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Insight into Patient Access to Care in Cancer 
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In Memory 
Regina Richardson 
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Kim Thiboldeaux 
Chief Executive Officer 
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Mark McClellan, MD, PhD 
Sr. Fellow and Director, Health Care Innovation and 

Value Initiative, Brookings Institution 
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Questions? 
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Joanne Buzaglo, PhD 
Sr. Vice President, Research and Training 
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Number of Survivors 
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Rising Cost of Cancer Care 
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Uninsured in the U.S. Today  

CancerSupportCommunity.org 
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Headlines 

CancerSupportCommunity.org 
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High Quality and 
Comprehensive Cancer Care 

 

CancerSupportCommunity.org 
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• Better understand the 
challenges patients face in 
accessing care: 
− Access to and satisfaction 

with insurance 
− Access to providers including 

availability, time and 
discussions with providers 

− Access to services including 
psychosocial care 

− Concern about direct costs of 
cancer and care 

• Direct future research 
efforts 

• Inform policy discussions 

Purpose 
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Study Methods 

• Cross-sectional survey of adults (18 years and older) 
affected by cancer  

• Administered online through Survey Monkey during 
October 2014  

• Outreach through CSC’s online network, Cancer 
Experience Registry, advocacy partners and social 
and traditional media outlets 

692 individuals 
initiated the survey  

511 complete 
respondents 

31 lived outside of 
the United States or 

did not report 
residence 

480 adults living in the 
U.S. who had been 

diagnosed with cancer  

CancerSupportCommunity.org 
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Participants 

• Predominately non-
Hispanic, white and 
female 

• Cancer types: 

– Breast cancer – 41%  

– Other - 39.4% 

– Metastatic breast cancer 
– 19.6% 

CancerSupportCommunity.org 



CancerSupportCommunity.org Uniting The Wellness Community and Gilda’s Club Worldwide 

Cancer-Related Treatment 

• Types of treatment 
included 

– Chemotherapy  

– Surgery  

– Hormone therapy   

– Radiation therapy   

• Route of administration 

– Oral (51%)  

– IV infusion (13.3%) 

– Injection (12.3%)   

CancerSupportCommunity.org 



CancerSupportCommunity.org Uniting The Wellness Community and Gilda’s Club Worldwide 

Current Engagement 

• Over half of the participants 
were in treatment at the 
time of the survey 

• 93.2% not in treatment were 
in remission and continued 
to receive the following 
care: 
– follow-up visits with the 

doctor  
– follow-up tests  
– reconstructive surgery  
– services with other 

specialists 
– rehabilitation or physical 

therapy  
– fertility treatments   
– other services  

 
 
 

 
 
 

 
 
 
 
 
 
 
 

“I am in complete remission. Last 
chemo was in 1998. I do have 

severe neuropathy from the chemo 
though…so I am unfortunately 

disabled.”  
Access to Care Participant 

 

CancerSupportCommunity.org 
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Access to and Satisfaction with  
Insurance – Types of Insurance 

CancerSupportCommunity.org 
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Top three concerns consistent regardless of respondents 
liking or disliking health insurance coverage 

CancerSupportCommunity.org 

Access to and Satisfaction with  
Insurance – Concerns about Cost 
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Access to Providers 

CancerSupportCommunity.org 
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Access to Providers  
Provider - Patient Communication 

CancerSupportCommunity.org 

19.5% did not have enough time with the health care team 
(n=476)  
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Access to Providers  
Delays 

 

 

 

 

 

 

 

CancerSupportCommunity.org 

20% experienced delays in getting access to care 

(n=475) 
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Access to Providers  
Access Concerns 
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Patient concerns about network adequacy: 
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Access to Services 
Medical Care 

CancerSupportCommunity.org 

Nearly 20% reported not having access to needed medical care  

Patients with higher incomes were significantly more 
likely to report having access to needed medical care  
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Access to Services 
Concerns about Having Access 

CancerSupportCommunity.org 
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Access to Services  
Psychosocial Support 

CancerSupportCommunity.org 

A majority of patients did not receive social and/or 
emotional support including distress screening during 
cancer care 
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Access to Services  
Psychosocial Support 

CancerSupportCommunity.org 
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Direct Costs  

Nearly half reported paying more for health care during the 
past year 

CancerSupportCommunity.org 
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Direct Costs  
Increased Costs 

Patients report paying 
more for: 

– Insurance premiums 

– Deductibles 

– Treatment co-pays 

– Co-insurance 

CancerSupportCommunity.org 
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Nearly 4 in 10 (37.1%, n=467) also reported being seriously 
or very seriously concerned about bankrupting their family  

Direct Costs 
Top Concerns 

Patients seriously or very seriously concerned about 
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Future Direction 

• Monitor the direct and indirect costs of cancer and 
related care for patients throughout the trajectory of 
disease  

• Understand the implications of cost burden in terms of a 
patient’s emotional health and use of health services 
over time  

• Further explore the impact of the Affordable Care Act on 
the financial and emotional burden of patients 

• Identify the subtleties of key elements of patient-
centered care including quantity and quality of time 
spent with health care team and discussions on cost 

• Evaluate the impact of psychosocial distress screening, 
referral and follow-up on patient care and costs 

 CancerSupportCommunity.org 
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Questions? 
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Lee Tomlinson 

A Patient’s Perspective  
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Linda House 
President, Cancer Support Community 
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Acknowledgment  

CSC is grateful for these patients in sharing their time and 
voice. Our goal is to hear these voices and continue to listen so 
that CSC and other health care stakeholders can shape efforts 

that are most meaningful to patients and the health care 
system as a whole.  

CancerSupportCommunity.org 
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