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GENERAL COMMENTS 
 
On behalf of the hospice and palliative care provider community, the National Coalition for 
Hospice and Palliative Care (Coalition) thanks the National Quality Forum for convening the 
Palliative and End-of-Life Care Standing Committee to evaluate new palliative and end of life 
measures and to review existing measures. The Coalition appreciates the work of the 
Committee and its diverse membership in considering this portfolio of measures, approving the 
majority of them, and also identifying the critical gaps that still exist in this portfolio.   
 
The Coalition is composed of the eight leading national hospice and palliative care organizations 
dedicated to advancing care of patients and families living with serious illness, as well as those 
facing the end of life. The organizations that form the Coalition represent nearly 5,000 
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 
a cross-cutting interdisciplinary team of physicians, nurses, social workers and chaplains 
working in a variety of settings (inpatient hospital, outpatient care, hospice, nursing homes and 
individual patient homes).    
 
The Members of the Coalition include the American Academy of Hospice and Palliative 
Medicine (AAHPM), Association of Professional Chaplains (APC), Center to Advance Palliative 
Care (CAPC), Health Care Chaplaincy Network (HCCN), Hospice and Palliative Nurses Association 
(HPNA), National Hospice and Palliative Care Organization (NHPCO), National Palliative Care 
Research Center (NPCRC) and the Social Work Hospice and Palliative Care Network (SWHPN).    
 
The Coalition thanks the Committee for its thoughtful work in reviewing the portfolio of 
measures under consideration, and noting where the gaps remain. In particular, we appreciate 
the acknowledgement that these measures are largely limited to cancer and/or hospice 
settings. As the Committee continues its work, the Coalition would like to highlight a few 
additional gaps and concerns that might be beneficial to consider: 
 

 The need for additional evidence-based process and structure measures that specifically 
address the broad category of palliative care for patients at any age, without being 
disease-specific; 

 The need for measures that employ a broader denominator for end-of-life care that go 
beyond hospice to capture care delivered to patients who die in hospitals, skilled 
nursing facilities, and homes;  

 The need for new pathways for measure development, testing, and endorsement, as 
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reflected by the paucity of new measures submitted for this endorsement cycle; and  

 The need for a common denominator that comprehensively captures acutely ill patients 
and older adults with life-limiting diseases, i.e., the patient population appropriate for 
palliative care. No measure currently used under federal quality reporting programs, or 
recommended for future years, focuses on this population exclusively. 

 
The Coalition is committed to the goal of transitioning from basic to more meaningful measures 
that focus on the seriously ill population. We look forward in the future to partnering with NQF 
leadership and staff and the Centers for Medicare and Medicaid Services to help fill the gaps we 
have collectively identified. The Coalition appreciates the opportunity to provide these 
comments to NQF and the Standing Committee on Palliative Care and End of Life Care and 
welcomes any further dialogue with NQF related to providing and measuring quality of care for 
hospice and palliative care patients and their families. 
 

 
SPECIFIC COMMENTS ON MEASURES 
 
#0209 Comfortable Dying: Pain Brought to a Comfortable Level within 48 hours of Initial 
Assessment 
The National Coalition for Hospice and Palliative Care (Coalition) strongly recommends the 
Committee reconsider this measure (Comfortable Dying: Pain Brought to a Comfortable Level 
within 48 hours of Initial Assessment) and bring this measure back for discussion, 
reconsideration, and continued endorsement.  #0209 is one of the very few patient reported 
outcome measures which NQF, and most importantly patients, consider highly desirable. #0209 
evaluates pain management by measuring the percentage of patients reporting being 
uncomfortable because of pain at the initial assessment who, at follow up assessment, report 
pain was brought to a comfortable level within 48 hours. As a patient reported outcome 
measure, #0209 captures and reflects patient goals for pain management. This measure 
provides a more comprehensive picture of pain management than a measure that relies on 
achieving a specific score on a pain intensity rating scale or change in pain intensity rating.   
 
If pain is an individual experience with an individual response, then the decision of what is 
comfortable should be left up to the individual. It is consistent with patient‐centered care to 
allow the patient to decide how comfortable he/she wants to be. Also, because of its focus on 
comfort, the measure also allows for a broader conceptualization of pain than use of a measure 
that relies solely on a numeric intensity rating. In addition, the measure has the advantage of 
identifying those patients who require intervention and at the same time allowing the clinician 
to use the most appropriate means of pain assessment for each individual patient. 
 
In quality measurement the value of patient information on symptoms and effectiveness of 
treatment has gained widespread recognition. There are extremely few NQF endorsed palliative 
and end-of-life patient reported outcome measures and the elimination of #0209 reduce this 
number even more. This measure fills a critical gap in the field; there are no others that fill this 
gap. The measure steward has provided very solid evidence on this measure’s use and its 



 

 

applicability and has indicated it will be considering future data collection efforts as requested 
by the Committee.  The Coalition strongly encourages the Committee to reconsider its 
recommendation and continue endorsement this measure.   
 
#1639 – Hospice and Palliative Care Dyspnea Screening  
 
The Coalition strongly supports the Committee’s decision to review additional data and 
reconsider this measure for the palliative care population once the measure developer submits 
more data. Breathlessness (dyspnea) is an extremely common and distressing symptom in 
persons with serious illness within and beyond the hospice and palliative care population.  NQF 
should consider working with measure developers to expand the denominator for this measure 
to apply to other populations that could benefit, as this is a very common and distressing 
symptom that affects the wider patient population.   
 
#1626: Patients admitted to the ICU who have care preferences documented   
 
The Coalition recommends that NQF and the Standing Committee work with the measure 
developer to obtain additional information and clarification regarding the measure 
specifications and then reconsider this measure for approval. There seems to be some 
confusion regarding this measure and the Coalition encourages the measure developer, NQF 
and the Committee to work to dispel any confusion regarding the timing of this measure and 
the appropriate evidence of documentation. The Coalition supports evidence-based measures 
that are patient and family centered and related to critical discussions regarding goals of care 
and documentation of these goals. However, the Coalition encourages NQF to explore the 
feasibility of measuring the quality of these advance care planning conversations. Evaluation of 
advance care planning is critical to person and family centered care but should not stop at 
documentation alone. 


