
 
 
 

 
 
March 1, 2016  
 
Eric Gilbertson, CMS MACRA Team 
Health Services Advisory Group, Inc. 
3133 East Camelback Road, Suite 240 
Phoenix, AZ 85016-4545 
 
Re: Draft CMS Quality Measure Development Plan 
 
Dear Mr. Gilbertson:  
 
The National Health Council (NHC) appreciates the opportunity to submit 
comments on the draft CMS Quality Measure Development Plan. We applaud 
CMS’s strategic vision for producing a patient-centered measure portfolio to 
accelerate the alignment of quality measures to support the Medicare Access 
and CHIP Reauthorization Act of 2015 (MACRA), including the Merit-Based 
Incentive Payment System (MIPS) and the implementation of alternative 
payment models (APMs).  
 
The NHC is the only organization that brings together all segments of the 
health community to provide a united voice for the more than 133 million 
people with chronic diseases and disabilities and their family caregivers. Made 
up of more than 100 national health-related organizations and businesses, the 
NHC’s core membership includes the nation’s leading patient advocacy 
groups, which control its governance. Other members include professional 
societies and membership associations, nonprofit organizations with an interest 
in health, and major branded and generic pharmaceutical, medical device, 
biotechnology, and health insurance companies. 
 
Patient centeredness means partnering with patients to include consideration of 
the patient’s desired health outcomes, personal goals/aspirations, and life 
experiences. At the NHC, we refer to these three elements as the Patient 
Trifecta. We applaud the recognition in the measure development plan (MDP) 
of a need to develop patient-reported outcome measures (PROMs) and to 
incorporate the voice of patients and family caregivers in the measure 
development process.  
 
However, we recommend that the MDP focus more heavily on patient-reported 
outcome performance measures (PRO-PMs) and more thoroughly address the 
need to develop measures for patients with multiple chronic conditions.  
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The NHC’s comments center on the following recommendations:  
 

• CMS should form a patient advisory council (PAC) to guide the organization on patient 
engagement and patient-centeredness in all of its programs, including MIPS and the 
implementation of APMs 

• Patients and caregivers should be included in the measure development process 
• Measures should be developed to improve care for patients with multiple chronic conditions 
• PRO-PMs should be developed to support patients’ immediate and long-term goals 
• Measures should be risk adjusted for patient characteristics 

 
A CMS Patient Advisory Council should be formed. 
 
The NHC recognizes that CMS is taking steps to ensure patient-centered care and process. As an 
important signal to all beneficiaries, CMS should form a Director’s office-level PAC to inform, 
advise, and guide the Director on the patient-centeredness of all CMS programs and activities. In 
addition, patient representatives should be appointed to all CMS committees, technical advisory 
panels, and similar groups. To further guarantee appropriate levels of patient engagement across the 
Agency, CMS should implement an initiative to support patient representatives in these roles with 
training and tools so that their level of engagement can be optimal and effective. This will provide a 
clear message that CMS takes its role in ensuring patient-centered care very seriously.  
 
Patients and caregivers should be included in the measure development process. 
 
NHC applauds CMS for its recognition that the involvement of patients and family caregivers in the 
measure development process is critical to identifying measures that reflect aspects of care that 
matter most to the patient. Involving patients and caregivers early in the measure development 
process to fill gap areas for MIPS and APMs will strengthen the value, utility, and applicability of 
these measures. The NHC strongly urges CMS to consider ways to bring patients, caregivers, and 
patient representatives into this process as partners and not as bystanders or down-stream recipients. 
Patients must be trained on quality and measure development topics to ensure they are able to 
provide meaningful input during measure development, including through educational/training 
opportunities.  
 
The NHC is active in training it membership and the patient community at large. In 2016, the NHC 
will embark on the development and implementation of a training program for patient advocacy 
groups in a train-the-trainer initiative on quality measurement and performance programs. We are 
partnering with our member organizations and with the National Quality Forum to accomplish our 
goal of training more than 100 patients and patient advocates this year. The NHC invites CMS to 
join in this collaboration to help improve the patient centeredness of quality measurement and 
programs.  
 
Measures should be developed to improve care for patients with multiple chronic conditions. 
 
NHC appreciates the MDP’s recognition that special consideration is needed for patients with 
multiple chronic conditions (MCC) in development of measures for MIPS and APMs. New measures 
should include an emphasis on the whole person rather than the current focus of measurement sets 
on single, condition-oriented measures. According to the U.S. Department of Health and Human 
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Services (HHS), about one in four Americans has multiple chronic conditions.1 Moreover, about 
two-thirds of Medicare beneficiaries have at least two chronic conditions.2 However, existing quality 
measures tend to not account for the outcomes of patients that have multiple, comorbid chronic 
conditions. Because measures are often based on guidelines, which are typically disease specific, it 
is difficult to develop measures that account for comorbidities. Therefore, the NHC supports CMS’ 
focus on selection of measures that account for MCC. In addition, NHC urges CMS to identify 
system-level measures for patients with MCC, as suggested in the MDP. These types of measure 
should be done in addition to filling existing condition-specific gaps where they exist. 
 
PRO-PMs should be developed to support patients’ immediate and long-term goals. 
 
We commend CMS’ commitment to transition from building-block process measures to outcome 
measures, including PROMs through the MDP. We would like to see CMS focus its effort on this 
area in developing Patient-Reported Outcomes-based Performance Measures (PRO-PMs). 
 
