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COUNCIL MEMBERSHIP ROTATION PLAN 

CCDD is a 26-member Council comprised of 16 individuals with developmental disabilities (DD) 
and family members of individuals with DD, all of who are appointed by the governor. Ten (10) 
additional agencies represent state and non-profit agencies that provide disability-related 
services. Nine agency representatives are appointed by the head of their agencies. One agency 
representative is appointed by the governor to represent a non-profit organization. Pursuant to 
KRS 194A.135, "Members not representing principal state agencies shall be appointed for a 
term of three (3) years. Members shall serve no more than two (2) consecutive three (3) year 
terms. Members shall serve until their successors are appointed or until they are removed for 
cause." In order to ensure continuity, appointments have been "staggered" so that a few 
members rotate off and are replaced each year. Currently, eight (8) members are serving terms 
that were due to expire on July 16, 2016. However, each of these was eligible for re-
appointment. Applications for reappointment have been submitted, but no notice of re-
appointment or other action has been received. Fortunately, CCDD’s Bylaws state: “In the event 
there is a delay in reappointment, members shall serve until their successors are appointed.” 
CCDD Bylaws, Article IV, Section 3 Therefore, these members are continuing on as active 
members. Seven (7) members are serving terms set to expire in 2017. If the requested 
reappointments are made, five (5) members will have terms set to expire in 2018. 

Agency/Organization • Rehab Act: 2 • IDEA: 1 • Older Americans Act: 1 • SSA, Title XIX: 2• 
P&A: 1 • University Center(s): 1 • NGO/Local: 1 • SSA/Title V: 1 • Other: 0 • Individual with DD: 
7 • Parent/Guardian of child: 5• Immediate Relative/Guardian of adult with mental impairment: 0 
• Individual now/ever in institution: 1 • Immediate relative/guardian of individual in institution: 1 

Gender • Male: 8 • Female: 18 • Other: O 

Geographical • Urban: 18 • Rural: 8 

Race/Ethnicity • White, alone: 22 • Black or African American alone: 3 • Asian alone: 1 • 
American Indian and Alaska Native alone: 0 • Hispanic/Latino: 0 • Native Hawaiian & Other 
Pacific Islander alone: 0 • Two or more races: 0 • Race unknown: 0 • Some other race: 0 • Do 
not wish to answer: 0 

COUNCIL STAFF 

Disability data of Council staff will be collected. Response is voluntary and information shared 
will be kept confidential and serve for data purposes only. Self-identification of disability will be 
captured in the following manner: 

Race/Ethnicity • White, alone: 7 • Black or African American alone: 0 • Asian alone: 0 • 
American Indian and Alaska Native alone: 0 • Hispanic/Latino: 0 • Native Hawaiian & Other 
Pacific Islander alone: 0 • Two or more races: 0 • Race unknown: 0 • Some other race: 0 • Do 
not wish to answer: 0 

Disability Options • Yes: 4 • No: 3 • Does not wish to answer: 1 
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Gender • Male: 2 • Female: 5• Other: O 

THE DESIGNATED STATE AGENCY 

The DSA is: Department of Behavioral Health, Developmental and Intellectual Disabilities 
(DBHDID) 

Direct Services  
DBHDID provides funding for a variety of direct services provided to persons with 
developmental disabilities. Many services are provided through DBHDID-funded contracts with 
Kentucky 14 regional Community Mental Health/Intellectual Disability Centers (CMHCs). 
CMHCs provide a variety of services, such as case management, community access, supported 
employment and respite. DBHDID also provides staff support for and oversite of the Supports 
for Community Living waiver program.  

DSA Roles and Responsibilities related to Council  
Describe DSA Roles and Responsibilities related to Council * DBHDID provides significant 
administrative support to the Commonwealth Council on Developmental Disabilities. This 
includes receiving and accounting for funds; contract development; information technology (IT) 
support; payroll and other personnel-related support; facilities maintenance; legal support; and 
access to motor-pool.  

Memorandum of Understanding/Agreement  
Does your Council have a Memorandum of Understanding/Agreement with your DSA? Yes  

Calendar Year DSA was designated:1974 

STATE INFORMATION 

Comprehensive Review and Analysis (CRA) 

Introduction 
This CRA is the product of extensive collaborative efforts led by the Council’s State Plan 
Advisory Committee. Collaborations with DD Network Partners, the Martin School of Public 
Policy and Administration (Martin School), KY Self-Advocates for Freedom (KYSAFF), La Casita 
and others were also essential. Several strategies were employed to collect data. First, 
demographic data was compiled by Martin School and data from the National Core Indicators 
project was reviewed. Next, CCDD collaborated with the UCEDD and P&A to conduct a 
statewide needs assessment survey. Finally, CCDD conducted 10 focus groups and made 
multiple inquiries from state agencies and allies.  

