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Research
ANGELA  B .  SMITH,  MD,  MS,  FACS

P RO F E S S O R ,  V I C E  C H A I R   F O R  A C A D EM I C  A F F A I R S

U N I V E R S I T Y  O F  NO R TH  C A RO L I N A ,  D E P A R TMEN T  O F  U RO LOG Y

L I N E B E R G E R C OMP R E H EN S I V E  C ANC E R  C E N T E R

What We’ll Cover…

1. Patient advocacy in research

2. History of patient advocates in BCAN

3. How (and why) to get involved!
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Patient Advocacy

Patient engagement is the blockbuster 
drug of the century.

‐Farzad Mostashari
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Patient‐Centered Outcomes Research

Direct comparison of existing 
interventions to determine 
which:
◦Work best for which patients

◦ Pose greatest benefits/harms

Comparative 
Effectiveness Research
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Patient Engagement in Research

Meaningful involvement of 
patients throughout
research process
◦ Preparatory

◦ Execution

◦ Translational

Agenda Setting

Prioritizing Research Topics

Selecting Relevant Research 
Questions

Preparatory Phase
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Study Design

Recruitment

Data Collection

Analysis of Results

Execution Phase

Disseminating Results
◦Media
◦Patient Education
◦Support Networks

Translational Phase
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Patients were at the center of it all?
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Engage patients with bladder cancer and their 
caregivers in research question prioritization

Recruit patients and 
caregivers to join the 
Patient Survey Network
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Generate research 
questions

Prioritize research 
questions

Survey sent to the BCAN Patient Survey Network
◦Asked to rank questions/disease stage

◦Free text research questions

Stakeholder conference calls
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Year 1: 354 respondents

Year 2: 1028 respondents

64%

31%

5%

Stage

Ta/T1/CIS T2, T3, T4 Metastatic
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Muscle‐Invasive Research Questions (n = 312)
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Metastatic Research Questions (n = 103)
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Disseminate Research 
Questions

Patient Survey Network

BCAN

Funding Agencies

Researchers (Abstract, Papers)

PCORI 2017 Pragmatic Funding Announcement
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Overview of BCAN 
Engagement 
Projects

Engagement Award 1:

Patient Survey Network (PSN)

Engagement Award 2:

Patient Empowerment in 
Engagement Research (PEER)

Engagement Award 3: 

Promoting Implementation of 
Patient Engagement (PIPE)

Partnership 
Activities

BCAN Leadership Summit

BCAN Annual Think Tank

PEER Online Curriculum

PEER Monthly Working 
Group Calls

Grant and Manuscript 
Writing

Survey Creation and 
Development

Research Design
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CISTO: Pragmatic Observational Study

CISTO study patients are 
making a treatment 
decision about NMIBC 
because their disease is:
• Unresponsive, or
• Relapsing, or
• No recent BCG*

Radical cystectomy

Bladder‐sparing
Intravesical therapy
Immunotherapy

Primary Outcome
• Health‐related QOL

Secondary Outcomes
• Urinary and sexual 

function
• Treatment 

preferences
• Decision regret
• Financial toxicity
• Healthcare utilization
• Bladder cancer‐

specific survival
• Progression to 

muscle‐invasive 
bladder cancer

Aim 1: Outcomes
at 12 Months via Survey

• Time trade‐off
• Health states:
o Retained bladder and 
non‐metastasized 
NMIBC

o Removed bladder and 
non‐metastasized 
NMIBC

o Metastatic bladder 
cancer

• Qualitative open‐ended 
phone interview 
(patients and caregivers)

Aim 2: Outcomes
via Surveys and Interview

* Due to intolerance or       
therapy switch. Must have 
had attempted induction 
in the past.

CISTO: Comparing Intravesical Therapy & 
Surgery as Treatment Options
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Executive Committee (EC)

Clinical Coordinating Center (CCC)
Director: John Gore, MD, MS

Stakeholder Coordinating Center (SCC)
Director: Angie Smith, MD, MS

Data Coordinating Center (DCC)
Director: Bryan Comstock, MS

Clinical Sites

Site PIs Research Staff

Study Advisory Committee (SAC)

Advocate Advisory
Board (AAB)
Patients
Caregivers

Advocacy Group

External Advisory
Board (EAB)
Clinicians
Payers
Industry

Publications &
Presentations 

(P&P) Committee

CISTO Study Organization
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TURBT Get the Facts

TURBT Expert Explanation

Detailed information about 
TURBT for patients 
◦Written by Yair Lotan (EAB)

◦ Reviewed by AAB
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TURBT Treatment Talk Webinar

◦ Yair Lotan (EAB)

◦ Lori Roscoe (AAB)

47 live attendees; 404 total views 
online

Now available at BCAN.org: 
https://bcan.org/trans‐urethral‐
resection‐of‐the‐bladder‐tumor‐
turbt/

NMIBC That Returns after BCG 
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Funding
◦ CISTO – Comparing bladder preservation vs. cystectomy for BCG‐unresponsive NMIBC
◦ Cystoscopy discomfort 
◦ CROCUS – Comparing cystectomy vs. chemoradiation for MIBC

Patient Representation
◦ Grant review (e.g. CDMRP, BCAN)
◦ Industry (e.g. Pharmaceutical advisory boards)
◦ Pre‐clinical trials
◦ Clinical Trials Committees (e.g. SWOG)

Dissemination to other sites
◦ Replicating the process in multiple GU cancers, including kidney and prostate

Potential value for patients immense
◦ Research focused on patient‐centered priorities
◦ Design addresses most important outcomes
◦ Dissemination done effectively to medical community

Influence of Partnership & Patient Advocates

Being a patient advocate in research has given me 
the opportunity to transform vulnerability into 
strength, uncertainly into hope, and isolation into 
unity. It was an opportunity to use my voice as an 
impetus for change, my experience as a motivator 
for progress, and has given me hope for a promising, 
more patient inclusive future in healthcare.

Being an AAB Patient Advocate has given me a way 
to use my personal experience with bladder cancer 
to inform decision-making for other patients. The 
long-term method of this study provides an in-depth 
opportunity to reach a variety of patients and to 
gather meaningful data. It has been my privilege to 
be a part of CISTO.

33

34



10/30/2023

18

How to Get Involved!

•Learn about research patient advocacy (next slides)

•Become a research patient advocate
◦ Review for grants (e.g. CDMRP, BCAN)

◦ Industry (e.g. Pharmaceutical advisory boards)

◦ Pre‐clinical trials

◦ Clinical Trials Committees (e.g. SWOG)

• Volunteer to join a research team

•Join the Patient Survey Network

Learn More About…

• Engaging in Clinical Trials  https://bcan.org/engaging‐in‐clinical‐trials/

• Joining BCAN PSN  https://unc.az1.qualtrics.com/jfe/form/SV_3wnyliA22wi9PuJ

• Engaging w/ Pharma as a Patient  https://bcan.org/engaging‐with‐pharma‐webinar/
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THANK YOU TO OUR INCREDIBLE, ENGAGED PATIENTS!
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