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Is there a need to increase cancer 
clinical trial enrollment? 

“It is estimated that only 3 percent of adults with 
cancer participate in clinical trials, and people who 
are members of racial and ethnic minorities, elderly 
and low-income individuals, and people who live in 
rural areas remain underrepresented…  the trend 
toward targeted therapy and personalized medicine 
necessitates larger numbers of patients willing to 
participate in clinical trials, since these trials are 
increasingly reliant on stratified populations.”  
(Committee on Cancer Clinical Trials and the NCI Cooperative Group Program, 
Institute of Medicine: A National Cancer Clinical Trials System for the 21st Century: 
Reinvigorating the NCI Cooperative Group Program. Washington, DC, The National 
Academies Press, 2010) 



What % of cancer clinical trials close 
with insufficient accrual? 

“The Institute of Medicine… cited that 40% of trials approved 
by the National Cancer Institute’s (NCI) Cancer Therapy 
Evaluation Program (CTEP) close without meeting 100% of 
target accrual (1)… Among the…  phase III trials in this study, 
71% were considered as having poor accrual (2)… 
We propose defining accrual sufficiency on apparent ability to 
address primary endpoints (PE) rather than attaining accrual 
targets. Approximately one third of phase III trials closed with 
insufficient accrual to address the primary endpoints, 
primarily due to poor accrual. Defining accrual sufficiency 
broader than meeting accrual targets represents a fairer 
account of trial closures.” 
Anneke T. Schroen, Gina R. Petroni, Hongkun Wang, et al., Achieving 
Sufficient Accrual to Address the Primary Endpoint in Phase III Clinical 
Trials from U.S. Cooperative Oncology Groups. Clin Cancer Res; 18(1); 1–7. 



Is there a need to increase cancer 
clinical trial enrollment? 

 A substantial proportion (> 1/3?) of cancer 
trials close with insufficient accrual. It would 
be nice if the remaining 2/3 filled faster. 

 (Some of these trial may have specific 
protocol “issues” that discourage accrual.) 

 The need for patient participation in cancer 
trials is expected to increase. 

 We must understand and overcome barriers at 
multiple levels that discourage patient and 
provider participation. Today, I’ll focus on 
access to personalized information. 

 



Some informative survey data… 
 Among adults participating in a telephone 

survey during 2000, only 20% of cancer 
survivors indicated they were aware that 
clinical trial participation might have been an 
option for them (Comis RL, Aldigé CR, Stovall EL, Krebs LU, 
Risher PJ, Taylor HJ (2000) A Quantitative Survey of Public Attitudes 
Towards Cancer Clinical Trials. www.cancertrialshelp.org/CTHpdf/308-
9.pdf)  

 Of the cancer survivors who were aware of 
clinical trials, where did they obtain that 
information? Their physicians: 73%, “online”: 
5%, from a support/advocacy organization: 3% 
(Umutyan A, Chiechi C, Beckett LA, et al. (2008) Overcoming barriers to 
cancer clinical trial accrual: impact of a mass media campaign. Cancer 
112(1):212–9) 

 



Some informative survey data… 

 Among individuals not diagnosed with cancer, 
31% said they would be very willing and 51% 
would be somewhat willing to participate in a 
clinical trial, if diagnosed with cancer. (Comis RL, 
Miller JD, Aldige CR, Krebs L, Stoval E (2003) Public attitudes toward 
participation in cancer clinical trials. J Clin Oncol 21:830–835) 

 97% of cancer clinical trial participants 
rated the care they received as excellent or 
good. (Committee on Cancer Clinical Trials and the NCI 
Cooperative Group Program, Institute of Medicine: A National Cancer 
Clinical Trials System for the 21st Century: Reinvigorating the NCI 
Cooperative Group Program. Washington, DC, The National 
Academies Press, 2010) 

 

 



Summary of the situation… 

 Patients want information about cancer 
clinical trials and are very receptive to the 
idea of participation. 

 Most eligible patients do not receive this 
information from their physicians. 

 Very few patients seek this information from 
voluntary health organizations (“us”). 

 Patients trust us more than any other source  
of medical research information (including 
their physicians). 

 

 





“With great power comes great responsibility.” 

  - Spiderman (2002) 





Desired Attributes of a Cancer Clinical Trial 
Matching Service 

 The trial database must contain all public trials and 
as many private trials as is feasible, and include all 
open trials in clinicaltrials.gov. 

 There must be functionality to narrow the list of 
trial options based on clinical and geographic 
information, but without requiring a burdensome 
degree of clinical data. 

 The service should be available online and by 
phone. 

 Results should be presented in an unbiased 
manner. 

 Staff should be available to speak with patients. 



