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Cancer Support Community 
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•  50+ centers 

•  120+ satellite locations 

•  Deliver support groups, 
     educational, health and  
     wellness programs 
•  Hospital-based CSCs 
 
 

Affiliate Network 

“It is just the greatest place; I have 
found support, friends and new ways 
to meet the challenge of having 
cancer.” 
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Cancer Support Helpline® 

•  Staffed by licensed mental health professionals 
•  Serving thousands of people touched by cancer no 

matter where they live 

•  Home to Open to Options® – Treatment Decision 
Counseling Program and CancerSupportSource™ Distress 
Screening Program 
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Research and Training Institute 

Experts in the Cancer Patient Experience 
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Cancer Experience Registry® 

•  First cancer registry in the world 
focused on understanding and 
addressing the psychosocial and 
survivorship needs of anyone ever 
faced with a cancer diagnosis 

•  Currently 7,000+ participants 

•  Goal >10,000 (all cancers) in 2014 

•  www.cancerexperienceregistry.org 
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Cancer Policy Institute 

•  Formally launched on June 19, 2013 

•  Experienced CSC policy team 

•  Uniting direct patient and family 
     engagement with research to  
     shape the future of quality cancer                           
     care 
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Distress Screening, Referral 
and follow-Up: 
Transforming Quality Care 
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Issues Identified by the Institute of Medicine  

Patient 
centered care 

is not well 
implemented 

Systems can 
be complex 

and 
fragmented 

Too much 
unwanted or 

unneeded 
care 

Patients 
excluded from 
care team and 
decision 
making 

Delivering High-Quality Cancer Care: Charting a New Course for System in Crisis  
Institute of Medicine September 2013 
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Striving for Patient-Centered Care 

•  Institute of Medicine (IOM)  
－  “Cancer Care for the Whole Patient: Meeting Psychosocial Health Needs”  
－  “Delivering High-Quality Cancer Care: Charting a New Course for a System in Crisis”  

 

•  Patient-Centered Outcomes Research Institute (PCORI) 

•  American College of Surgeons Commission on Cancer 
2012 Patient-Centered Standards  

•  American Society of Clinical Oncology  
      Quality Oncology Practice Initiative  (QOPI) 
 

•  Community Oncology Alliance  
     Medical Home   

  
All include distress screening 

and psychosocial care 11	
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   “Distress extends along a 
continuum, ranging from common 
normal feelings of vulnerability 
and sadness to problems that can 
be disabling, such as depression, 
anxiety, panic, social isolation and 
existential and spiritual crisis.” 

 
Na#onal	
  Comprehensive	
  Cancer	
  Network:	
  1999,	
  2001,	
  2004,	
  2007,	
  2010	
  

Definition of Distress in Cancer 
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Today’s Reality  
 

Psychosocial distress can be correlated with  
poorer physical function 

“…41% of patients score above the threshold for psychological 
distress and poorer physical function is associated with increased 

distress levels.” (Hurria, et al. 2009. JCO) 

13	
  

The cost of care increases alongside distress 
•  $8,400 more per individual, per year with depression   

(Jeffrey, et al. 2010. APA) 

35% -50% of women were never asked about distress 
              (Findings from Metastatic Breast Cancer Registry Data, ASCO, 2014  
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What is Distress Screening? 

•  A brief method for prospectively identifying 
and triaging cancer patients at risk for illness-
related psychosocial complications that 
undermine the ability to fully benefit from 
medical care, the efficiency of the clinical 
encounter, satisfaction and safety. 

 
…Personalized medicine requires 
personalized psychosocial care! 
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Commission on Cancer New Distress 
Screening Standard 3.2	
  	
  

•  S 3.2: “The cancer committee develops and implements a 
process to integrate and monitor on-site psychosocial distress 
screening and referral for the provision of psychosocial care.” 

•  Committee defines patient population to be screened: 

– The timing of screening, the methods, tools, 
assessment and referral, and documentation 

– Examples of screening tools listed in the standard 
– A psychosocial representative oversees & reports 

on activity 
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•  Web-based, CSS-15/CSS-25 screening Program 
•  Validated with CES-D, FACT G, & DT  
•  Password protected, HIPAA compliant  
•  Patient empowered to report concerns AND 

what kind of support is needed 
•  Real-time reports created for both patient   

 and clinical team 
•  Customized information/resource links 

automatically generated 
•  Can be integrated into e-scheduler  

 and EHR 
•  Aggregate data reports for research, 

 program planning, staffing, etc 

 

 
 

Uniting The Wellness Community and Gilda’s Club Worldwide CancerSupportCommunity.org 16	
  



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

CSS Distress Screening  
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CSS Distress Screening 
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CSS My Support Care Report© 
	
  

Resources	
  and	
  
educa,onal	
  
informa,on	
  are	
  
customizable	
  
per	
  provider	
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Clinical Distress 
Management 
Report integrated 
into the EHR 
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Distress Screening, Referral and Follow-up: 

21	
  

ü  Helps patients better understand and 
communicate their needs to providers 

ü  Relieves suffering and improves communication 
across the care continuum 

ü  Improves QOL  
ü  Generates cost savings 
ü  Improves patient satisfaction 

In Summary… 

Ac,on	
  
Needed!	
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Distress Screening: ACTION NEEDED 
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        -RESEARCH 
 Document cost effectiveness of screening, referral and follow-up  
 Assess the applicability & impact of screening in other serious diseases 

－ IOM 
Drive update to Cancer Care for the Whole Patient  

－ HHS 
Monitor and advise on ACA implementation 
Advocate for coverage of distress screening 

－ FDA 
Ensure a more patient-centered approach to review 
Advocate to keep pace with science and innovation 

－ NCI 
Partner to incorporate distress screening in clinical trials 
Secure more dollars for psychosocial research 

－ Capitol Hill 
Ensure patient-centered approach to cancer legislation 


