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[bookmark: _Hlk482267895]Executive Summary
Health care needs, quality of delivery of care, and health care costs for individuals with Intellectual and Developmental Disabilities (I/DD) vary significantly by individual, by state/region, and potential risk factors associated with missed or undiagnosed health conditions that go untreated or undetected. In addition, there is a lack of understanding of the I/DD population, contributing to poorer health outcomes and inadequate access to health care.  Challenges include disproportionately higher rates of preventable mortality, co-morbidities, and chronic conditions among adults with I/DD, assumed to be a direct result of the following barriers to or limitations of services:
· less access to preventative care; 
· fewer health education materials in accessible formats for providers and patients;
· cognitive challenges, which reduce understanding of health care by the population and which could reduce the ability to self-report and seek needed services; 
· a lack of research focused on this population’s needs; 
· disorganized transitions from pediatric care to adult providers and disorganized care across the total lifespan;[footnoteRef:1],[footnoteRef:2] [1:  Gloria L. Krahn, PhD, MPH, Deborah Klein Walker, EdD, and Rosaly Correa-De-Araujo, MD, PhD At the time of the writing of this article, Gloria L. Krahn was with the Division of Human Development and Disability, National Center on Birth Defects and Developmental Disabilities, Centers for Disease Control and Prevention, Atlanta, GA. Deborah Klein Walker is with the Public Health and Epidemiology Practice, Abt Associates, Cambridge, MA. Rosaly Correa-De-Araujo was with the Department of Health and Human Services, Washington, DC. “Persons With Disabilities as an Unrecognized Health Disparity Population”, American Journal of Public Health 105, no. S2 (April 1, 2015): pp. S198-S206.]  [2:  U.S. Department of Health and Human Services. Healthy People 2020: Improving the Health of Americans. Washington, DC: U.S. Department of Health and Human Services. Retrieved from http://healthpeople.gov.] 

· a lack of formal training of health care providers to effectively serve persons with I/DD. 	Comment by Amin, Maryse: The 2nd bullet point and this bullet go together?
What is considered appropriate access, quality services, and reasonable costs of health care for individuals with I/DD remains unknown at the state and national level. Understanding the relationship of these three areas will provide the knowledge that can lead to improved health care outcomes for this population. As the health care system undergoes reforms designed to improve health outcomes and assure access to health insurance and health care across the nation, it is important to take a closer look at how individuals with I/DD interact with that system.  Specific key trends in health care system reform include:
· the expansion of eligibility for persons with pre-existing conditions; 
· the pursuit of the National Quality Strategy targeting improved health care outcomes, population health, and lower costs; 
· efforts to better integrate physical and behavioral health care with long-term services and supports (LTSS) to achieve improved person-centered care; and 
· the continuing transformation of Medicaid’s delivery of long-term services and supports to achieve community integration for individuals with chronic and disabling conditions.
Through research focusing on health care for individuals with I/DD over time, we will narrow the gap in knowledge about health care services and quality of health outcomes for individuals with I/DD, thus reducing health care disparities among this population.  

A collective analysis of health care data for individuals with I/DD will provide evidence-based recommendations for policy reform to develop guidelines for better standards of care for the I/DD population. The goal of the Center for Epidemiological Research for Individuals with I/DD (CERIIDD) will be to collect health care data for the I/DD population, and analyze and interpret findings for state policy makers, providers, managed care organizations, CMS, advocates for people with I/DD and other key stakeholders.  CERIIDD will provide a data network for maintaining long-term surveillance measuring the impact of evidence-based improvements in the health care system for the I/DD population.  With this knowledge and team of professionals, which include health care research experts, I/DD providers, physicians, nurses, former state/federal policy makers and MCO administrators, CERIIDD will gain a better understanding of health care for individuals with I/DD. This will lead to improved leadership in acute and chronic long-term support and better organized coordinated systems of care on a national level. CERIIDD hopes to create a partnership model that focuses on supports to achieve better health care outcomes for people with I/DD.

Mission
The mission of the Center for Epidemiological Research for Individuals with Intellectual and Developmental Disabilities is to collect and critically evaluate data unique to the population of individuals with intellectual and/or developmental disabilities and utilize the data collected to achieve (1) improved experience of care, (2) improved health of the population, and (3) reduced per capita cost. 


Needs Assessment	Comment by Amin, Maryse: Do we need to address the disconnect/ inconsistency of the data we have found thus far?

