
 

Redefining Functional Status: 
A Patient-Led Quality Measurement Effort 

 

Background 
 
In 2018 the National Coalition for Cancer Survivorship (NCCS) was awarded a grant from the American 
Institutes for Research (AIR), with support from the Robert Wood Johnson Foundation, to lead a group 
of cancer survivors in defining a new quality measure concept to represent cancer survivors’ ability to 
return to functional status (RFS) following cancer treatment. NCCS assembled a committee of 
experienced patient advocates who represent diverse cancer experiences and types of cancer to define 
quality measures that are meaningful to survivors. Using a novel project design to develop a conceptual 
definition of functional status, during and after cancer treatment, NCCS was the only patient advocacy 
organization selected in a highly competitive selection process.  
 

Methods 
 
In addition to the patient/survivor committee (RFS Committee), NCCS also convened a technical expert 
panel (TEP) comprised of oncology clinicians and quality experts to provide guidance and support to the 
RFS Committee and project team.  
 
Early in the project, the RFS Committee members redirected the planned scope in several critical ways. 
First, the committee objected to the proposed measurement population, which was limited to cancer 
survivors completing treatment. Instead, the committee concluded that measures must also include 
people with chronic or metastatic cancer diagnoses who receive extended cancer treatment, and that 
the committee membership should be expanded accordingly.  Second, committee members concluded 
that the term “return to functional status” is inadequate, and could be detrimental to efforts to improve 
patient-centered care. They noted that the term implies the expectation of regaining a functional status 
equivalent to pre-diagnosis. Finally, the committee recommended that a stronger consensus would 
come from input from more cancer patients, survivors, and advocates. For this reason, the project team 
added social media outreach to the project methodology, leveraging the connections (e.g., Facebook 
groups, Twitter chats) of NCCS and committee members.  
 

The figure to the left demonstrates the overall 
consensus methodology for the project. The RFS 
Committee members served as the Delphi Panel. 
Themes from committee brainstorming and the 
social media outreach, coupled with a detailed 
literature search, informed the Delphi survey 
development. Standard RAND Delphi survey 
methodology was followed, and panelists first 
completed Survey 1.  Areas of disagreement and 
uncertainty were the focus of discussion during a 
two-day meeting, followed by Survey 2 
completion/scoring.  
 

Patient 
Committee 
brainstorm

Social media 
outreach

Detailed 
literature review

RFS Delphi survey 
development

Survey 1 
completed and 

scored

In person Delphi 
meeting

Survey 2 
completed and 

scored

Committee 
refined prioritized 

outcomes



 

Following the in-person meeting, the committee met via conference call twice per month for 
focused measure development and specification. Discussion was facilitated and technical, but the 
committee’s defined role of guiding the project was maintained. During these specification sessions, 
the committee determined the refinement of the priority patient reported outcomes, the 
timeframe for outcome assessment and quality measurement, and definitions. Perhaps most 
notably, the committee continued to direct the project scope, and determined that patient-
reported outcome measures alone were insufficient. The committee prioritized several process and 
experience outcomes for a measure set. The project team selected PROMIS instruments to measure 
each domain because it is available for free, has widespread domain inclusion, and has undergone 
significant testing, including in cancer populations.  
 

Key Findings 
 
Patient leadership resulted in challenges to common jargon, because the words we use matter in 
defining quality. As previously noted, early in the project, committee members concluded that 
“return to functional status,” our initial label for the project, did not resonate with them. The 
project team spent considerable time over multiple meetings discussing the name. Ultimately, the 
group felt that “functional status” was important and conveyed something different and more 
specific than a general term like “quality of life.” They did not like the idea of “returning” to 
something because the reality of cancer is that life is never the same after a cancer diagnosis. The 
committee decided on “redefining,” because it acknowledges that patients and the health care 
team have an active role in determining functional status after a cancer diagnosis. This small but 
important change indicates active engagement during the cancer trajectory to prepare patients for 
changes and in managing functional status impacts. 
 
