causes of mistrust.

b. Establishing gentler mechanisms of communication from clinical staff 

in order to help potential participants feel more at ease about enrolling 

in the clinical trial.

c. Assuring potential participants that their information will be kept 

confidential.

d. Explaining how data obtained could help future patients.

3. Creating simple and clear study aids:

a. Keeping the messages accurate, simple, and limited to what is needed to 

aid a patient in deciding whether or not to participate.

b. Study aids should not be overwhelming to patients by containing too 

much information; the use of “medical or institutional” terminologies 

should be minimal.

4. “Persuade” rather than “sell” the study:
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a. Humanizing all forms of communication and ensuring that caution is 

used when “pitching” the study to potential participants.

Partners in Study Implementation and Continuation

It was anticipated that study participant recruitment would be difficult due to the frailty of 

the study population, but initial recruitment was even slower than expected. SCOREboard 

members, together with the research team and other stakeholders, evaluated study 

procedures and study related documents to identify unforeseen recruitment barriers. 

Consequently, the study was optimized by the modification of eligibility criteria, and 

streamlining of study-related documents, in order to reduce burden to participants and study 

personnel. These efforts led to a study amendment that followed by a 24-fold increase in 

enrollment within the first six months of amendment approval.

Maintaining stakeholder engagement during the entire study was essential to maximizing the 

trial’s success. Ongoing engagement offered vast opportunities to re-evaluate engagement 

procedures and address any unforeseen issues that might have had negative implications for 

the trial’s success. SCOREboard meetings occurred monthly, were one and a half to two 

hours long, and were facilitated by multiple web-based, video communication meeting 

platforms: GoToMeeting, WebEx, and Zoom. These meeting platforms allowed 

SCOREboard members to have real-time interactions with the research team. Individuals 

who were not as familiar with computer-based systems were able to join meetings via 

telephone. Though rarely needed, members were reimbursed if telephone calls to the virtual 

meetings incurred any long distance charges.

Meeting agendas planned by the study PI and the SCOREboard chair – including webinar 

links and call in telephone numbers – were sent to SCOREboard members one week prior to 

each meeting via email and/or postal service. Agendas included updates by the research 

team of the study’s progress, participant recruitment, study staff training, and any study-

related successes, challenges, or barriers. SCOREboard members provided feedback, often 

based on ‘homework’ assignments to review materials such as recruitment brochures and 

consent forms, tips for communicating with patients and other documents needed as the 

study progressed. SCOREboard members also helped guide decisions about secondary 

analyses to be done in the dissemination phase. All meetings were recorded and transcribed 

and meeting minutes were sent to SCOREboard members with the reminder notice and 

agenda for the following meeting.

Partners in Study Closeout, Analysis and Dissemination

Active partner engagement required effective co-learning and partnership strategies. 

SCOREboard members had limited clinical research experience thus, substantial time was 

dedicated to the educational components of engagement procedures (e.g., descriptions of 

research processes including gathering of pilot data, applying for funding and institutional 

review board activities). This educational opportunity allowed SCOREboard members to 

feel more empowered and engaged throughout the study. As the study neared completion, 

many opportunities arose to conduct secondary analyses on collected data. The research 
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team reviewed the overall themes of data collected as part of the COACH study with 

SCOREboard. Members then ranked themes according to what they thought could be most 

beneficial to older patients with cancer and their caregivers. These analyses were then 

prioritized by the research team. Through this process, it was determined that the emotional 

toll of caring for older patients with advanced cancer was a major concern and secondary 

analysis of COACH’s data on this topic was presented at the International Society of 

Geriatric Oncology 2017 Annual Conference. SCOREboard also provided editorial 

assistance to the resulting manuscript “Quality of Life of Caregivers of Frail Older Patients 

with Advanced Cancer”.14 SCOREboard members were also given the opportunity to serve 

as co-authors; contributing to the intellectual content, writing, and/or reviewing of ten 

abstracts/manuscripts based on data from the COACH study.

In a parallel effort, the COACH PI along with other CARG leaders (Dale and Hurria) 

received a cooperative conference grant for CARG to host the “Geriatric Oncology Research 

to Improve Clinical Care” conferences (2010, 2012, 2015) through the U13 funding 

mechanism from the National Institute on Aging. The overarching mission of the 

conferences was “to provide a forum for a multidisciplinary team of investigators in 

geriatrics and oncology to review the present level of evidence in geriatric oncology, identify 

areas of highest research priority, and develop research approaches to improve clinical care 

for older adults with cancer within the next ten years”. Seven SCOREboard members were 

funded by the U13 grant to attend the 2015 conference, “Design and Implementation of 

Intervention Studies to Maintain or Improve the Quality of Survival of Older and/or Frail 

Adults with Cancer” and served as coauthors on seven manuscripts.15-21 At this meeting 

SCOREboard members also helped to guide future research priorities in the field of geriatric 

oncology.