Call ACS National Info Center 

Discuss list of trials likely 
to be relevant with CTIS 

CTIS send trial 
information via US 
mail or e-mail 

View list of trials likely to be 
most relevant in a few seconds 
& send list to your e-mail 

Visit www.cancer.org 

Enter clinical & demographic info Provide clinical & 
demographic info to Clinical 
Trial Info Specialist (CTIS) 

CTIS schedules optional follow-
up contact to assist with new 
needs and assess outcomes 

Discuss other 
information or patient 
service needs with CTIS 

(optional) 

The ACS/CCCG Clinical Trial Matching Service 



























Summary of Lessons Learned 

 11% of CTMS constituents enrolled. 

 About 61% of constituents accessed 
information via our website only (did not 
speak with a CTIS). 

 In clinical trials for treatment of cancer (unlike 
some other diseases) eligibility is mostly 
limited to a short period after diagnosis, 
before treatment has started. Some patients 
were initially ineligible, but enrolled months 
later when their cancer recurred. 

 

 

Gansler T, Jin M, Bauer J, Dahlquist K, Tis L, Sharpe K, Comis R, Naples K, Kepner J. 
Outcomes of a Cancer Clinical Trial Matching Service. J Cancer Educ 2012;27:11-20. 



Summary of Lessons Learned 

 Our CTMS constituent population was skewed 
toward patients with advanced disease and 
poor-prognosis types of cancer. Within that 
population, advanced and recurrent disease 
predicted greater likelihood of enrollment (OR 
1.183; 95% CI 1.001, 1.398). Poor 
performance status was inversely associated 
with enrollment (OR 0.650; 95% CI 0.489, 
0.866). Many patients (wrongly) viewed 
clinical trials as an “option of last resort.” 

 

 



Summary of Lessons Learned 

 Many constituents who spoke with CTISs had 
misconceptions about clinical trials. Individual 
guidance was very helpful. 

 The CTMS trial list was often helpful in 
stimulating physician/patient discussion 
regarding clinical trials. (Will this influence 
physician attitudes or behavior?)  

 The CTMS was successful in finding clinical 
trials for patients whose physicians had not 
discussed clinical trials as an option. 

 

 



Summary of Lessons Learned 
 The CTMS provided some patients with the 

sense that they had not overlooked any 
options. 

 The CTMS did not eliminate racial disparities 
in trial participation. African Americans were 
less likely than whites to enroll in a trial (OR 
0.296; 95% CI 0.107, 0.817) 

 The current scale of the CTMS does not 
meaningfully affect the national rate of cancer 
clinical trial participation. We are able to help 
only those patients who ask us for help. 

 

 



A Road Not Taken 

 A electronic medical records company 
proposed a collaboration with ACS to 
undertake intermittent EMR data mining to 
identify patients eligible for cancer clinical 
trials sponsored by individual pharma clients 
(but not tell these patients about other trials). 

 Why would this not have worked? 

 Why would this have been inappropriate even 
if was possible? 

 

 



What will (eventually) make a BIG 
difference? 

 Realign physician incentives to encourage 
(rather than discourage) clinical trial 
participation. 

 Reposition clinical trial participation as an 
element of clinical quality improvement and 
not as an academic or regulatory pursuit. 

 Link EMRs and clinical trial databases to 
provide real-time search functionality.   

 



Was this information relevant to you?  
Questions to ask yourself… 

 Is there a large number of trials for your 
constituents? How heterogeneous is their 
disease? Is matching functionality necessary 
to narrow their list of trial options? 

 What providers care for your constituents? 
Community generalists? Academic 
subspecialists? What are their 
incentives/disincentives for clinical research 
involvement? What is their level of awareness 
regarding clinical trial options? 

 



Was this information relevant to you?  
Questions to ask yourself… 

 Can clinical trials for your constituents be 
done in a community setting? Is treatment 
highly intensive? Are specialized facilities 
required? 

 Are your constituents treated mostly as 
inpatients or outpatients?  

 What is your “market penetration” as a 
provider of information and services to the 
population of patients with the disease in 
question? 

 

 



Was this information relevant to you?  
Questions to ask yourself… 

 Do any organizations maintain clinical trial 
databases or lists relevant to your 
constituents? 

 Do any organizations maintain registries of 
patients with the disease of interest to you? 

 At what point in the disease continuum are 
your patients treated (only at diagnosis, 
intermittently, continually)? At what points 
are they eligible for clinical trials? Should 
matching occur in “real time” at the point of 
care or  intermittently? 

 



Was this information relevant to you?  
Questions to ask yourself… 

 How serious is the prognosis of patients with 
the disease of interest to you? 

 How effective are current treatment options 
for patients with the disease of interest to 
you? 

 Add your own questions here… 

 

 



Thank you! 
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