The Needs Assessment Survey was conducted using online and traditional methods. Paper 
copies were mailed (along with stamped-return envelopes) to members of KYSAFF and 
distributed at The Arc of KY Annual Conference, P&A Annual Meeting, HB 144 Commission 
Meeting and KY Autism Summit. 519 participants responded, including 74 individuals with DD, 
164 family members, 249 service providers and 32 other. Respondents were 89% white, 8% 
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African-American, and 4% unspecified. More than half of respondents were between the ages of 
40-59. Participants ranked the areas of greatest need from the AIDD “Areas of Emphasis.” The 
top 3 were: Transportation, Employment and Housing. People with and without disabilities 
generally responded similarly, People with disabilities rated Health Care and Health and 
Wellness slightly higher than family members and professionals did.  

Focus groups were conducted to provide additional opportunities for input from those who 
appeared to be underrepresented in the survey results. Ten focus groups were to provide 
additional opportunities for individuals with DD and their families to give input. Focus groups 
were conducted in rural and urban areas, and in locations spanning from Western to Eastern 
Kentucky. Two groups were conducted with member of the UCEDD’s Consumer Advisory 
Council. In most locations, separate groups were held for individuals with DD and for family 
members. In total, 32 individuals with DD and 37 family members participated. Each group 
identified 3 “Areas of Emphasis” with greatest need. Though each focus group produced 
different results based on location, clear themes emerged. For individuals with DD, top 3 were 
Community Services and Supports, Health, and Transportation. Family members ranked top 3 
as Community Services and Supports, Health, and Quality Assurance. To ensure representation 
of cultural diversity, 1 focus group was conducted in Spanish, with 10 participants. This group 
was facilitated by La Casita, a Hispanic Outreach agency in Louisville. Quality Assurance, 
Health and Education were identified as the 3 areas of greatest need. The Executive Director of 
the La Casita and a Community Outreach Worker were interviewed. Inquiries were made to 
organizations regarding other resources that are available in Spanish.  

Requests were made to several state agencies that provide related services for data related to 
services provided to Hispanic individuals. No specific information was available. The Council 
began reviewing data in February 2015, when demographic data was first presented by the 
Martin School. After the needs assessment surveys and focus groups were completed, 2 
additional data review sessions were held. Council staff continued to seek data from Council 
Members, related agencies and others throughout the drafting process. In October 2015, the 
Council met for a State Planning Retreat led by an independent facilitator. Discussions began 
with members focused on the key Areas of Emphasis identified through the survey and focus 
groups. Members were eager to discuss a host of related activities. Council Members decided 
to develop 3 overarching goals related to activities authorized pursuant to the DD Act: 
Advocacy, Capacity Building and Systems Change. Related objectives were developed based 
on the most frequently identified areas of need. 
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Racial and Ethnic Diversity of the State Population 

 

Race/Ethnicity 

 

Percentage of Population 

 

White, alone 87.8 % 

Black or African American alone 7.8 % 

Asian alone 1.1 % 

American Indian and Alaska 

Native alone 

0.2 % 

Hispanic or Latino (of any race) 3.1 % 

Native Hawaiian & Other Pacific 

Islander alone 

0.1 % 

Race unknown 0 % 

Two or more races 1.7 % 

Some other race 0 % 

Do not wish to answer 0 % 

 

Poverty Rate 18.8% 

State Disability Characteristics 

Prevalence of Developmental Disabilities in the State  
Explanation* This estimate is based on the 1.58% prevalence rate of MR/DD as found in 
Larson, S.A., Larkin, K.C., Anderson, L., Kwak, N., Lee, J., & Anderson, D. (2001). Prevalence 
of mental retardation and developmental disabilities: Estimates from the 1994/1995 National 
Health Interview Survey Disability Supplements. American Journal on Mental Retardation, 
106(3), 231-252. The estimated population of Kentucky in 2015 was 4,425,092 individuals, 
based on data from the Kentucky State Data Center located at the University of Louisville.  

