PROGRESS ON NFI SOLUTIONS, NFI-RELATED ACTIVITY, AND NEXT STEPS

Table 6:
Centers for Disease Control (CDC)


	NFI Chapter:   Solution Category

[NFI Domain]
	2003 Update of NFI Activity

and Funding
	2004-2005 Next Steps



	Chapter 1:

Coherent, Cost-Effective Structure, Administration, and Financing

[Health]
	· Research grants on the prevention of secondary conditions (National Center on Birth Defects and Developmental Disabilities, NCBDDD):  The Disability and Health Team administers awards to state health departments, universities, and national organizations to: 
· assess and monitor disability prevalence (1 project)
· assess the health status and quality of life for people with disabilities (4 projects)
· describe risk factors and costs associated with secondary conditions and poor health (14 projects)
· develop health promotion interventions to reduce secondary conditions, and evaluate intervention effectiveness and costs (9 projects)
· offer training to health professionals interested in the field of disability and public health (1 project)
· support conferences to facilitate and stimulate dialogue; disseminate and exchange information; establish research and policy priorities; outline and undertake next steps (7 projects).
	· National Center on Birth Defects and Developmental Disabilities (NCBDDD) expects continued support of these programs at level funding.
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	Chapter 1:

Coherent, Cost-Effective Structure, Administration, and Financing

[Health]
	· Research grants on the prevention of secondary conditions (NCBDDD), continued:  These research projects will facilitate the determination of future program direction nationally, and form the scientific foundation for applying such findings and recommendations to state projects.  States can utilize effective interventions to conduct programs that use the public health approach among populations with which close associations, mutual trust and expectations have been generated:  $3 million in FY 2003
	

	
	· State-based programs for health promotion for people with disabilities (NCBDDD):  States have developed strategic plans to address needs of people with disabilities, utilized advisory councils to shape program policy and direction, conducted targeted interventions tailored to people with mobility, communication, and cognitive/learning disabilities.  

· States have used the Behavioral Risk Factor Surveillance System (BRFSS) and other developed survey instruments to identify the magnitude of disability and worked on addressing environmental issues as they relate to participation and access to preventive health care services, transportation, independent living, and related programs as integral components to full integration into the community as characterized through the International Classification of Functioning (ICF).  
	· NCBDDD expects continued support of these programs at level funding.
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	Chapter 1:

Coherent, Cost-Effective Structure, Administration, and Financing

[Health]
	· State-based programs for health promotion for people with disabilities (NCBDDD), continued:  State projects have also collaborated with Healthy People 2010 Objectives in building their programs, and many have established specific state programs around this document and utilized it as their own strategic plan for addressing the health and quality of life for people with disabilities.  $5.2 million in FY 2003.  The current 16 states have three levels of activity.  

· Level I projects focus on implementing community-based health promotion programs targeting people with disabilities; 

· Level II projects focus on developing a state health plan that includes people with disabilities and planning health promotion interventions; and 

· Level III projects focus on developing state health department infrastructure and program planning to support a disability and health program:  
	

	
	· Information and Resource Centers (NCBDDD):  The CDC Disability and Health program provides financial assistance and works with 3 centers:  
	· NCBDDD expects continued support of these programs at level funding.
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	Chapter 1:

Coherent, Cost-Effective Structure, Administration, and Financing

[Health]
	· Information and Resource Centers (NCBDDD), continued:  

· The National Center on Physical Activity on Disability:  Established through a CDC award in 1999, this Center represents a joint effort between the Department of Disability and Human Development at the University of Chicago, Rehabilitation Institute of Chicago, and National Center on Accessibility at Indiana.  Located within the University of Illinois, the Center serves as a national clearinghouse to gather, organize and consolidate existing information and to synthesize resources on physical activity for people with disabilities, and facilitate dissemination to consumers, practitioners, and disability and service organizations.  The Center website http://www.ncpad.org provides a searchable, on-line database of information regarding all aspects of physical activity as well as fact sheets and bibliographies on topics related to specific disabilities and physical activity.  Also available is a voice and TTY toll free line where callers can receive referral and individualized information from specialists. Principal Investigator: James Rimmer, University of Illinois, Chicago, 312/413-9651  jrimmer@uic.edu. 
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	Chapter 1:

Coherent, Cost-Effective Structure, Administration, and Financing

[Health]
	· Information and Resource Centers (NCBDDD), continued:  