In the final year of the COACH study, a significant portion of SCOREboard’s effort was 

dedicated to the discussion of dissemination plans (Table 1). The discussions focused on 

ways to ensure that the findings reached and influenced the appropriate target audiences, 

including contributing researchers, trial participants, geriatric oncology healthcare providers, 

older patients with advanced cancer and their caregivers, patient advocacy groups, and 

organizations that provide services to older patients with cancer. A SCOREboard member 

created images to be used in dissemination materials in the future. These images were aimed 

at stimulating conversations with oncologists and patients and their caregivers about aging-

related concerns. She stated: “I envision the imagery and the ‘essential question’ posed in 
the samples as a poster or cover of a flyer in which we would also encourage patients to; 
“Ask your doctor about a GA’ then go on to better explain what a GA entails and what 
research has revealed about the efficacy of its use in standardized cancer care.” Lynn Finch 
(Figure 2).

Challenges in Active Engagement

Effectively engaging patient partners requires a significant amount of time. Given the tight 

timeline between receiving funding and enrolling the first patient, and the fact that 

SCOREboard members were recruited after the receipt of grant funding (except the chair), 

the research team was not able to fully incorporate all recommendations from SCOREboard 

Gilmore et al. Page 7

Cancer. Author manuscript; available in PMC 2020 December 01.

A
uthor M

anuscript
A

uthor M
anuscript

A
uthor M

anuscript
A

uthor M
anuscript



before the study began. We recommend, if feasible, that stakeholder groups be fully formed 

during the design phase, well before the receipt of study funds. The development of a 

successful stakeholder group requires efficient coordination between the study team, board 

members, and external groups (e.g. regulatory bodies, and clinical sites) (Figure 1b). It is 

thus beneficial to have a research team staff member (≥50% effort) dedicated to managing 

all aspects of engaging SCOREboard as well as their interactions with other constituents of 

the stakeholder group (Figure 1).

Given that more than half of SCOREboard had no prior advocacy experience and the 

majority of members were from non-science backgrounds, the research team was challenged 

to ensure that all members felt empowered to have their voices heard. SCOREboard’s chair 

and the study PI actively engaged with all members during group and one-on-one calls to 

ensure that all members were able to provide equal input and felt like a valued member of 

the team. Members reported that in-person meetings once or twice a year would have 

assisted in fostering a team environment. Solely relying on technology for the meetings was 

challenging, and members found technological problems disruptive and frustrating at times. 

Additionally, members found it difficult to retain the vast amount of information shared 

during meetings and that this sometimes led to feelings of lack of preparation and 

disempowerment. Members felt that maintaining monthly meetings, with detailed agendas 

sent in advance of each meeting, including specific questions for SCOREboard to answer, 

aided in the learning process and boosted the group’s vitality.

Additional challenges arise when working with non-research members on a clinical trial. 

Confidentiality and other regulations limit communication mechanisms between patient 

partners and study staff and participants. Intriguingly, this limitation provided SCOREboard 

the unique opportunity for creative thinking. SCOREboard developed innovative 

communication practice mechanisms with oncologists and research associates to aid them in 

communicating about the study when recruiting potential participants. Special webinars 

were held where SCOREboard members’ role played potential participants. Scripted 

dialogues were also developed with empathetic phrases designed to aid members of the 

clinical team who were recruiting potential participants at varied stages in their cancer 

journey (Table 1).

Effect of Active Engagement on SCOREboard Members and Valuable 

Takeaways

Puts et al. summarized the benefits experienced by partners who were actively engaged in 

clinical research. Potential benefits include feelings of empowerment, value, and changed 

attitudes towards clinical research.7 As the COACH study drew to a close, a special meeting 

was conducted to allow members to reflect on their experience and provide feedback on 

barriers and facilitators of engaging with the research team. SCOREboard members 

experienced benefits similar to the Puts et al. study and found that participation in 

SCOREboard was a positive educational experience (Table 2). By the end of the study, 

members had a broader understanding of clinical trials and the research process; not just as 

the final option for patients with advanced disease, but also as a mechanism to expand our 
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knowledge of how to better prevent/treat diseases and improve quality of life. Members 

learned to appreciate the intricacies involved in the design and implementation of a clinical 

trial as well as the varying roles played by different entities: funding agencies, participants, 

researchers, and stakeholders.

One of the meetings toward the end of the study included time for specific reflections by 

SCOREboard members about their experiences throughout the study. Members reported that 

they were enthusiastic about engaging in the COACH trial as partners, but many recalled 

having reluctance about participating in any clinical trial. The reluctance was largely due to 

a misunderstanding of the purpose of research and distrust in researchers’ agendas (Table 2). 

