NCCCP Day 2 Breakouts (Afternoon session)

Quality of Care  & Survivorship 

Members of the NCI Program Advisory Committee (NPAC) moderated the NCCCP breakout session on Quality of Care (Steven Clauser, Outcomes Research Branch chief) and Survivorship (Julia Rowland, Office of Cancer Survivorship director). The following notes reflect issues/questions/feedback from the site representatives, NOT the substantive information presented by the NPAC and other staff.
Dr. Clauser characterized the session as moving from the broad overview to rolling up our sleeves and getting to work on some of the NCCCP initiatives. Specifically for this group, the baseline assessments, reporting mechanisms, templates and data collection details, and oversight activities; or: what are we going to do, how are we going to do it, and how can we organize that into a working plan.
The watchwords in the provision of cancer care these days are measurement and accountability. Both of which will be reflected throughout the NCCCP program. An underlying premise that reflects the medical care community is that any patient who has cancer surgery and is a candidate for evidence-based therapy should be entitled to receive adjuvant therapy
Andrew ►?, Ph.D. described the Electronic Quality Improvement Program (e-QIP) a project out of the American College of Surgeons Commission on Cancer (CoC) that NCI has been part of for a couple of years. Focusing on the sites of BrCa and CRC, they developed a system of measurements and outcomes reporting on basic components of clinical care that are required for formal CoC approval of programs in the field, which are synthesized into the measurement of six distinct patient-centered events. The BrCa component was rolled out in October 06 and the CRC piece in March 07. Data from retrospective case reviews are submitted through state and local cancer registries (such as those used in the SEER project, but all over the country).
There are about 850-900 programs in the field (including all of the NCCCP sites) submitting data on an ongoing basis, which constitute the National Cancer Data Base (NCDB). Also sponsoring the eQIP project were the National Comprehensive Cancer Network (NCCN) and the American Society of Clinical Oncology (ASCO).
By way of illustration, he had compiled outcomes for the 16 NCCCP sites, which were ranged against other data. The caveat is that with an n of 16, the average data compilation for the NCCCP sites is more volatile, compared to hundreds of data sources behind the “community” lines in the chard.
One member asked about therapy that was considered and not provided.


All such information comes through, as long as it’s in the medical chart.

Is this just a collection of data?

No. It’s an interactive web-based application that can be queried and which undergoes continuous live real-time reconciliation. It also provides a series of tools that let the registry more accurately find missing data.

It was observed that most treatment for BrCa is outpatient, with a consequent proliferation of possibly incompatible records, and much more activity that probably isn’t captured.

That’s a common criticism of cancer registry data, and there is also inconsistent reporting in different institutions. Radiation oncology is better, because of ACRIN, plus it’s usually hospital-based. But in medical oncology practiced outside of institutions, clearly there’s a gap between the data and what really happens.

Is this data available continuously?


Yes, 24/7. As to the analyses and breakdowns, that’s a work in progress, but with the raw data you can develop your own.

How can systems use this?

This data isn’t perfect by any means, but for now the best available from these sources, and should be useful both for comparisons between systems, as well as for pointing to major themes that jump out, all caveats notwithstanding. We know that once issued, guidelines take about 6-7 years to migrate into the community. One site said they just go over records looking for any patient who has NOT received adjuvant therapy, and then follow up. Many of those did in fact get treated but the records had not caught it.
What happens as the community tries to reconcile its numbers?

Any of the mechanisms (registry data) require some time to develop consensual “minimum levels for acceptable performance.” Accountability takes some time to settle down.

Using the 16 sites to view where they were 2.5 years ago and now, you can see that nearly all have improved by more than 10 percentage points in becoming compliant, and most are now clustered near the top, though 5 or so have not change much. Again, these comparative data provide a context for talking about improvement, standards, and performance. They should not be used as meaningful comparators by outside evaluators, though they may refer to them in discussing general areas of concern, and as the data mature, they probably are more meaningful in reflecting change within an institution.
Is there a danger that institutions will use this framework to fix their “process,” and thus improve their numbers without improving the quality of care in a meaningful way? That is, does this measurement really matter? In those institutions that have improved, did they get better process or actually improve the delivery of quality care? 
Better care because these data are based on retrospective rates, but they do need to demonstrate the process that provides it.

How to validate the data?


So far it’s on the honor system.

Can we get these CoC slides and have access to the uncoded data?


It will take a few days, but of course.