Residential Settings 
 

Year Total Served A. Number Served 
in Setting of 6 or 
less (per 
100,000) 

 

B. Number Served in 
Setting of 7 or more 
(per 100,000) 
 

C. Number Served in 
Family Setting (per 
100,000) 

D. Number Served in 
Home of Their Own 
(per 100,000) 

2013 9385 4250 861 9755 519 



 
2017-2021 FIVE YEAR PLAN 

 

 pg. 5 

Portrait of State Services 

Healthcare 
National Core indicators data indicates that Kentucky falls below the national average on many 
key health measures.  Kentuckians are significantly more likely to be obese, smoke, have 
diabetes, and report that they are in poor health.    

Medicaid is an important tool for ensuring health care needs are met in Kentucky, especially 
given the high rates of poverty in Kentucky (approximately 19% statewide, 33% for adults with 
disabilities).  In additional to “traditional Medicaid,” Kentucky has six (6) Home and Community-
Based Waiver programs that help ensure that people with developmental 
disabilities (DD) get needed services and supports.  Waiver services are discussed in detail in 
the sections dedicated to Formal and Informal Supports and Analysis of Adequacy of State 
Issues and Challenges.  

Medicaid expansion has also been an important issue for individuals with DD and their 
families.  In January 2014, in the wake of the passage of the Affordable Care Act, Kentucky 
Medicaid was expanded so that individuals and families earning up to 138% of the federal 
poverty level could qualify.  Kentucky also launched a nationally-acclaimed state-run health 
exchange, known as kynect.  Consequently, Kentucky uninsured rate for the nonelderly fell from 
18.8% in 2013 to 6.8% in 2015.  Given that 1/3 of adults with disabilities in Kentucky live in 
poverty (according the American Community Survey, 2014), the “expansion population” surely 
includes individuals with developmental disabilities and their family members.  

While many are pleased that nearly half a million Kentuckians have gained coverage through 
Medicaid expansion, these gains have come at a cost.  Some individuals with DD report greater 
difficulty with accessing services and some providers are no longer willing to accept 
Medicaid.  In addition, the current administration asserts that the state budget is not sufficient to 
sustain the related costs.  

At this point, the future for those people impacted by Medicaid expansion is unclear.  In June 
2016, a proposal for a Section 1115(c) Waiver (Research and Demonstration Project) was 
released for public comment.  This waiver would create a Kentucky HEALTH program that 
would overhaul health care options for the “expansion population”.  It would include many layers 
of new requirements, like premiums and co-payments.  It would eliminate dental and vision 
insurance, though individuals would be able to earn access to certain benefits if they work or 
perform community service. While those who are “medically frail” would be exempt from some 
requirements, managed care organizations would be charged with determining who is deemed 
medically frail.  This raises many concerns with advocates, as there are currently issues with 
managed care companies applying eligibility criteria very differently in other waiver 
programs.  During the public comment period, a broad range of citizens and advocates 
expressed their concerns.  The administration is currently working on responses to the public 
comment and determining what, if any, changes to the proposal will be made before it is 
submitted.   

The current administration has also dismantled the kynect health care exchange system through 
which Kentuckians gained access to both public and private health insurance.  For public 
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benefits, the “benefind” system was introduced earlier this year.  It is intended to work in tandem 
with the Medicaid Waiver Management Application (introduced in 2015 to allow for electronic 
management of most waiver related functions). 

Unfortunately, the transition to the benefind +MWMA system has been rather difficult.  Many 
individuals with DD who currently receive waiver-funded services experienced losses in 
coverage due to “gaps in the system.”  After months of working to resolve issues, some 
individuals are still experiencing difficulties.  Others report experiencing extreme difficulties 
when trying to utilize the system, often finding that they are simply unable to access the 
information or resources needed.  Though the system provides phone numbers to call for 
assistance, calls to these numbers often go unanswered or are only answered after callers wait 
on hold for hours. 

Maternal health and pediatric resources are provided throughout the state through a variety of 
programs. Many children who are eligible for Medicaid (whether traditional, expansion, or 
waiver) benefit from Early Periodic Screening, Diagnosis and Treatment Services (EPSDT).  In 
addition to preventative screenings, this program ensures that eligible children receive medically 
necessary services.  As with many other programs, there have been significant changes in the 
administration of this program in recent years.  Consequently, during the needs assessment, 
many family members express confusion and stated that they needed better access to reliable 
information. 