Perhaps provide a statement such as…

‘Based on previous evaluation of Ohio and various states Medicaid data, we found…’
There is an overall lack of specialty clinicians who have a vast knowledge of the medical needs, communication barriers, and overall risks associated with care for individuals with I/DD.  Providers often find themselves in situations that require utilization of multiple medical resources just to identify and seek treatment for a minor problem. This practice is extremely costly for Medicaid, as well as for the provider.  While seeking various medical resources may positively impact the outcome, this process does not ensure timeliness of care, quality experience, or preventative measures.  
There is also a paucity of appropriate research conducted and data available to determine the costs savings and efficiencies related to preventative care and a focus on outcomes for individuals with I/DD.  Currently, there are systems of practice in place that have improved the effectiveness and accessibility of services, which have been modified to serve individuals with I/DD.  These efforts provide a holistic approach to service integrations, including physical health care specific to serving the I/DD population.  While these approaches have proven to add value to our research, they are scarce and isolated, and in some instances, limited in their services, increasing the challenges in the current health care and LTSS systems.  

CERIIDD will utilize the data collected in their research to educate policy makers and health care providers so they may achieve the “triple aim”: to improve access, provide better care, and reduce cost through the following:
· Policy advocacy that demonstrates system cost savings;
· Promoting effective preventative and coordinated care; 
· Demonstrating the need for medical services to be available from professionals who have an understanding of individuals with I/DD, their health risk factors, and other confounding variables that contribute to health related needs;
· Determining the disconnect between service policies and funding in states that have limited health care access through the promotion of preventative care, healthy living, routine medical check-ups, and education through validated and reliable research;
· Focusing on health outcomes and benefits to reduce the health care disparity for the I/DD population;
· Identifying the health care disparities, risk factors, and costs associated with lack of access to appropriate care and preventative services;
· Identifying areas of needed improvement and make evidence-based recommendations that will lead to better quality of care, better outcomes, and manageable costs; and
· Providing real-time access to health-impact indicators to provide unbiased data regarding health care among the I/DD population.

Methods	Comment by Amin, Maryse: Should we state how  data will be stratified? Children vs. young adults vs. elderly? Ages? Or keep methods simplified to the type of data desired to collect and not specifics of population. This could be include in technical protocol later. 
CERIIDD will obtain Medicaid claims data of I/DD patients through agreements with various state Departments of Medicaid.  In doing so, these relationships will enable CERIIDD to collect and critically evaluate data that states will find helpful in ensuring that Medicaid recipients are receiving necessary care in an effective, yet efficient manner and will aid in identifying areas of improvement that are needed. In this data, comparison groups will be used to determine appropriate benchmarks on existing claims data and to determine appropriate goals and outcomes.  This information will also allow us to determine costs per member per month for the I/DD population compared to other Medicaid recipients, thus ensuring that we can develop an evidence-based supportive case, both on cost savings and on developing recommendations to strengthen health care access.  

In addition to receiving Medicaid claims data, CERIIDD will utilize partner trade association member providers to determine costs associated with health care planning and accessing and responding to medical situations that may not be funded or are underfunded.  The overall various levels of services and supports specifically related to health care must be calculated into the overall costs. For example, including overtime to staff that need to be called to work when the staff on duty needs to take an individual to the emergency department, to on-call nurses to provide delegation to direct care staff, and for transportation.  In addition, CERIIDD will provide a comparison in data that demonstrates the commitment from providers of I/DD services and supports for cost efficiencies and overall care to nursing facilities, which includes the accurate costs required to deliver the health care supports needed to individuals served.	Comment by Amin, Maryse: Should we specify data will be analyzed by individual states and compared state by state, or this is again to detailed for this plan?

Expected Outcomes
To ensure the success of the work being completed by CERIIDD, the following are expected project outcomes:
· Develop a working network of contacts and build relationships (health care providers, trade associations, Departments of Medicaid, state agencies responsible for I/DD services, clinicians, and other subject matter experts), which will be contributors and resources, as well as beneficiaries of the research to be conducted;
Create a robust training curriculum designed for direct service staff, nurses, and managers that will focus on health outcomes, cost efficiencies, and preventative care for individuals with I/DD;
· Develop and maintain a data warehouse for real-time data collection and retrieval for research to make educated evidence-based assessments of the health care system for individuals with I/DD;
· Create evaluation tools for assessment of health impact indicators;
· Develop functional relationships and collaborations with pertinent federal and state agencies aimed at achieving the same goals;
· Analyze current funding and forecast future funding needs;
· Determine an estimated medical cost savings to Medicaid by state;
· Determine an estimated service cost savings to providers by state;
· Recommend improved methods of access to care supported by evidence-based research;
· Increase the awareness of the need for medical providers to have a strong knowledge of the needs, health risks, and access barriers for individuals with I/DD; and
· Promote and increase the need to focus on health care outcomes, instead of routine support.