Throughout the project, the committee’s discussion illustrated myriad gaps in the existing cancer 
care system in assessing/addressing functional status, and by extension in supporting those with 
cancer in redefining functional status during treatment and into survivorship. The team collectively 
concluded that measurement alone will not address these gaps, and that a broader set of 
system/practice reforms are required. That said, NCCS continues to support quality measurement 
regarding redefining functional status as critical to better define gaps and to provide a roadmap for 
improvement efforts.  
 
The Delphi methodology resulted in the following prioritized patient reported outcome 
measurement domains:  global quality of life (including overall physical and mental health), physical 
function, pain, fatigue, cognitive function, and psychosocial illness impact (including emotional 
problems, depression, independence, sense of control, and resilience). Further, one of the project’s 
main consensus recommendations was a core requirement that cancer providers conduct routine 
functional status assessment (including, at minimum, the prioritized domains) to help those with 
cancer to redefine functional status during treatment and survivorship. Unfortunately, the RFS 
Committee consensus and published literature indicate that standard assessment of these domains 
is the exception, rather than the norm, in cancer care today. As such, we added a group of process 
measures regarding routine assessment of these domains via validated survey instruments into the 
RFS measure set. The process measures will help enumerate the current performance gap and 
highlight initial opportunities for improvement.  
 



 

The committee also concluded that an RFS measure set must evaluate providers’ reaction to any 
poor or concerning patient responses to any administered survey. Thus, the final measure set also 
includes a group of process measures regarding provider action taken, as needed.  
 
Finally, the committee prioritized 
inclusion of measures regarding side 
effects and late effects of cancer 
treatment, as well as the financial 
impacts of cancer. Group evaluation of 
these domains revealed that 
measurement is best focused on the 
quality of provider communications and 
information sharing. Thus, the RFS set 
includes indicator statements regarding 
patient experience outcomes in these 
domains. Survey development and testing 
may be required in these areas to allow for full performance measure development.   
 

Lessons for Patient-Led Measure Development 
 
Overall, this project illustrates the value in patient advocacy organizations taking a leading role in quality 
measure development. As an organization that represents and advocates for patients, NCCS focuses first 
on the needs of patients, while remaining highly attuned to the broader context of the health care 
system and sound public policy. NCCS identified patients and survivors who had been active in advocacy 
programs and initiatives with NCCS and other organizations, with an eye toward diversity of cancer 
experience (site and stage), age, gender, race, ethnicity, and life experience. RFS Committee members 
did not have experience with quality measurement prior to the project. All are active advocates in their 
own disease community (e.g., metastatic breast cancer, colon cancer), but their advocacy has focused 
on research, clinical trials, patient support, and legislative advocacy. Several committee members said 
they now understand the value of quality measurement broadly and have an interest in continuing their 
involvement in quality measurement efforts.  
 
Throughout the project, the team and committee took a holistic view of patients as whole people, not 
just their disease. The committee prioritized outcomes that reflect the psychosocial needs of cancer 
patients and survivors – needs that are less likely to be considered or met than the physical symptoms 
and side effects of cancer treatment. 
 
Committee members expressed optimism that the measures specified in the project will help improve 
care and improve the patient experience. One said, “Patients aren’t always comfortable letting their 
provider know what they are experiencing, and having a quality measure that allows a patient to share 
their concerns, issues or changes can overcome the fear or intimidating nature of speaking up.” Another 
said, “Patient-centered quality measurement is likely one of the few effective ways to influence provider 
behavior when it comes to how they treat, interact, make assumptions, etc. with patients. We are long 
overdue to move past patients’ anecdotal stories and feedback about their experience and firmly 
entrench it in measurement and comparable data.” Another said, “Providers tend to ignore the 
functionality question if they’ve got the cancer under control. They often say the short and long-term 



 

impacts aren’t an issue (from the provider’s point of view) if the cancer is stable.  But that’s not right 
and quality of life is ignored. We need to overcome this. Providers (and patients) need to consider this 
as a component of decision making.”  
 
NCCS let the committee’s input and decision-making guide us and, at times, that led to results that were 
not exactly what the team envisioned at the beginning of the project, resulting in changes in the scope 
and definitions, based on the committee’s direction. The project team saw what it truly means for a 
project to be patient-driven: if you ask patients what they want, you need to be prepared to listen and 
change course when the answers you received are not what you anticipated.  
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