The Commission for Children with Special Health Care Needs (CCSHCN) is another critical 
agency for ensuring that the needs of children with DD are met in Kentucky.  CCSHCN has 12 
offices throughout the Commonwealth, mostly in rural areas where access to specialists is 
extremely limited.  Among other things, these offices host monthly clinics where staffed by 
specialists, often from university-based hospitals in the urban areas. Given that lack of 
transportation is an enormous problem for Kentuckians (especially for those with disabilities), 
these clinics provide life-saving and life-altering services for children with DD and others with 
special health care needs. Last year, more than 9,000 patients were seen and almost 83,000 
services were provided.  

The Department for Public Health, Division of Maternal and Child also provides numerous 
programs that benefit Kentuckians with DD. The Nutrition Services Branch administers the 
federally funded Special Supplemental Nutrition Program for Women, Infants and Children (WIC 
Program) that provides nutritious foods, nutrition education, breastfeeding information, when 
appropriate, and referral for intensive care to low-income pregnant and postpartum women, 
infants and children at nutrition risk.  

The Early Childhood Development Branch provides active leadership in achieving the health 
goals of the state’s early childhood initiatives through Health Access Nurturing Development 
Services, Child Care Health Consultation for Healthy Start in Child Care, Early Childhood 
Mental Health, and First Steps - Kentucky Early Intervention System. More than 
14,000 children received services through First Steps. These programs are particularly 
important for parents in identifying and responding to developmental delays. According to the 
Centers for Disease Control, nearly 3,000 babies are born with one or more birth defects each 
year in Kentucky.  
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In general, mental health services in the state are provided through regional community mental 
health centers. The Adult Mental Health and Recovery Services Branch, within the Department 
for Behavioral Health, Developmental and Intellectual Disabilities is responsible for oversight of 
and support to the 14 regional Community Mental Health Centers for the delivery of behavioral 
health services to adults with severe and persistent mental illness. There is also a health 
prevention and promotion branch that uses targeted, evidence-based prevention strategies to 
reduce substance use and abuse and suicide.  

There are four large public psychiatric hospitals in the state and one forensic psychiatric 
hospital. There are four intermediate care facilities for individuals with intellectual disabilities. As 
the population of individuals with DD living in institutions has significantly declined in recent 
years, these institutions have begun to host “specialty clinics” for individuals with DD living in 
their communities.  Some individuals and family members have applauded these openings, 
especially those struggling to access appropriate services in their communities.  Others have 
expressed concerns about continuing to promote services that are segregated and isolation.   

The Children’s Behavioral Health and Recovery Services Branch is responsible for the oversight 
of services and supports for children and youth who have or are at-risk of developing behavioral 
health concerns (including both mental health and substance use), and their families. This 
includes assisting providers and families in accessing training and coaching in a variety of 
evidence-based and promising approaches. 

During the 2015 Joint Needs Assessment Survey conducted by CCDD, P&A, and the UCEDD, 
three major themes pertaining to health and wellness emerged: lack of emphasis on health and 
wellness for individuals with DD; access to healthcare resources; and the need for more 
training.  There was too little access to education on the importance of health and wellness 
leading to health concerns.  Respondents suggested creating classes to promote health and 
wellness. To improve accessibility to resources participants suggested changing regulations to 
programs such as the Michelle P. Waiver to improve access to behavioral health services.  

Fortunately, initiatives have been launched to address the health and wellness needs described 
above.  The Human Development Institute (Kentucky only UCEDD) has spearheaded these 
efforts through its Health and Wellness Initiative, which aims to serve individuals with a variety 
of backgrounds, interests and needs in creating a future which gives them the tools needed to 
learn about and advocate for their own health, and achieve a more active, empowered 
future.  Through this initiative, the UCEDD has utilized the “Healthy Lifestyles” curriculum to 
engage individuals with DD in many ways. Beginning last year, CCDD supported a pilot project 
to test the use of this model in a dyadic approach.  In this project, individuals with DD and their 
chosen health partners are engaged in various activities to learn about health and wellness, and 
develop skills to improve health advocacy and health outcomes.  This project is also helping 
individuals who are DD develop leadership skills.  Currently, two members of the project staff 
are individuals with DD. They are mentoring others in the project develop advocacy and 
leadership skills.  The UCEDD has also engaged the state DD Agency to partner on other 
aspects of this initiative, for which they were recently awarded funds from the Centers for 
Disease Control.  
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Focus group data indicated that individuals and families who speak English as a second 
language are experiencing difficulty in accessing services.  This was further confirmed in a 
meeting in which a major health care provider within the state described the lack of adequacy 
and their efforts to improve health care services, namely to the Hispanic community. CCSHCN 
has launched an initiative to address this issue.  They are partnering with La Casita, a Hispanic 
resource center in Louisville, and the Department of Pediatrics of the University of Louisville to 
provide support and services to children with special health care needs whose families speak 
primarily Spanish.  This is an excellent start that can serve as the basis for additional work in the 
future.  