Goals for Year One
Months 1-6: Obtain and analyze Ohio Medicaid data to identify cost, usage, and trends in LTSS, and physical, mental, and dental care for individuals with IDD. Develop a research template based on the Ohio data that can be used to efficiently obtain and analyze data from other states. Begin writing reports based on results of Ohio data analysis. Seek funding by promoting CERIIDD through publications in professional journals, conference presentations, and brochures. 
Months 6-12: Contract with entities in two additional states to obtain and analyze Medicaid data. Complete written reports based on data analysis completed for Ohio. Continue to seek funding and promote CERIIDD through publications in professional journals, conference presentations, brochures, and testimonials. Research and develop relationships with potential funding partners. Complete a feasibility analysis for ongoing operation of CERIIDD, including recommendations for future year(s) operation or discontinuance of CERIIDD operations.

Goals for Year Two
Contract with entities in three additional states to obtain and analyze Medicaid claims data during year two. Publish research findings on the intersection of LTSS and primary health care.  Publish one brief study to inform the I/DD profession and enhance the brand of CERIIDD. Complete a strategic analysis of CERIIDD’s efforts and results to date and recommendations for the future. Research and develop relationships with potential funding partners. Evaluate the need for additional staff for CERIIDD.

Goals for Year Three
Contract with entities in four additional states to obtain and analyze Medicaid claims data during year three. Publish research findings on the intersection of LTSS and primary health care.  Publish one brief study to inform the I/DD profession and enhance the brand of CERIIDD. Complete a strategic analysis of CERIIDD’s efforts and results to date and recommendations for the future. Research and develop relationships with potential funding partners. Establish a plan for ongoing fiscal sustainability of CERIIDD.


Organization
CERIIDD is a nonprofit 501c(3) organization providing data collection, surveillance, and evaluation of health care outcomes for individuals with I/DD. CERIIDD was founded by the Ohio Providers Resource Association (OPRA), a statewide association of private providers and advocates for individuals with I/DD in the Ohio community. 

CERIIDD Employee Summary
CERIIDD’s initial team is composed of employees, consultants, and an Advisory Leadership Team. Employees include a part-time executive director, a part-time chief operations officer, a full-time director of epidemiological research, a part-time business intelligence specialist, and a part-time administrative specialist. Although not the goal, CERIIDD employees are clear about the potential for only one year of operation.  CERIIDD’s initial consultants will include Dr. Julie Gentile, Barbara Edwards, and Vikki Wachino. The Advisory Leadership Team includes Richard Johnson, Anthony Cook, and the CERIIDD Illuminators. 


Executive Director: Mark Davis, M.S. 
Mr. Davis has over thirty years of executive and management experience within the human services industry. As president of the Ohio Provider Resource Association, he has consulted nationally with public and private organizations on policy, strategy, and operational issues. Prior to OPRA, he led an I/DD provider and two managed care organizations.  At OPRA, he helped design and implement innovative reforms for Ohioans with intellectual and developmental disabilities, including technology-enabled supports, a provider information and selection website, a weekly rate, and a person-centered approach. Davis is co-chair of Advocates for Ohio’s Future, a broad-based health and human services coalition of over 490 organizations. He is chair of the ANCOR State Associations Executives’ Council and is a member of the board of directors of ANCOR. He is President of the OPRA Foundation and is on the board of the Foundation for Talbert House and the House of Hope in Ohio. Mark earned his BS in Early and Middle Childhood Experience from The Ohio State University and his MS in Counseling from Youngstown State University.
Mr. Davis provides leadership to CERIIDD.  He is responsible for the overall operation and staff of CERIIDD.


Chief Operations Officer: Lisa Mathis, Ph.D.
Dr. Mathis is currently the Director of Employment and Health Services at OPRA. She has spent over a decade overseeing, improving and expanding employment, residential, adult day, and children services for a comprehensive provider in NW Arkansas. Dr. Mathis holds a Ph.D. in Rehabilitation from the University of Arkansas. She earned her Master’s Degree in Rehabilitation Counseling and Bachelor’s Degree in Psychology at Kent State University. She has also written and coauthored several publications, all focusing on disability.
Dr. Mathis focuses on ensuring the appropriate resources are in place and operating efficiently to maximize CERIIDD’s impact on the lives of people with I/DD.