This emphasizes the need for patient education as part of the clinical trial recruitment 

process, which can be achieved by incorporating patient and caregiver partner groups from 

the early design phase of research studies, where partners can aid researchers in 

destigmatizing patients’ roles in clinical trials. As a direct result of being in SCOREboard, 

all members reported that given the opportunity, they will participate in other stakeholder 

groups as partners. Additionally, SCOREboard members with initial reluctance to participate 

in a clinical trial, stated that they were more likely to be a trial participant if approached. 

Members reported feeling increased confidence in asking questions about the nature of the 

research, as well as their responsibilities and associated risks due to participation in a 

clinical trial.

Due to the quality and quantity of interactions in active engagement, SCOREboard members 

developed lasting friendships and built a community that provided emotional support and 

guidance to each other as they traveled through their individual cancer journeys. We have 

lost several members over the course of the COACH study. The camaraderie that exists 

between SCOREboard members assisted them as well as the families of the deceased 

members with the processing of the grief that accompanies loss. Recently the field of 

geriatric oncology lost an inspirational leader, Dr. Arti Hurria, who was an essential member 

of the COACH research team. Her death has further inspired SCOREboard and the research 

team to continue their work pushing the field of geriatric oncology forward in fulfilling her 

ultimate mission to improve the care of older adults with cancer.

Effect of Active Engagement on the Research Team and Valuable 

Takeaways

SCOREboard’s participation in COACH forever shaped the way the COACH research team 

thinks about clinical research. Efforts are now made to view each research proposal through 

the eyes of the study’s patient population, the individuals with the most to gain from the 

study’s outcomes. At the onset of every new research idea the following questions are now 

asked: 1) How does this impact the patient population?; 2) What are patients’ preferences?; 

and 3) Are the questions framed in such a way that the average patient can understand? As a 

direct result of the tremendous benefits of engaging with SCOREboard, all new research 

concepts proposed by the research team contain detailed input from SCOREboard. 

SCOREboard is now funded through a NIA R21/R33 to develop a national infrastructure for 

cancer and aging research (Dale, Hurria, Mohile). The positive outcomes of engaging with 
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SCOREboard throughout the COACH trial was evidenced by researchers in the University 

of Rochester’s internal and external networks. SCOREboard’s input is highly requested by 

researchers at the University of Rochester Medical Center (URMC), and SCOREboard has 

aided URMC researchers in grant applications for two infrastructure funding mechanisms to 

advance research in the area of geriatric oncology (including the R21/R33 geriatric oncology 

infrastructure grant), seven clinical trials focused on geriatric oncology, and three 

conferences to set research priorities. Eight of these received funding, and three are pending 

a funding decision.

Conclusions

The diversity of SCOREboard members, along with the communality of the mission, 

fostered the development of special friendships, serving as the backdrop upon which the 

successful outcomes of engagement with SCOREboard was built. Actively engaging 

SCOREboard, allowed for the successful completion of a clinical trial that was widely 

accepted and carried out in community oncology sites throughout the United States. 

Furthermore, SCOREboard engagement, along with positive interactions with other 

stakeholders in the COACH study, led to the first study to show the ability of a geriatric 

assessment intervention to positively change oncology providers’ behavior and increase 

communication and satisfaction with communication between patients and caregivers and 

their oncologists about aging-related concerns.11 In addition to SCOREboard engagement 

having positive effects on study outcomes, this engagement encouraged members to feel 

empowered due to changed attitudes about clinical research. The success of this interaction 

requires the following elements: 1) A highly engaged Principal Investigator committed to 

including the perspectives of patients and caregivers; 2) An empowered and active patient 

partner chair with past experience in patient advocacy; 3) A research team member on the 

staff dedicated to partner engagement activities; 4) Funding for in-person meetings and to 

ensure that partners are adequately compensated for their time; 5) Clearly defined roles for 

partners; and 6) Opportunities for additional engagement activities.
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Figure 1: 
(a) Key stakeholders and responsibilities in SCOREboard’s engagement and definitions. (b) 
Process for SCOREboard interactions with other stakeholder groups. (c) Process for 

Incorporating SCOREboard Input. U13 = U13 grant, “Geriatric Oncology Research to 

Improve Clinical Care”; SOCARE = Specialized Oncology Care & Research in the Elderly; 

URCC NCORP = University of Rochester Cancer Center NCI Community Oncology 

Research Program; COACH = Communicating About Aging and Cancer Health; 

SCOREboard = Stakeholders for Care in Oncology and Research for our Elders Board
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Figure 2: 
Imagery to spark conversations between oncologists, patients, and caregivers about age 

related concerns.
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