Dr. Krasna: This is a great pilot project, the first concrete opportunity to illustrate something NCCCP can do and we’re delighted CoC has engaged us that way. When we applied for the pilot in our RFPs, our main objective was to improve multi-disciplinary care. These are surrogate markers for Multi-disciplinary care. I suggest we need some direct, not surrogate, markers directed at the specifics of multi-D care.

Next there was a presentation by ?Kristen McNiff? On the Quality Oncology Practice Initiative (QOPI) by ASCO. Individual sites and private office-based medical oncology practices can register to participate, provide data, and in turn get evaluated over time. The project was described in the Journal of Clinical Oncology, 23;25: 6233-38.
Dr. Clauser suggested that some NCCCP sites might want to take COPI on as an additional mechanism to enhance community practice in outside care. 
Should NCCCP push for adoption of a common data entry/IT standard?

Dr. Rowland pointed out that it might be a good way to bridge the IT gap by adopting a common platform, and that ASCO people should be in touch with that committee in NCCCP.
Ascension Health has a mapping and nomenclature project that could be informative about these issues, and CHI is also looking two of the main national vendors of that kind of database system.
It was noted that the start-up involves re-coding and entering all of the past office data, and that probably needs to be done by the physicians, which poses a challenge for docs in private offices to find the time required for start-up. Could NCI point to or actually provide consistent abstracting services?

It’s under consideration, though discussions thus far indicate oncologists might completely welcome or utilize something like that.
A gentleman attending the meeting (Dr. Hayes [sic] from Anapolis) not part of a site team identified himself as running a private oncology practice and participating in the beta-testing of QOPI. He ratified the value of the program, as a way of validating with data a “general sense” that we are doing things more or less right. He reinforced the value of this approach as a way to move into the era of electronic recordkeeping.
Dr. Krasna suggested as another example and possible model, STS (sic) the New York state system of registering data for cardiac/thoracic surgery, though unlike QOPI, it is mandatory.
Dr. Julia Rowland, Director of the Office of Cancer Survivorship.
Two of the QOPI measures she’s interested in: assessment of pain indicators and referral to hospice.

There is one basic required deliverables relating to survivorship, even though it’s not one of the four basic pillars of NCCCP, and that’s a care summary, tumor characteristics, staging , kinds of drugs, if radiation, how much and where, surgical procedures and complications. Because of the mobile nature of society, patients need to maintain those portable records. ASCO also has a way to track that data. While there is no proof this correlates to an improvement in care, a lot of anecdotal evidence supports an increased sense of empowerment.
Is there a general template that cooperative groups (COGs) use or NCI recommends for these measures?


Children’s Oncology Group has an instrument that is exposure-based. Otherwise, oncology practices are not routinely providing a record that compares to the data generally collected for surgery and radiation. The new model is to provide a record of whatever a cancer patient’s doctor would want or need to know. And patients say that language is fine, it doesn’t need to be “dumbed down,” and thereby provide an extra burden to create. A relevant article in the literature on this subject appeared in the April 2007 issue of the American Journal of Nursing. Dr. Rowland also referenced a followup publication to the Institute of Medicine Adult Survivor Report, which has an essential collection of summary information for anyone doing survivor research, as well as the Proceedings of a followup workshop on the delivery of such care plans. She made the point that “treatment summaries with exposure information” are NOT the same as a care plan; that is much broader, and asks physicians to provide information about downstream late effects.

Several sites said they already have something comparable in place. One site is working on an electronic toolkit (record of medical history, films, medicines) that is stored on a USB thumb drive designed to be kept on a keychain; surveys after 3 months indicate very positive response. Dr. Petrelli reports something similar in Delaware. CHI is planning to do the same, including both care and follow-up plans. He suggests the NCCCP could be a 16-site beta group to do this systematically. Possibly look at the several early marketplace vendors and develop an intervention that could be one of the pilot deliverables.

Dr. Petrelli suggested that NCCCP has become a de facto consortium/coalition, and wonders if some NIH or other grants might be available that they were not aware of. Avon was mentioned as a possible source for funding disparities research. Participants said not to overlook the Lance Armstrong Foundation (LAF) and the American Cancer Society, each as possible sources of funding subprojects, but even more importantly as organizations that have been developing programs and research in the QoC/Survivorship domains.

How might the sites decide among the numerous opportunities to craft the NCCCP in these domains?

Because the field is wide there are numerous opportunities; we should probably begin by surveying all sites to see what specifics they have in place for aftercare (a baseline that would be important for NCCCP evaluation). We should be careful about dispersing our energy, and think about 3-5 programs we’ve heard about currently at our sites that likely to yield results and which could then be shared outward in meaningful form. They may not be ready to vet and disseminate right now, but could be considered as a candidate for NCCCP-wide pilot activities. If so, need to prove their impact with data, build evaluation components into them, and tailor them to pre/post testing for outcomes and value-added.