Director of Epidemiological Research: Maryse Amin, Ph.D.
Dr. Amin is an Epidemiology Doctoral graduate from the University of Cincinnati College of Medicine in which she focused her research as a dental epidemiologist examining the effects of environmental toxicants on oral health outcome in vulnerable populations. The goal of her research is to identify risk factors associated with poor overall health to eventually improve vulnerable population’s health outcomes through public health advocacy and policy reform. Her public health interests and experience extend globally to eventually improve health care systems of vulnerable populations living in regions with widespread barriers to health care access. She has an extensive and diverse background in clinical research with children and adults, developing and implementing study designs and analyzing results for platform presentations and peer-reviewed publications. She has engaged in numerous national platform presentations where she has participated in insightful interaction with academic colleagues and promoting research collaboration. She has gained experience working with OPRA over the past two years in evaluating Medicaid claims data for the Ohio I/DD population and assisting in developing a health home pilot research proposal to improve coordination of health care for individuals with I/DD. She has an invested interest in improving health care disparities for individuals with I/DD at the State and Federal level. 
Dr. Amin will evaluate the current utilization and feasibility of the health care system for individuals with I/DD and lead the CERIIDD research team in improving health care access and long-term services and supports for individuals with I/DD. 
· 


 
Business Intelligence Specialist: Christine Touvelle
Ms. Touvelle recently graduated with honors and research distinction from The Ohio State University with her Bachelor’s Degree in Social Work. During her senior year field placement, she interned with OPRA. She also spent her senior year writing an honors thesis on the nutrition for individuals with I/DD across different settings and exploring how policy and other factors shape the food environment of individuals with I/DD. Although only a recent graduate, Ms. Touvelle already has six years of field work. She entered the field professionally at 17 when she was hired as a camp counselor at a day camp designed specifically for children and teens with I/DD, where she worked for three summers. She has also spent 2 1/2 years as swim lesson instructor to children with varying disabilities and facilitated community-based sports programs for adults with I/DD through Ohio State. As a policy analyst, Ms. Touvelle monitors the rules that come out from the various state and federal agencies and determines if the rules would benefit from input from OPRA. She also leads OPRA’s business intelligence project.
Ms. Touvelle leads CERIIDD’s data visualization and business intelligence areas.  She is a member of the CERIIDD research team.

Administrative Specialist: Sonya Summers
Ms. Summers joined OPRA in April 2016 and currently serves as OPRA’s Administrative Assistant. She has over 20 years of experience in the administrative field. She helps provide administrative, clerical, and office management support to the OPRA Staff, OPRA Board, and OPRA Members. Ms. Summers oversees member services and event & training registrations, and is responsible for overseeing the OPRA website. Prior to her position at OPRA, Ms. Summers served as the Administrative Assistant to the League Commissioner of GameTimeSportz, a non-profit organization that provides sport activities, regardless of abilities, to kids ages 3-14.
Ms. Summers provides administrative support to CERIIDD.


CERIIDD Consultant Summary
Consultant: Julie P. Gentile, M.D. 
Dr. Gentile is Professor of Psychiatry at the Boonshoft School of Medicine, Wright State University in Dayton, Ohio and the Project Director for Ohio’s Coordinating Center of Excellence in Mental Illness/Intellectual Disability. She has been the Professor of Dual Diagnosis for the Ohio Department of Mental Health and Addiction Services, the Ohio Department of Developmental Disability, and the Ohio Developmental Disabilities Council since 2003 and has evaluated more than 3,000 individuals with co-occurring mental illness and intellectual disability. Dr. Gentile is the recipient of both the American Psychiatric Association’s and the National Association for the Dually Diagnosed’s Frank J. Menolascino Award for Excellence in Psychiatric Services for Developmental Disabilities, the Excellence in Contributions to Clinical Practice Award from the National Association for the Dually Diagnosed, and a member of Alpha Omega Alpha Medical Honor Society. She is also the recipient of the Nancy Roeske Award in Medical Education from the American Psychiatric Association, along with numerous teaching awards. Dr. Gentile has been awarded more than $5,000,000 in grants and contracts to support her work in dual diagnosis since 2003. 
Dr. Gentile is currently on the CERIIDD Advisory Leadership Team.