PROMs can play a significant role in patients’ engagement in their personal health, including disease 
management. The use of PROMs can also help patients maintain an active relationship with 
providers and collaboratively track progress against personal health goals, aid family caregivers in 
identifying opportunities to improve patient experience and care at home, and also ensure that 
providers, as well as other population health decision makers, understand what is important to 
patients.  
 
Thus, performance measures, such as PRO-PMs, which are outcomes measures that are based on 
PROM data aggregated for an accountable health care entity3, should be developed to support 
MACRA implementation in order to empower patients to better engage in their personal health and 
to reward providers for better engaging patients in their care management. PRO-PMs can help 
ensure that medical decisions have been made in consultation with the patient and support the 
patient’s immediate and long-term goals:  
 

• PRO-PMs developed and selected for use should ensure that patients’ (especially those with 
chronic illnesses) aspirations and goals guide all care decisions. Therefore, PRO-PMs should 
measure whether the care provided to patients with chronic illnesses is in line with their needs 
and wants.  

• Especially for chronic care patients, experiential knowledge informs patients’ journeys in 
treatment and care. Therefore, PRO-PMs should ensure the patient experiences are considered 
to inform chronic disease management.  
 

NHC agrees that burden of data collection from the patient’s perspective should be minimized when 
implementing PROMS. To that end, CMS should promote the use of accessible tools and 
technologies that can be built into clinical practice and/or the patient’s everyday life.  

                                                           
1  U.S. Department of Health & Human Services. HHS Initiative on Multiple Chronic Conditions. Available at: 

http://www.hhs.gov/ash/initiatives/mcc/. Accessed January 18, 2016. 
2  Centers for Medicare and Medicaid Services. Prevalence of Multiple Chronic Conditions. Available at: 

https://www.cms.gov/Research-Statistics-Data-and-Systems/Statistics-Trends-and-Reports/Chronic-
Conditions/MCC_Main.html. Accessed January 18, 2016.  

3  National Quality Forum. Patient Reported Outcomes (PROs) in Performance Measurement. Available at: 
https://www.qualityforum.org/Publications/2012/12/Patient-Reported_Outcomes_in_Performance_Measurement.aspx. 
Accessed February 29, 2016. 

http://www.hhs.gov/ash/initiatives/mcc/
https://www.cms.gov/Research-Statistics-Data-and-Systems/Statistics-Trends-and-Reports/Chronic-Conditions/MCC_Main.html
https://www.cms.gov/Research-Statistics-Data-and-Systems/Statistics-Trends-and-Reports/Chronic-Conditions/MCC_Main.html
https://www.qualityforum.org/Publications/2012/12/Patient-Reported_Outcomes_in_Performance_Measurement.aspx
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The NHC recommends the development of an interoperable, private data-sharing method that allows 
for PROMs to be collected, used, and interpreted by every member of the care team – including 
patients and family caregivers.4 Technologies with telehealth capabilities and remote monitoring can 
aid patients proactively manage their care, without over-burdening providers. Such technologies 
could also be used to engage patients in collecting PROMs.  
 
NHC recognizes that the development of a PRO-PM is a complex process and should be done using 
appropriate and recognized methods as advanced by the National Quality Forum. CMS and its 
partners and contractors cannot simply take an existing PROM and translate it into a PRO-PM 
without appropriate validation and testing. In many areas, the PROM must be developed de novo. 
CMS will need to fund both the development and testing of PROMs and the development and testing 
of PRO-PMs. CMS should make clear that the development processes must consider appropriate 
concepts of interest and contexts of use for each intended measure relevant to the beneficiary 
population and care setting.  
 
Measures should be risk adjusted for patient characteristics. 
 
Appropriate risk adjustment for outcome measures is important to allow fair comparisons across 
providers. NHC supports CMS in its efforts to develop and implement appropriate risk adjustment 
approaches for measures through the MDP. However, NHC urges CMS to consider unintended 
consequences of risk adjustment, including the potential to mask disparities in the delivery of care. 
Further, it is integral that CMS continue to consider the potential limitations of current data sources 
for valid implementation of risk-adjustment models, including the availability of sociodemographic 
data. The NHC recommends that CMS support demonstrations and other activities to investigate the 
appropriate use of risk adjustment and its implications for beneficiary access to quality care.  
 
We appreciate the work that CMS has undertaken to draft the MDP. As the united voice for people 
with chronic diseases and disabilities, the NHC believes that the draft MDP proposes an encouraging 
path forward for the development of patient-centered quality measures. As the work to finalize the 
MDP gets under way, the NHC recommends that CMS continue to keep the patient’s desired health 
outcomes, personal goals/aspirations, and life experiences at the forefront.  
 
Please do not hesitate to contact Eric Gascho, NHC Vice President of Government Affairs, if you or 
your staff would like to discuss these issues in greater detail. He is reachable by phone at 202-973-
0545 or via e-mail at egascho@nhcouncil.org. 
 
Sincerely,  
 
 
 
Marc Boutin, JD 
Chief Executive Officer 

                                                           
4  Avalere Health. A Multi-Stakeholder Vision for Patient-Centered Measurement in New Payment and Delivery Models. 

January 2015. Available at: http://avalere.com/expertise/life-sciences/insights/avalere-white-paper-facilitating-a-transition-to-
using-pros-to-measure-perf. Accessed January 18, 2016.  
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