· The National Limb Loss Information Center, Knoxville, Tennessee. The grantee, based at the Amputee Coalition of America, has established the first nationally visible limb loss resource and database of literature and referral sources to respond to the needs for information and referral, publications, prosthetic resources, and peer support. In addition, they conduct an annual meeting each summer to bring together the Coalition's national constituency to review and advance its information sharing mission and clinical and outreach products. This center provides information through various media, including a magazine, website, toll free number (1-800-267-5669), e-mail information service – NLLICinfo@amputee-coalition.org for people with limb loss, family members, and providers and peer support groups across the country.
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	Chapter 1:

Coherent, Cost-Effective Structure, Administration, and Financing

[Health]
	· Information and Resource Centers (NCBDDD), continued:  

· The Christopher and Dana Reeve Paralysis Resource Center, Short Hills, New Jersey. This Center officially opened April, 2002.  This new Center is designed to help improve the quality of life for people with paralysis.  This coordinating facility houses a staff of information specialists, a library, and a website to provide educational materials, referral services, and self-help guidance to those living with paralysis, their families, and caregivers. In addition to providing information services related to paralysis, the Center also awards community-based health promotion grants twice a year. For more information, contact the Christopher and Dana Reeve Paralysis Resource Center at (800) 539-7309 or www.paralysis.org: $4.15 million in FY 2003.
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	· Epilepsy Program (National Center for Chronic Disease Prevention and Health Promotion, NCCDPHP):  As a follow-up to its communication campaign for teens with epilepsy, CDC is developing a resource kit to support and empower parents of teens with epilepsy. See the Epilepsy Foundation site geared for teens http://www.e2respect.org   
· CDC funded Living Well with Epilepsy II: A Conference on Current Issues and Future Strategies, the second national conference on public health and epilepsy.  CDC collaborated with The Association of State and Territorial Chronic Disease Program Directors to examine issues and expectations for the role of states in addressing public health issues related to lower prevalence chronic conditions, and produced a report outlining specific recommendations for a framework for state-based epilepsy programs.  See http://www.chronicdisease.org/files/public/epilepsy_report.pdf.
	· CDC (NCCDPHP) is continuing to develop materials to support and empower parents of teens with epilepsy.  A partnership with the national Epilepsy Foundation is underway to develop and implement programs to enhance epilepsy public awareness and promote partnership, education, and communication. 
· CDC (NCCDPHP) is supporting population-based epidemiological studies of epilepsy prevalence, incidence, and healthcare needs in the Navajo Nation, northern Manhattan, New York City, and South Carolina.  CDC is investigating transportation issues that affect the quality of life of persons with epilepsy. CDC has developed a survey tool to determine public perception regarding epilepsy, is assessing the quality of life of older persons, with epilepsy and is conducting population-based studies of neurocysticercosis, an identifiable and preventable cause of epilepsy.
· CDC (NCCDPHP) is investigating health care issues that relate to health outcomes in those with epilepsy and is reviewing national data sets and state survey data to analyze trends in access to care, levels of care, and other demographic variables related to epilepsy.


	NFI Chapter:   Solution Category

[NFI Domain]
	2003 Update of NFI Activity

and Funding
	2004-2005 Next Steps



	Chapter 1:

Coherent, Cost-Effective Structure, Administration, and Financing

[Health]
	· Epilepsy Program (NCCDPHP), continued:  CDC completed extramural research to develop a sensitive and specific algorithm to identify cases of epilepsy in managed care organization populations, to enable studies of epilepsy incidence and prevalence using administrative health care data.
	

	
	· Arthritis Program (National Center for Chronic Disease Prevention and Health Promotion, NCCDPHP):  The primary goal of CDC's arthritis program is to improve the quality of life of people affected by arthritis; in 2002, 36 states were funded by CDC to work toward this goal. These CDC-funded states are building arthritis programs, developing action plans with their partners, and conducting pilot projects to improve the quality of life among people affected by arthritis.  See Exemplary State Programs http://www.cdc.gov/nccdphp/exemplary/arthritis.htm 
· Many states are increasing the availability of the Arthritis Self Help Course (a self management education program that has been shown to decrease pain and reduce the number of physician visits) and physical activity programs so more people can be reached.
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	Chapter 1:

Coherent, Cost-Effective Structure, Administration, and Financing

[Health]
	· Arthritis Program (NCCDPHP), continued:  CDC is also working with state health departments and the Arthritis Foundation to implement a health communications campaign that promotes physical activity among people with arthritis aged 45-64 in lower socioeconomic levels. The campaign consists of taped radio spots, radio scripts, brochures, and print pieces with the theme line "Physical Activity: The Arthritis Pain Reliever."
· Many states are increasing the availability of programs like PACE® (People with Arthritis Can Exercise, a physical activity program for persons with arthritis) and the Arthritis Self Help Course (a self management education program that has been shown to decrease pain and reduce the number of physician visits) so more people can be reached.   For more information on PACE see: http://www.arthritisfoundation.org/events/getinvolved/programsservices/pace.asp  and for more information on the Arthritis Self Help Course see:  http://www.arthritisfoundation.org/events/getinvolved/programsservices/arthritisselfhelp.asp   
	· CDC (NCCDPHP) will continue to work with state health departments and the Arthritis Foundation to implement a health communications campaign that promotes physical activity among people with arthritis aged 45-64 in lower socioeconomic levels.  The campaign consists of taped radio spots, radio scripts, brochures, posters, and print pieces for newspapers and newsletters with the theme Physical Activity: The Arthritis Pain Reliever.  This campaign was rolled out in January 2003 and will be implemented in 33 of the 36 CDC-funded states.
· CDC continues to fund community research to better understand arthritis, why arthritis occurs and progresses, and to find and evaluate the best strategies to improve the quality of life and to reduce disability.
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	Chapter 1:

Coherent, Cost-Effective Structure, Administration, and Financing

[Community Integration]
[Health]
	· American Community Survey (ACS) Subcommittee on Disability Questions (National Center for Health Statistics, NCHS):  NCHS has taken the lead to reexamine the disability questions used in the Census and the subsequent ACS to identify the U.S. population with disabilities.  The objective is to improve the Census/ACS questions in order to provide necessary data for agencies needing to address service needs and equalization of opportunity under the ADA.

· Since its inception in September of 2002, the ACS Sub-Committee on Disability Questions has met on a monthly basis.  Initially, we reviewed the process involved in producing the Census 2000 questions on disability, in addition to relevant articles, and discussed objectives of the group as well as constraints on the process and recommendations for areas of focus.  We have discussed the plan for the ACS and the timeframe for developing new or modified questions on disability.  It was agreed that 18 months is the relevant time frame for changes to be made and fielded in 2008.  
	· NCHS will begin cognitive and field testing of questions developed by the committee.  Evaluate the tests and report back to the full ACS committee for implementation into the ACS Survey by 2008.
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	Chapter 1:

Coherent, Cost-Effective Structure, Administration, and Financing

[Community Integration]
[Health]
	· American Community Survey (ACS) Subcommittee on Disability Questions (NCHS), continued:  NCHS has examined the purposes of the participating Federal agencies for disability measurement, and asked agencies to provide information regarding their statutory requirements for disability data, how they currently use Census data on disability, and whether their needs are being met by the available data in order to inform our decision regarding modification of the census questions on disability for the ACS. From the materials gathered for this process we have produced an updated matrix that identifies agency mandates regarding disability issues and their data needs.  In addition, the ACS subcommittee reviewed results of the Census 2000 Content Re-interview Survey and considered issues of item reliability and validity as well as data gaps.
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	Chapter 1:

Coherent, Cost-Effective Structure, Administration, and Financing

[Community Integration]
[Health]
	· American Community Survey (ACS) Subcommittee on Disability Questions (NCHS), continued:  NCHS has identified 2 main purposes for disability measurement via the ACS:  (1) provision of services and (2) assessing equalization of opportunities.  As implied by statutory requirements, several agencies have determined a need to identify the population of persons with impairments and/or limitations who may require specialized services or assistance, such as long term care.  In addition, several other agencies have  programmatic needs to identify a broad population of persons with disabilities for the purpose of assessing equalization of opportunities, in areas such as housing or transportation, relative to the general population.  Currently, the subcommittee is attempting to develop a set of questions on disability for the ACS that address both of these  purposes of measurement.  This will require development of questions that capture a broad population of persons with impairments, including the proportion of persons with needs for specialized services.  
	· Current activities are projected to continue, pending funding levels.
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	Chapter 1:

Coherent, Cost-Effective Structure, Administration, and Financing

[Community Integration]
[Health]
	· American Community Survey (ACS) Subcommittee on Disability Questions (NCHS), continued:  Mindful of the data needs of Federal agencies, the item performance of the Census 2000 questions on disability, and the two aforementioned purposes, a work group of the ACS Disability Subcommittee drafted both new and modified questions on disability that approximate the space constraints of the Census 2000 questions on disability.  These draft questions are currently being discussed and revised by the subcommittee. 
	· The ACS Sub-Committee on Disability Questions expects to field and cognitive testing on the proposed set of questions by the beginning of 2004.  The plans is to have agreed on a set of questions with alternatives to test, and a testing plan by the end of January 2004.  The objective is to provide the final revisions on any modifications to the ACS disability questions by June 2004.  A written proposal for the suggested changes to the ACS questions on disability will be submitted to the full ACS committee for approval at that time.