Consultant: Vikki Wachino
Vikki Wachino is currently an independent health strategy consultant. She served as Deputy Administrator of CMS and Director of Medicaid and CHIP Services between 2015 and January 2017. She was the lead federal executive overseeing the Medicaid and CHIP programs, which serve 74 million Americans, for the Obama Administration. During her tenure at CMS, the rate of uninsurance in the United States reached the lowest level in our nation’s history. Under her leadership, CMS developed landmark new policies to improve quality, access, accountability and program integrity in managed care; established the first federal policies on access to care in the Medicaid program’s fifty year history; advanced efforts to expand Medicaid coverage to low-income adults; and completed a dramatic simplification of the process by which people apply for and renew Medicaid and CHIP coverage. Ms. Wachino also played a leading role in advancing national and state efforts to strengthen health care quality and outcomes while managing costs. She oversaw the implementation of an innovation accelerator program to support states’ advances in payment and delivery system reform, and worked closely with ten states to make major new investments to reform their delivery systems for Medicaid and CHIP beneficiaries. She also led the development of new policies to combat the national epidemic of opioid abuse, strengthen coverage of mental health benefits, promote access to home and community based services for seniors and people with disabilities, improve access to care for American Indian/Alaska Natives, and expand access to family planning services and oral health care. At previous points in her CMS career, Ms. Wachino served as CMCS Deputy Director as well as Director of CMCS’ Children and Adults Health Programs Group. She has also worked at NORC at the University of Chicago, the Center on Budget and Policy Priorities, the Kaiser Family Foundation and the White House Office of Management and Budget. 
Ms. Wachino currently serves as a consultant for CERIIDD and is assisting in the search for funding and research partners.  

Consultant: Barbara Coulter Edwards
Ms. Edwards is a nationally recognized expert in Medicaid policy, including managed care, long-term care, behavioral health and state and federal health care reform. As director of the Disabled and Elderly Health Programs Group at the Centers for Medicare and Medicaid Services (CMS), she was responsible for a wide array of national Medicaid program policy and oversight, including Home and Community Based long-term services and supports waivers, state plan options, and grant programs like Money Follows the Person and the Balancing Incentives Program, which allow states to support successful community integration for individuals with chronic and disabling conditions. She was also responsible for policy development and oversight of integrated service models for all Medicaid populations, including managed care plans, health homes, and PACE; Medicaid pharmacy coverage and pricing and the federal rebate program; the application of essential health benefits to Medicaid expansion populations under the Affordable Care Act; and federal oversight of state benefit design. She led the development of a strong focus on behavioral health care within the national Medicaid program, including the development of proposed Mental Health Parity and Addiction Equity Act (MHPAEA) regulations for Medicaid. She also provided leadership in the development and testing of national quality measures for community long-term services and supports. Barbara served for eight years as director of Ohio’s Medicaid and CHIP programs, the sixth largest Medicaid program in the country. She led significant program reforms, including implementation of Ohio’s comprehensive strategy to promote access to home and community-based long-term services and supports, development of the state’s first Preferred Drug List for outpatient prescription drugs, statewide expansion of managed care to serve Medicaid consumers, and implementation of Ohio’s CHIP program. She served as vice chair of the Executive Committee of the National Association of State Medicaid Directors, and was invited to testify on behalf of state Medicaid programs before committees in both the U.S. Senate and House of Representatives. Prior to joining the federal government in 2010, Barbara was a principal at HMA, serving public and private sector clients at a state, local and national level, with a particular focus on improved Medicaid program policy and operations for individuals with behavioral health and developmental disabilities. While with HMA, she served as the interim director of the National Association of State Medicaid Directors, providing services to the nation’s Medicaid programs, including analysis of federal regulations, and represented state interests before the CMS and on the Hill.
Ms. Edwards currently serves as a consultant for CERIIDD as a Medicaid expert, as well assisting in the search for funding and research partners. 
 
CERIIDD Advisory Leadership and Illuminator Summary
Advisory Leadership Member: Richard Johnson
Rich Johnson is the CEO and founder of ViaQuest. He spends most of his time setting the strategic vision for the organization and cultivating the fanatical passion for company culture. ViaQuest is all about people, so Rich feels his most important contribution is creating an organization based on sound values where the best people in the field come to work. He often refers to himself as the weakest link on the Executive team and is personally known for his sense of humor, unbridled energy, and passion for the company. Prior to founding ViaQuest, Mr. Johnson spent the early years of his career with a Regional CPA firm consulting in the health care industry and later joined a multi-state health care organization where he held various positions including Vice President of Development, Chief Financial Officer and President. Mr. Johnson received his Bachelor of Arts degree in Accounting from Capital University and is a veteran of the United States Air Force.
Mr. Johnson is a member of the CERIIDD Advisory Leadership Team. 

Advisory Leadership Member: Anthony A. Cook, MBA, MS
Mr. Cook is the president of Dental Care Plus. He is a skilled healthcare management professional with 30 years executive level experience. He is knowledgeable in developing and managing healthcare delivery systems including HMO’s, capitated mental health/substance abuse and dental benefits systems. He has strong communication, organization and problem solving skills with demonstrated abilities to convert data to information and solve organizational problems. Dr. Cook is a team builder/player, able to lead organizations and adapt to rapidly changing environments. He earned his MBA at Baldwin Wallace College and specializes in Manage Medical HMO, PPO and specialty entities in health care space that are choosing to combine delivery and financing of care. 
Mr. Cook is a member of the CERIIDD Advisory Leadership Team. 

