September 8, 2006

Dear xxxx: [The following letter was sent to several representatives of the Executive and  Legisalative branches]
The National Council on Independent Living (NCIL) is excited to join forces with the centers for independent living (CILs), state independent living councils (SILCs), the Rehabilitation Services Administration (RSA) of the U.S. Department of Education, and the federal Office of Management and Budget (OMB) to improve programs serving people with disabilities.

As you know, social programs of all types are now accountable not only for smooth and efficient operations, but also for achieving positive outcomes for beneficiaries.  It is no longer sufficient for programs to be prudent stewards of program resources, to offer appropriate services, or even to work hard.  While these tasks are essential, it is also important that program inputs, activities, and outputs lead to positive outcomes, at both the individual and the community levels.
Agreeing completely with this emphasis on outcomes, and responding to forward-thinking encouragement from local CILs, NCIL has launched a 16-person Outcomes Task Force to move the independent living community more firmly into this orientation.  Our Task Force will make explicit the desired outcomes of the CIL program, identify measurable indicators for these outcomes, and establish practical, consistent procedures for measuring these indicators.  This Task Force has been operating for several months and will continue for the foreseeable future.

Because our commitment to outcomes overlaps so extensively with similar interests within both RSA and OMB, NCIL has invited these two organizations to work closely with our Task Force, and I am delighted to report that their cooperation and assistance has been remarkable.  In particular, Mr. Thomas Kelley, Mr. Felipe Lulli, and Ms. Teresa Cahalan from RSA and Ms. Jameela Raja Akbari from OMB have given generously of their time and knowledge and have added considerably to our progress.  While we at NCIL have not always agreed with every decision of RSA or OMB, I want to acknowledge their excellent support to date on this effort.  Our current collaboration is, in my opinion, an exemplary model of how advocacy organizations and the federal government should cooperate.
NCIL’s ultimate assignment to our Task Force is to provide individual CILs around the country with the tools to measure and interpret, on a regular basis, the extent to which they are achieving the desired outcomes for the persons and communities they serve.  That is, NCIL views outcome measurement first and foremost as a way for local CILs to continually improve programs, and to a remarkable degree, individual CILs are eager to begin.
We realize, however, that outcomes could also be aggregated in order to describe the achievements of the CIL program as a whole, and we welcome that opportunity as well.  NCIL looks forward to helping various audiences better understand both our accomplishments and our challenges, and we recognize that RSA and OMB also need to portray the aggregated CIL program as a whole.  By using agreed-upon outcome measures gathered consistently across all CILs, each of our organizations can obtain the program-wide information for our respective needs.  However, NCIL remains firm in our belief that it would be methodologically inappropriate to compare individual CILs against each other, since each CIL serves a unique population and community in a unique way.
Measuring outcomes is not easy, and our Outcomes Task Force has already developed an appreciation for the complexities involved and a respect for those persons in RSA and OMB who have wrestled with the challenges on their own.  We believe that NCIL’s involvement will bring to these discussions the CIL-level expertise that is so essential for grounding future decisions in program reality.

However, it is already apparent that one large challenge will be to develop an effective new outcomes system in the presence of RSA’s current reporting requirements.  As you may know, RSA gathers information from local CILs via an annual report, known as the 704 Report, which is required under Section 704 of the Rehabilitation Act of 1973.  The current 704 Report gathers information for three outcome measures and one efficiency measure.  We at NCIL acknowledge the good-faith efforts of RSA and OMB to develop these measures.

Nonetheless, in the spirit of open and frank collaboration, we must also acknowledge that, in our opinion, these four measures are seriously flawed.  They will not only fail to provide the accurate program-level view we all desire, they will almost certainly present a distorted view of the CIL program, a distortion that will benefit no one.  For example:
*  One newly required 704 measure is “the percentage of CIL consumers who report having access to previously unavailable transportation, appropriate accommodations to receive health care services, and/or assistive technology”.  Certainly these are three important needs, but by no means the only needs.  Yet the 704 emphasis on these three needs has already spurred some CILs to alter the services they provide in order to please the funder, whether or not these three needs are the most prevalent in the local community.  Certainly this is not what RSA and OMB intended when they highlighted these three areas of interest.
*  We agree it is important to measure the percentage of community services available to persons with disabilities.  Yet the 704 Report measures the availability of these community services by counting how many CILs have “staff, board members, and/or consumers creating/participating” in various community functions, an entirely different concept.  Clearly, there is a logical mismatch between this objective and this indicator.

* A serious gap in the 704 involves the lack of outcomes for community-level achievements.  Each CIL works to improve conditions for individual persons with disabilities, but almost every CIL also works to improve conditions community-wide.  In fact, we estimate that up to 40% of all CIL funds may be directed to achieving community-wide improvements.  This is a fundamental and essential part of NCIL’s approach to the CIL program, and any representative set of outcomes must capture this vital aspect of our work.

*  The 704 Report currently measures the efficiency of RSA’s CIL program by counting “the number of months from due date to the release of CIL data to the public”.  Public disclosure of program data is an important function for RSA, yet considering this a measure of the program’s “efficiency” stretches OMB’s own definition too far.  Our Task Force readily agrees with the need to measure the efficiency of the CIL program, and we look forward to continuing to work closely with RSA and OMB on this issue.
*  Because of the mid-year timing of the 704 revisions, different CILs have responded to these new reporting requirements in different ways.  Some CILs are relying on existing consumer service records, but others are creating new surveys, changing consumer intake forms, and modifying goal reporting forms.  Centers need 18 months lead time before any changes are made to the 704 Report, so that they have an opportunity to modify data collection systems in an orderly way.  Without this lead time, data from CILs will inevitably vary, and RSA and OMB will eventually be aggregating apples and oranges, but without realizing which is which.

In summary, NCIL strongly supports the concept of measuring outcomes for the CIL program, but we are unable to support the measures required in the current 704 Report.  As constituted at present, these measures neither reflect the essence of the independent living philosophy nor capture the impact of our core independent living services.  We realize that RSA and OMB has no choice but to continue using the present measures for now, but NCIL hopes that within 1-2 years, the current 704 measures can be replaced by an agreed-upon set that more accurately reflects the totality of the CIL program.
We are convinced that our Outcomes Task Force, together with the excellent collaboration of RSA and OMB, can produce these more-appropriate measures, and we will continue working toward that goal.  Because of your important role in this issue, we will certainly keep you informed of our progress.
Thanking you again for your important support and encouragement, I am

Sincerely,

Kelly Buckland
President, NCIL

