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Actions speak louder than words.  
 
The Department of Health and Human Services has made no progress on this Committee’s 

recommendations, as evidenced by an examination of three versions of the Recommendations 
Progress Charts. I assume that the voting members of this committee examine the Progress 
Charts and track the updates and changes. However, detailed metrics are not discussed at these 
public meetings, so I undertook my own assessment.  

 
I compared the Progress Charts dated October 8, 2010, March 23, 2011, and December 29, 

2011. Each chart was updated to add the new recommendations from your meetings. Apart from 
that, only three changes were made, and none of them noted substantial progress on any of your 
recommendations. 

 
In October 2009, you recommended that AHRQ’s expected review of CFS for the State of 

the Knowledge meeting should be widely communicated, and that a letter from the Surgeon 
General should be disseminated to inform health professionals about CFS. The March 23, 2011 
progress chart added a note stating, “NIH is in discussions with AHRQ regarding the preparation 
and delivery of the review.” As you are aware, no AHRQ review was completed in time for the 
State of the Knowledge meeting or since. 

 
In May 2010, you recommended that the Secretary direct CMS, AHRQ, and HRSA to 

collaborate on developing a demonstration project focused on more efficient and effective care 
for people with CFS. The March 23, 2011 progress chart added a note stating, “HRSA 
recognizes importance of efficient and effective health care management of individuals with 
CFS. However, before that can be pursued, additional knowledge about potential causes, practice 
and care coordination, and appropriate treatment for CFS is needed.” 

 
In October 2010, you recommended that HHS should engage the expertise of the CFSAC to 

advance policy and agency responses to ME/CFS. The December 29, 2011 progress chart states, 
“Several members tapped by NIH to serve on the planning committee for SoK. Several members 
volunteered to assist CDC in reviewing its ‘website content’’. 

 
That’s it.  
 
Over a period of twenty months, there have been only three progress updates on any of your 

recommendations – and those updates were No, No, and Ongoing. I count 64 recommendations 
as of December 2011. Sixty-four – and in twenty months there were updates on three of them. 
And two of those updates were negative. 

 
Actions speak louder than words. 
 
Fourteen months ago, Dr. Frances Collins announced that Secretary Sibelius had directed 

NIH and other agencies to give CFS “special attention.” Is this what special attention looks like? 



Maybe it’s just me, but I am not seeing any difference between special attention and lack of 
special attention.  

 
Actions speak louder than words. In our case, inaction speaks louder still. 

 
As of this day, I hear only the silence of inaction, and the voices of those who rightly demand 

clear decisive action. Put an end to this perpetuation of the status quo cloaked in words and 
promises, and add your voices to ours. Demand answers. Demand action. 