Advisory Leadership Member: The CERIIDD Illuminators 
CERIIDD Illuminator members include providers, state associations, and medical professionals from across the United States and Canada. The Illuminators are part of the CERIIDD Advisory Team. 

CERIIDD Funding and Budget

[bookmark: _GoBack]CERIIDD, as a new research business that is not associated with a university, is at a disadvantage when seeking grant funding. In order to get CERIIDD up and running and started on the process of analyzing Medicaid claims data, CERIIDD is asking the OPRA Board to consider funding a slimmed-down, minimally staffed, CERIIDD budget for the first year of operation at the cost of $263,090. The CERIIDD team will actively seek alternative funding for future years through grants and state contracts. Although not the goal, the CERIIDD team is clear about the potential for only one year of operation.  Please see attached Budget for details. 


A. Executive Summary
B. Health care needs, quality of delivery of care and health care costs for individuals with Intellectual and Developmental Disabilities (I/DD) varies significantly by individual, by state/region and potential risk factors associated with missed or undiagnosed health conditions that go untreated or undetected. In addition, there is a lack of understanding of the I/DD population, contributing to poorer health outcomes and inadequate access to health care.  Challenges include disproportionately higher rates of preventable mortality, co-morbidities and chronic conditions among adults with I/DD assumed to be a direct result of the following barriers to or limitations of services:
C. less access to preventative care; 
D. fewer health education materials in accessible formats;
E. cognitive challenges which reduce understanding of health care by the population and perhaps reduce the ability to self-report and seek needed services; 
F. a lack of research focused on this population’s needs; and, 
G. disorganized transitions between pediatric care into adult providers and disorganized care across the total lifespan[footnoteRef:3][footnoteRef:4]	Comment by Amin, Maryse: Should be linked to footer references. I can update this to fit endnote format. [3: ]  [4: ] 

H. a lack of formal training of health care providers to effectively serve persons with I/DD. 	Comment by Amin, Maryse: The 2nd bullet point and this bullet go together?
I. What is considered appropriate access, quality services and reasonable costs of health care for individuals with I/DD remains unknown at the state and national level. Understanding the relationship of these three areas will provide the knowledge that can lead to improved health care outcomes for this population. As the health care system undergoes reforms designed to improve health outcomes and assure universal access to health insurance and health care across the nation, it is important to take a closer look at how individuals with I/DD interact with that system.  Specific key trends in health care system reform include:
J. the expansion of eligibility for persons with pre-existing conditions; 
K. the pursuit of National Quality Strategy targeting improved health care outcomes, population health and lower costs; 
L. efforts to better integrate physical and behavioral health care with LTSS to achieve improved person-centered care; and, 	Comment by Amin, Maryse: Spell out LTSS. This may be known syntax for many, however there could be readers who are not familiar with terminology. 
M. continuing transformation of Medicaid’s deliver of long term services and supports to achieve community integration for individuals with chronic and disabling conditions.
N. Through research focusing on health care for individuals with I/DD over time, we will be able to narrow the gap in knowledge about health care services and quality of health outcomes for individuals with I/DD, thus reducing health care disparities among this population.  
O. 
P. A collective analysis of health care data for individuals with I/DD will provide evidence-based recommendations for policy reform and development of better standards of care for the I/DD population. The goal of the Center for Epidemiological Research for individuals with I/DD (CERIIDD) will collect health care data for the I/DD population, analyze and interpret findings. The CERIIDD will provide a data network for maintaining long-term surveillance measuring the impact of evidence-based improvements in the health care system for the I/DD population.  With this knowledge and team of professionals, which include I/DD providers, physicians and MCO administrators, we will gain a better understanding of health care for individuals with I/DD. This will lead to improved leadership in acute and chronic long-term support and better organized coordinated systems of care in on a National level. CERIIDD hopes to create a partnership model that ensures consistency and focuses on supports to achieve better health care outcomes for people with I/DD.	Comment by Amin, Maryse: Do we want to state who these findings will be disseminated to or state for public access or just end the sentence with interpret findings?
Q. 
R. 
S. Needs Assessment	Comment by Amin, Maryse: Do we need to address the disconnect/ inconsistency of the data we have found thus far?

