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Activit ies to Improve Health Services for CFS

 Educational init iat ives
 Studies of CFS and CFS surveillance act ivit ies
 Communicat ion and outreach 



Advance recognition and treatment of CFS

EDUCATIONAL INITIATIVES



11th IACFS/ME Biennial Conference

 CDC provided financial support for AV equipment and 
was part  of planning committee

 Five CDC personnel attended
 Two oral presentat ions

 A genome-wide analysis of differential methylation associated 
with chronic fatigue syndrome – Rajeevan MS

 Impaired natural killer cells in CFS: Methodological considerations 
in a multi-site clinical study – Querec TD

 Three posters and one session chair



Addit ional Scient ific Meetings

 Presentat ion at 2014 Stanford ME/CFS Symposium –
Advances in Clinical Care and Translat ional Research
 Epidemiology of ME/CFS, what have we learned?

 35th Annual Meeting and Conference of the Society for 
Behavioral Medicine
 Poster presentation “Social determinants of barriers to healthcare 

utilization in CFS” – Oakley L, Philyaw M, Lin JM
• Citation Award and Meritorious Student Award

 Displayed educational materials on CFS at table sponsored by 
CDC’s Division of Cancer Prevention and Control



Pediatric CFS Added to CDC’s CFS Webpage

 Content developed in 
consultat ion with pat ient 
advocacy groups, clinical 
experts and school 
educators

 Includes fact sheets for 
health care professionals, 
parents and teachers

 Spanish translat ion is 
complete and will be 
posted soon



Internat ional CFS Awareness Day 

 Highlighted in CDC Features page



Data to understand CFS

STUDIES AND SURVEILLANCE 
ACTIVITIES



Collaborat ion with CDC’s Behavioral Risk Factor 
Surveillance System (BRFSS)

 Nation’s premier system of health-related telephone 
surveys that collect state data about US residents
 Health-related risk behaviors, chronic health conditions, and use of 

preventive services

 Proposal to include CFS quest ions presented at 2013 
BRFSS Conference
 Allowed state public health leaders to learn about the public 

health importance of CFS
 Fourteen states chose to include CFS questions 

 Cost-effect ive way to monitor self-reported CFS and to 
study CFS in relat ion to other BRFSS topics
 Nutrition, health care access, quality of life, physical activity, health 

status



Collaborat ion with CFS Expert Clinicians:
Mult i-site Clinical Study of CFS

 Collect standardized data on major illness domains of 
CFS from pat ients cared for by 7 expert clinicians
 Describe heterogeneity of CFS patients between practices and 

follow longitudinally
 Enrollment based on expert opinion rather than any one case 

definition

 Methodology presented to the IOM Diagnost ic Criteria 
for ME/CFS Committee, January 2014

 Stage 1 complete
 471 CFS patients enrolled, exceeding target of 450

 Contracts for Stage 2 awarded September 2012 and 
Stage 3 awarded September 2013



Stage 2 Progress 

 Follow-up Stage 1 CFS pat ients, enroll healthy controls 
and ill comparison groups

 Collect saliva for wakening cort isol profile and blood 
for DNA and RNA archive
 Protocol IRB approved May 2013, renewed through 2015
 85% enrollment, 75% completion CFS follow-up
 40% enrollment, 35% completion healthy/ill comparison groups

 Adolescent/pediatric CFS (not all sites part icipat ing)
 Protocol IRB approved September 2013
 35% enrollment, 25% completion

 Combined cognit ion and exercise
 Protocol IRB approve March 2014



Stage 3 Progress

 Follow-up on adult, pediatric CFS cases, healthy and ill 
comparison groups
 Amendments to protocols under IRB review

 Addit ional components to be conducted at some clinics
 Enroll home-bound (severely ill) CFS
 Enroll incident cases of CFS (within 2 years of illness onset)
 NK cell function and serum sample for archive



Partnerships to address CFS

COMMUNICATION AND OUTREACH



CFS Patient Centered Outreach and 
Communicat ion Act ivity (PCOCA Call)

 One hour conference call format
 Update on CDC’s CFS program activities (15 min.)
 Talk from invited expert (30 min.)
 Answer questions submitted to expert and CDC through PCOCA 

mailbox (15 min.)

 Fourth call – February 25, 2014
 Gudrun Lange, PhD – Invited expert –“CFS and Cognitive 

Function”

 Fifth call planned for September 9, 2014
 Lucinda Bateman, MD – Invited expert –“Can ME/CFS and FM 

Sleep Research Help You Sleep?” 



Thank You

For more information please contact Centers for Disease Control and Prevent ion

1600 Clifton Road NE, Atlanta, GA 30333
Telephone, 1-800-CDC-INFO (232-4636)/TTY: 1-888-232-6348
E-mail: cdcinfo@cdc.gov Web: www.cdc.gov

The findingsand conclusions in this report are those of the authors and do not necessarily represent the official 
position of the Centers for Disease Control and Prevention.
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