
 
September 21, 2016 
 
Andrew Bindman, MD 
Director, Agency for Healthcare Research and Quality  
U.S. Department of Health and Human Services 
Rockville MD 20857 
 
Dear Dr. Bindman, 
The National Coalition for Hospice and Palliative Care (Coalition) appreciates the opportunity to submit 

comments on the draft technical brief prepared for the Agency for Healthcare Research and Quality 

(AHRQ) on “Assessment Tools for Palliative Care”. The Coalition is pleased that AHRQ prioritized this 

research topic area within the Evidence Based Practice Centers and worked with the Centers for 

Medicare and Medicaid Services to develop and refine this critically important research topic.  

The Coalition is composed of the leading national hospice and palliative care organizations dedicated to 

advancing care of patients and families living with serious conditions, as well as those facing the end of 

life. The organizations that form the Coalition represent more than 4,000 physicians, 11,000 nurses, 

5,000 professional chaplains, more than 5,000 social workers, researchers, 1,600 palliative care 

programs, and over 5,300 hospice programs and related personnel, caring for millions of Medicare 

beneficiaries. Our combined membership represents the interdisciplinary hospice and palliative care 

team which is patient and family-centered. Members of the Coalition include the following: 

American Academy of Hospice and Palliative Care (AAHPM) 
Association of Professional Chaplains (APC) 
Center to Advance Palliative Care (CAPC) 
Health Care Chaplaincy Network (HCCN) 
Hospice and Palliative Care Nurses Association (HPNA) 
National Hospice and Palliative Care Organization (NHPCO) 
National Palliative Care Research Center (NPCRC) 
Social Work Hospice and Palliative Network (SWPHN) 
 
The Coalition commends the Brief’s authors for an extremely thorough review of the literature and grey 
literature regarding the tools available to evaluate palliative care. The brief provides critical insight into 
the areas within palliative care where there are limited or no tools for clinical or research utilization. The 
AHRQ brief concludes that not only are there limited palliative care structure and process measurement 
tools available for clinical use but that more research is “needed to conceptualize develop, validate, and 
test assessment tools that specifically address the following domains in palliative care populations; 
structure and processes, spiritual, religious, existential; ethical and legal, and particularly, cultural and 
multidimensional – patient experience tools that are reported by patients”. The Coalition encourages 
AHRQ to work with other agencies and entities such as CMS, Patient Centered Outcomes Research 

http://aahpm.org/
http://www.professionalchaplains.org/
http://www.capc.org/
http://www.healthcarechaplaincy.org/
http://hpna.advancingexpertcare.org/
http://www.nhpco.org/
http://www.npcrc.org/
http://www.swhpn.org/


Institute and the National Quality Forum to fund the research and other measure development work 
necessary to fill these gaps. The National Quality Forum has noted in its most recent report on Palliative 
Care and End of Life Care Measures that numerous gaps exist for palliative and end of life care. The 
AHRQ Draft Technical Brief also notes these gaps. This report provides much-needed guidance on 
potential areas to focus for future measurement development.  However, it does not provide a roadmap 
forward. The Coalition seeks AHRQ’s leadership to focus future efforts in determining how best to 
realistically address these gaps, provide detailed recommendations as to whom would fund these 
initiatives, and which organizations are best poised to accomplish this work.   
  
The Coalition commends AHRQ for its sound methodology and its use of the framework and domains as 
outlined by the National Consensus Project, Clinical Practice Guidelines for Quality Palliative Care.   
However, we urge the leadership at AHRQ to leverage this report with other quality measurement 
efforts currently underway within the federal government and with private entities to increase the 
likelihood of successfully funding and developing palliative care quality and assessment tools. We 
recommend AHRQ develop a more in-depth environmental scan/systematic review to provide CMS and 
AHRQ, and other external organizations working to address the gaps in palliative care measurement, a 
better roadmap for success. The technical brief could include mention of the following efforts that are 
underway that could assist with this work: 
National Quality Forum Palliative and End-of-Life Care Standing Committee  
National Quality Partners Advanced Illness Care project  
IMPACT Act Standardized Data Assessment  
Pew Research Center Improving End of Life Care through their “Building Additional Serious Illness 
Quality Measures into Medicare” project.  
 
The Coalition thanks AHRQ for your time and attention reviewing our comments and appreciates the 
time David Niebuhr, MD, MPH, MSc, Task Order Officer for this project, and his colleagues, spent with 
the Coalition on our last conference call. We look forward to future stakeholder engagement 
opportunities with AHRQ as you continue to seek ways to improve the health care quality in the United 
States. If you have any questions, please do not hesitate to contact me at 
amym@nationalcoalitionhpc.org or 202.306.3590.  

 

Sincerely,  

 
Amy Melnick, MPA 
Executive Director 
National Coalition for Hospice and Palliative Care 
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