Perhaps provide a statement such as…

‘Based on previous evaluation of Ohio and various states Medicaid data, we found…’
T. There is an overall lack of specialty clinicians who have a vast knowledge of the medical needs, communication barriers and overall risks associated with care for individuals with intellectual and developmental disabilities.  Often times, providers find themselves in situations that require utilization of multiple medical resources just to identify and seek treatment for a minor problem.   This practice is extremely costly for Medicaid, as well as for the provider.  While it may positively impact the outcome, this process does not ensure timeliness of care, quality experience, or preventative measures.  
U. There is also a lack of appropriate research available to determine the costs savings and efficiencies related to preventative care and a focus on outcomes for individuals with I/DD.  Currently, there are systems of practice in place that have improved the effectiveness and accessibility of services, which have been modified to serve individuals with I/DD.  These efforts provide a holistic approach to service integrations, including physical health care specific to serving the I/DD population.  While these approaches have proven to add value to our research, they are scarce and isolated, and in some instances, limited in their services, continuing the challenges in the current health care and LTSS systems.  
V. The CERIIDD will use data compiled in their research to educate policy makers and health care providers so they may achieve the triple aim (better care, :
W. Policy advocacy that demonstrates system cost savings;
X. Promoting effective preventative and managed care; 
Y. Demonstrating the need for medical services to be available with professionals who have an understanding of individuals with intellectual and developmental disabilities, their health risk factors, and other variables that contribute to health related needs;
Z. Compiling a clear message through validated, creditable research of the disconnect between service policies and funding in states that limit health care access, the promotion of preventative care, healthy living, routine medical check-ups and education;
AA. Focusing on health outcomes and benefits;
AB. Indicating the risks and costs associated with lack of access to appropriate care and preventative services;
AC. Identifying areas of needed improvement and make rational suggestions that will lead to better quality of care, better outcomes and manageable costs;
AD. Demonstrating the real-time access to health-impact indicators to provide unbiased data regarding health care among the I/DD population.
AE. 
AF. Methods	Comment by Amin, Maryse: Should we state how  data will be stratified? Children vs. young adults vs. elderly? Ages? Or keep methods simplified to the type of data desired to collect and not specifics of population. This could be include in technical protocol later. 
AG. CERIID will obtain claims data via agreements with various state Departments of Medicaid.  In doing so, these exclusive relationships will enable CERIIDD to assess and compile data that states will find helpful in ensuring that Medicaid recipients are receiving necessary care in an effective, yet efficient manner and if not, what areas of improvement are needed.   In this data, comparison groups will be used to determine appropriate benchmarks on existing claims data and  to determine appropriate goals and outcomes.  This information will also allow us to determine our costs per member per month compared to other Medicaid recipients, thus ensuring that we can develop a supportive case, both on cost savings and on developing suggestions to strengthen health care access.  
AH. In addition to receiving claims data, CERIID will utilize partner trade association member providers to determine costs associated with health care planning, accessing and responding to medical situations that may not be funded or are underfunded.  The overall various level of services and supports specifically related to health care must be calculated into the overall costs, which includes overtime to staff that need to be called to work when the staff on duty needs to take an individuals to the emergency department, on-call for nurses to provide delegation to direct care staff, and transportation.  In addition, provide a comparison in data that demonstrates the commitment from providers of I/DD services and supports for cost efficiencies and overall care to nursing facilities which includes the true costs to deliver the health care supports needed to individuals served.	Comment by Amin, Maryse: Should we specify data will be analyzed by individual states and compared state by state, or this is again to detailed for this plan?
AI. 
AJ. Expected Outcomes
AK. To ensure the success of the work being completed by CERIID, the following expectations are expected project outcomes:
AL. Develop a working network of contacts (providers, trade associations, Departments of Medicaid, state agencies responsible for intellectual and developmental disabilities services, clinicians and other subject matter experts) which will be contributors and resources, as well as beneficiaries of the research to be completed;
AM. Create a robust training curriculum designed for direct service staff, nurses and managers that will focus on health outcomes, cost efficiencies and preventative care;
AN. Develop and maintain a data warehouse for real-time data collection and retrieval for research;
AO. Create tools for assessment of health impact evaluation;
AP. Develop functional relationships and collaborations with pertinent federal and state agencies aimed at achieving the same results;
AQ. Analyze current funding and forecast future funding needs;
AR. Determine an estimated medical cost savings to Medicaid, by state;
AS. Determine an estimated service cost savings to providers, by state;