	
	· NCHS (National Center for Health Statistics) made presentations on the ICF (International Classification of Functioning, Disability and Health) at the National Institute on Disability and Rehabilitation Research’s (NIDRR) monthly staff meeting of the NFI covering the relationship of the ICF to the NFI, the research agenda for the NACC Meeting on ICF, 6 ICF projects at NCHS, and needed ICF research and demonstration projects.  
	· Current activities are projected to continue pending future funding levels.
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	Chapter 1:

Coherent, Cost-Effective Structure, Administration, and Financing

[Community Integration]

[Health]
	· National Center for Health Statistics (NCHS) developed questionnaire items to collect data on use and/or need for Assistive technology and building modification.  NCHS is working with the Polisher Institute, and funded by ASPE and NIA, NCHS has facilitated the development and testing of a set of questions to get at use and satisfaction with assistive devices and building modification.  Such a set of questions will be made available to be used in health surveys and surveys of elderly populations.
	· NCHS will conduct a pilot study will be conducted in 2004 and a report will be produced along with journal articles.

	
	· National Health Interview Survey (NCHS):  In December 2003, NCHA made public the pubic-use data for 2002 from the National Health Interview Survey.  Data include the first national representative estimates on the types of barriers experienced by persons with disabilities, in the home, workplace, and community.
	· Analysis of data will provide this information for a variety of age groups, income groups, and other subgroups in the population.  Data will be available on the web for use by planners and policy makers.

	
	· NCHS is taking the lead in the international development of compatible measures of disability for use in national surveys and censuses around the world.  NCHS served as the host of the first Washington Group Meeting which took place in Washington, DC in February 2002.  That meeting was the first in a series which seeks to improve disability measurement and make international comparisons possible. 
	· NCHS will participate in the 3rd meeting of WCG to take place in Europe in February 2004, presenting the lead position paper which will form the basis for meeting deliberations.
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	Chapter 1:

Coherent, Cost-Effective Structure, Administration, and Financing

[Health]

	· South Carolina Traumatic Brain Injury Follow-up Registry (National Center for Injury Prevention and Control, NCIPC):  Funded $712,302 to determine what happens to people with traumatic brain injury, and what kind of services they require after hospitalization.
	· CDC (NCIPC) will complete manuscripts related to the status of persons with TBI post diagnosis, will develop a web-based portable data file on the persons with TBI who have completed interviews, and will complete preliminary analysis on models that predict SSI/SSDI beneficiary status after TBI.

	
	· Effect of telephone follow-up on outcome in mTBI (National Center for Injury Prevention and Control, NCIPC):  $297,863 (2003-2006).  Mild traumatic brain injury (mTBI) occurs in more than 1 million persons per year; this is likely an underestimation because of the problems in identifying mTBI.  Although spontaneous improvement is expected, recovery can be prolonged and 15% or more still have symptoms at 6 months. A randomized, controlled study will be used to compare the efficacy of 2 methods of preventative management in mTBI to improve the rate of recovery, prevent persistent symptoms, and improve function.  The study will determine the effect on persons with mTBI of two low-cost techniques and compare their outcomes by symptom persistence and function.  Effective early treatment and interventions aimed at preventing complications after mTBI may shorten morbidity and costs associated with persistent symptoms and disability.
	· This project is funded through 2006.
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	Chapter 1:

Coherent, Cost-Effective Structure, Administration, and Financing

[Health]
	· Depression after mild to moderate TBI  (National Center for Injury Prevention and Control, NCIPC): $292,841 (1998-2004):  Depression has been reported to develop frequently in adults recovering from TBI and to prolong their period of disability.  The specific aims of this prospective longitudinal study are to

· identify the frequency and temporal pattern of onset of major depressive episodes and minor depression in adults as a secondary condition following unintentional mild to moderate TBI, 

· identify risk factors associated with the onset of major depressive episodes and minor depression in adults over the first 6 months following mild/moderate TBI, 

· characterize the contribution of the onset of major depressive episodes and minor depression in adults to cognition and

· characterize functional recovery over the 6 months following TBI.
	· This project is funded through 2004
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	Chapter 1:

Coherent, Cost-Effective Structure, Administration, and Financing

[Health]
	· Measuring Children’s Health Post Traumatic Brain Injury  (National Center for Injury Prevention and Control, NCIPC):  $296,062 (2001 –2004).  While it is well documented that TBI can have significant impact on children’s health and future development, there is no practical, standardized instrument that has been adopted to monitor the health of children following a TBI.  The purpose of this study is to determine whether the Pediatric Quality of Life Inventory (PedsQL) can serve as a surveillance instrument for monitoring the physical and psychosocial health outcomes of children following a TBI.
	· This project is funded through 2004

	
	· One-call national information center for TBI  (National Center for Injury Prevention and Control, NCIPC):  $235,000 to support the initial phase of development of a one call national information center that will provide persons with brain injury, their families, and agencies that serve them, with information on state-specific resources and services available to them.  The “one-call” information center will include a national toll-free telephone number with automatic down-links to telephone numbers of state and/or local agencies that can provide information about resources at the local level. 
	· Current activities are projected to continue pending funding.


	NFI Chapter:   Solution Category

[NFI Domain]
	2003 Update of NFI Activity

and Funding
	2004-2005 Next Steps



	Chapter 1:

Coherent, Cost-Effective Structure, Administration, and Financing

[Health]
	· TBI Toolkit for Athletic Coaches (National Center for Injury Prevention and Control, NCIPC):  Funded $235,000 for the development and dissemination of a TBI toolkit for school athletic coaches, which would include information about the risk of concussion among school athletes, methods for assessing it, and ways to prevent it.
	· Will conduct a pilot project to test the materials in five states with audiences to measure knowledge, attitudes, and beliefs.  Plan to revise materials based on pilot study. Approximately $100,000.

	
	· Outcome measurement of MTBI in Children and Adolescents (National Center for Injury Prevention and Control, NCIPC):  Funded $485,000 to fund research to develop reliable and valid measures for assessing longer-term outcomes of mild traumatic brain injury.  These measures should be applicable to future population-based studies of outcomes of MTBI to estimate the prevalence of MTBI-related disability.
	· Current activities are projected to continue pending funding.

	
	 
	· Interpretation of MTBI:  CDC will fund approximately $300,000 for two years to investigate how the public currently interprets the term “mild” TBI.  This research will inform the development of messages and materials to educate the public that so-called “mild” TBI doesn’t always have mild consequences.

	
	
	· TBI in institutions:  CDC will fund two pilot studies at approximately $150,000 each to determine how many people in selected institutional settings have a history of TBI.
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	Chapter 1:

Coherent, Cost-Effective Structure, Administration, and Financing

[Health]
	
	· ICD-9-CM code-based definitions:  CDC will conduct research to validate an ICD-9-CM code based case definition for mild traumatic brain injury to be used in population-based studies of MTBI using administrative data sets.  Approximately $150,000.

	
	
	· Brain Injury Awareness Month:  CDC will fund the development of effective messages and materials for Brain Injury awareness month.  Approximately $150,000.
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	Chapter 2:

Promoting Independence, Responsibility and Consumer-Driven Services

Section C:

Health and Disability Education and Mentoring

[Health]

[Community Integration]

	· Living Well with a Disability Education and Monitoring:  Living Well with a Disability  is a health promotion curriculum delivered in consumer‑controlled Independent Living Centers (ILCs) to address secondary conditions associated with primary disabling conditions.  The curriculum is a theory-based, 8-week modular health promotion and behavior-modifying intervention, implemented nationally at ILCs throughout the country.  Participants in the Living Well curriculum engage in interventions delivered by trained peer educators at community-based ILCs.  The curriculum is divided into modules focusing on goal-setting, information-seeking, and problem-solving strategies, and developing healthy reactions to frustration and stress, overcoming depression, engaging in and maintaining exercise habits, and enhancing nutritional intake. 
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	Chapter 2:

Promoting Independence, Responsibility and Consumer-Driven Services

Section C:

Health and Disability Education and Mentoring

[Health]

[Community Integration]

	· Over 50 Independent Living Centers in the following states are participating in the implementation of the Living Well curriculum:  California, Hawaii, Iowa, Kansas, Michigan, Mississippi, Missouri, Montana, New Mexico, and New York.  Over 130 consumer-facilitators have been trained by the University of Montana.  Additionally, the Iowa Department of Health, in collaboration with the University of Montana and the University of Iowa, is implementing a longitudinal evaluation of Living Well to test its long-term effectiveness.  The Iowa project is also considering modifications for an adolescent version of Living Well.  

· CDC currently supports the program in 4 states (NY $34,892; MT $12,000; NM $5735; IA $140,000; $192,627 total).  More information about Living Well is available at  http:rtc.ruralinstitute.umt.edu /health/NewDirectionsReRpt.htm.
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