At Christiana Hospital in Delaware we have one with three components of a survivor program that begins after treatment: a multi-D survivorship center oriented to including the private practice physician in a program focusing on psychosocial issues; second, a self-help workbook/tool that grew out of a survey of their survivors; third, evening educational programs they can attend.
Should the NPPPC project on QoC/Survivorship orient around a disease-site model? 
The NPAC leadership is suggesting that NCCCP take advantage of the deep evidence base that exists  for both BrCa and CRC, which would provide a context for testing a model(s) of care, showing it works, and how to disseminate it into the community. Dr. Krasna points out that recent research on providing multi-disciplinary care has shown successes in stage III lung cancer, which is an area where, historically, not much progress has been made.
A Patient Survey Instrument exists at NCI, which is planed to become part of the deliverable package in NCCCP. It measures the well-being of individuals coming to the sites, using measurement domains, quality of care indicators, outcome and process metrics–essentially a way to benchmark progress and change. 
Each NCCCP site will be able to tailor the generic survey to programs and populations at their institutions, but data need to be constructed to aggregate in order to provide a coherent, somewhat comparative picture of the range of needs and how they are being met across the sites. Site IRB approval will be required, but not necessarily informed consents for each survey respondent. NCCCP is considering baseline at 6 months post-diagnosis and then 18-month follow-up surveys to be given to 300 patients at each site, but many questions need to be answered (which populations, disease-site specific, in which languages besides Spanish).
How to avoid institution bias?


Most sites already have experience working with patient-satisfaction groups, and can build in a layer of validity using them. That also minimizes the delay that would attend NCI trying to do it globally for the overall project. Avatar is a provider that has developed a product several sites have used successfully, but it may be that our developed instrument could be administered by different vendors at each site after common training. NCCCP needs to make an early decision on this to get the baseline data as soon as possible.
How to get timely, meaningful data?


Dr. Krasna pointed out that the 3-year timeframe of the project lends itself to us making choices where meaningful data emerges more quickly because of the disease process, such as the reduced survival of lung cancer patients. Much survivorship data is built around longer, 5-10 year followup. Orphan malignancies, for example, though hard to do because of numbers, might work here using the large NCI umbrella. Dr. Rowland mentioned a project underway in Canada around NCCN’s distress screening guidelines, using an electronic algorithm to identify and track people whose situation puts them at high-risk and most in need of psychosocial support, which incidentally would make them a good candidate for such a survey. It’s a given that our 3-year time frame isn’t really enough to show this kind of impact routinely, so there are built-in challenges.
Committee charge and structure.
There are real opportunities to gather data that will spotlight these issues. The basic questions is “How are we using multi-d care to improve care delivery and meet patients’ needs?” Still might be a good idea to fit our effort into the BrCa and CRC context, because so much data and infrastructure has already been established. Then pick a few focused issues; e.g.when care is first considered but not delivered. This group needs to help us develop some options within that model, and the sooner the better to get meaningful baseline data. Then it would be important to connect that approach to what is going on in the community.

Given the distinct and easily segregated issues of Quality of Care and Survivorship, it was decided to have co-chairs designated in each realm, possibly with separate monthly calls for each. (Notwithstanding overlap in things like the patient survey, which is a priority to get moving quickly). 
Dr. Petrelli from Christiana Hospital is heavily engaged currently as President of the Society of Surgical Oncology, he agreed to be heavily involved through Tricia Strukowski (director of the care management department at Christiana) as the actual Quality of Care co-chair, which several agreed would accomplish the goal of having a non-physician as one of the group leaders. Dr. Jeffrey ►? Was named as Survivorship co-chair. Dr. Krasna (already a cochair of the Clinical Trials Committee) volunteered to liaise and help the group focus on “Assessing the impact of Multi-disciplinary care.” He also re-emphasized the possibility of this Committee finding other IM and EM funding at NIH or other sources outside of NCI for projects that none of them would have qualified for (or really conceptualized) as individuals or single institutions.
An early driver will be a quick decision about which projects we decide on that require quantitative assessment of process, and there will be a CoC data collection this fall that we could piggy-back on if we were ready. Also early decisions need to be reached on how sites will share data among themselves, and how to collect it uniformly across the sites. Each site will file quarterly progress reports on their individual workplans to the contractor, SAIC, but this committee will engage issues of reporting for the purposes of evaluation at the larger NCCCP level.