AT. Suggest improved methods of access to care supported by creditable research;
AU. Increase the awareness of the need for medical providers to have a strong knowledge of the needs, health risks and access barriers for individuals with intellectual and developmental disabilities;
AV. Increase the need to focus on outcomes, instead of routine support.
AW. 
AX. Organization:
AY. 
AZ. CERIIDD is a nonprofit 501c(3) organization providing data collection, surveillance and evaluation of health care outcomes for individuals with I/DD. CERIIDD is a subsidiary of the Ohio Providers Resource Association (OPRA), which serves as a main provider and advocates for individuals with I/DD in the Ohio community. Ongoing promotion and awareness of our Center for Epidemiologic Research’s goals and mission to focus on understanding the healthcare outcomes for individuals with I/DD will be through our key administrative staff and advisory board members.
BA.  
BB. Administration
BC. CEO/ Executive Director
BD. Director, Center for Epidemiologic Research
BE. Collaborating professor
BF. 
BG. 
BH. Data Management & Statistics Core
BI. Data Analyst
BJ. Biostatistician
BK. 
BL. Clinical Research
BM. Clinical Coordinator/RN
BN. 
BO. 
BP. Committees
BQ. OPRA Board – Leadership Team
BR. Health Care Integration Team (local)	Comment by Amin, Maryse: Who does this team consist of? Should names or organizations be listed?
BS. 
BT. Statewide Advisory Board
BU. Medical health care provider
BV. Dental health care provider
BW. Pharmacy health care provider
BX. Mental health care provider
BY. Medicaid/ Medicare representatives
BZ. Ohio Department of Medicaid
CA. Funders/Policy
CB. Ohio Department of Developmental Disabilities
CC. Ohio Association of County Boards of Developmental Disabilities
CD. Legislative Representatives
CE. 
CF. National Advisory Board / Target State Collaborators
CG. Other state medical health care provider representatives
CH. Initial State Collaborators:
CI. Wisconsin – Community Care (PACE model)	Comment by Amin, Maryse: Should we specify names of primary contacts to show commitment and support of other organizations? 
CJ. Pennsylvania – William Penn
CK. Colorado – Imagine 
CL. New York – FREE
CM. 
CN. Future State Collaborators:
CO. Arkansas
CP. Kentucky
CQ. Oregon 
CR. 
CS. Other state dental health care provider representatives
CT. Other state pharmacy health care provider representatives
CU. Other state Medicaid/ Medicare representatives
CV. Other state mental health representatives
CW. 
CX. 
Management Summary:
CY.  
CZ.  CERIIDD’s management team will consist of the OPRA Board of Directors, the Program CEO, Director of Research and key data and analytics staff.
DA. 
DB. Leadership:
DC. 
DD. CEO/ Executive Director: Jason L. Umstot, MBA, MSW
DE. Mr. Jason Umstot will lead the overall program management of the Center for Epidemiological Research for Individuals with Intellectual and Developmental Disabilities.  Having worked in a variety of executive leadership positions in the I/DD field of services and supports, Mr. Umstot brings both business and support service knowledge to the group.  In addition, he has worked within the I/DD system in three different states (West Virginia, Texas and Ohio), bringing a reflection of varying types of support models in both urban and rural settings.   Mr. Umstot has worked in all support settings for individuals with I/DD, including ICF-IID, HCBS Waiver and Day Services, and has to his credit, opening the first fully funded waiver home to serve individuals with intense medical needs.   In this time, Mr. Umstot has on many occasions lead a clinical team of nurses and direct care staff who were responsible in the daily operations of health care supports and monitoring.   Mr. Umstot holds a Masters of Business Administration degree and Master of Social Work degree, both from West Virginia University.
DF. 
DG. Director of Epidemiological Research: Maryse Amin, PhD, MS
DH. Dr. Maryse Amin will serve as the Lead Epidemiology Researcher of the Center for Epidemiological Research for Individuals with Intellectual and Developmental Disabilities. Dr. Amin is an Epidemiology Doctoral graduate from the University of Cincinnati College of Medicine in which she focused her research as a dental epidemiologist examining the effects of environmental toxicants on oral health outcome in vulnerable populations. The goal of her research is to identify risk factors associated with poor overall health to eventually improve vulnerable population’s health outcome through public health advocacy and policy reform. Her public health interests and experience extend globally to eventually improve health care systems of vulnerable populations living in regions with widespread barriers to health care access. She has an extensive and diverse background in clinical research with children and adults developing and implementing study designs and analyzing results for platform presentations and peer-reviewed publications. She has engaged in numerous national platform presentations where she has participated in insightful interaction with academic colleagues and promoting research collaboration. She has gained experience working with OPRA over the past two years to evaluate Medicaid claims data for the Ohio I/DD population and assist in developing a health home pilot research proposal to improve coordination of health care for individuals with I/DD. She has an invested interest in improving health care disparities for individuals with I/DD at the State and Federal level. Dr. Amin will evaluate the current utilization and feasibility of the health care system for individuals with I/DD and lead the Research Center team in improving health care access and long-term services and supports for individuals with I/DD. 
DI. 
DJ. 
DK. 
DL. 
DM. 
DN. 
DO. 
DP. Operating Budget Attached
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