Employment 
Kentucky rate of employment for people with developmental disabilities (DD) in competitive, 
integrated settings is very low.  According to 2014 National Core Indicators (NCI) data, only 
11% of Kentuckians with DD reported having paying jobs in their communities. This is lower 
than the 16% average for all NCI states.  Despite increased focus on employment first, 
Kentucky currently has 28 organizations designated as 14(c)-certificate holders that employ 
1,790 workers who were paid subminimum wages (US Department of Labor, January 2016).   

According to research on the "Trends in Integrated and Sheltered Workshop Employment" 
report prepared by the University of Kentucky Martin School of Public Policy, the total number 
served by state DD agencies increased by about 20% from 2004 to 2013. While the number 
served in integrated employment increased by approximately 10%, the percentage served in 
integrated employment actually decreased from 21% to 19%. The percentage of people served 
in facility-based work actually decreased more rapidly, from 29% to 22%. Thus the large gap 
between integrated employment and facility-based work closed considerably. The biggest 
growth was in the number served in facility-based non-work, which went from 34% to 53%. 

In 2013, the Kentucky Office of Vocational Rehabilitation (OVR) spent $25.9 million providing 
services to Kentuckians. The largest parts of that were $7.7 million for training, $5.2 million for 
job placement, $3.6 million for assessment, $3.5 million for diagnosis and treatment, and $3 
million for rehabilitation technology. The result of that spending was that 3,674 individuals 
obtained or maintained employment and average weekly income after receiving services 
increased from $124 to $272. 

Though limited by insufficient funding, OVR works to assist individuals with DD to achieve 
suitable employment and independence. Eligibility for services is determined based on the 
following questions: 

Does the individual have a physical or mental impairment? 

Does this impairment result in a substantial impediment to employment? 

Can the individual benefit from OVR services in terms of an employment outcome? 

Does the individual require OVR services in order to obtain or maintain appropriate 
employment? 
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Unfortunately, not all eligible individuals can receive services.  Due to limited funding, Order of 
Selection criteria have been implemented. Current priority categories in OVR’s Order of 
Selection are:  

Category: 1-Eligible individuals who have the most significant disabilities. 

Category 2-Eligible individuals with significant disabilities who have limitations in three 
(3) major areas of functional capacities. 

Category 3-Eligible individuals with significant disabilities who have limitations in two (2) 
major areas of functional capacities. 

Category 4-Eligible individuals with significant disabilities who have limitations in one (1) 
major area of functional capacity. 

Category 5-All other eligible individuals whose disabilities are non-significant. 

Unfortunately, as of July 1, 2016, OVR is currently serving only individuals in Category 1 
(individuals who have the most significant disabilities). 

Many individuals with DD receive supported employment services from OVR through a network 
of 94 Supported Employment Providers. Person Centered Employment Planning is a required 
component of all supported employment services. The supported employment specialist must 
get to know the person and gather all relevant information on the needs, skills, preferences, and 
experiences of the people who are to be employed.  This information serves as the basis for 
successful job matches. 

OVR maintains a Rehabilitation Technology staff of 12 individuals to ensure adequate worksite 
and training accommodations for its consumers. This staff includes nine rehabilitation 
technologists/rehabilitation engineers and one vehicle modification specialist. 

OVR strives to provide information to consumers who are Social Security recipients about the 
effect of employment and earned income on their benefits. It refers individuals to the two Work 
Incentive (WIPA) programs in the state, as well as other agencies that perform benefits 
analysis, and currently maintains three certified work incentive coordinators on staff through 
grant funding. OVR provides many transition services, often through agreements with local 
school districts. The passage of the Workforce Innovation and Opportunity Act (WIOA) in 2014 
significantly increased responsibilities in this area. Unfortunately, no increased funding was 
provided to support the additional workload.   

Nonetheless, OVR is now offering more Pre-Employment Transition Services. OVR is required 
to spend at least 15% of its federal allotment on Pre-employment Transition Services, which 
includes any services purchased or provided to an individual who, at the date of application was 
less than 22 years of age, and is a student in secondary school served under an IEP or 
504. Required Pre-employment Transition Services include: 

Job exploration counseling; work-based learning experiences, which may include in-school or 
after school opportunities, or experience outside the traditional school setting (including 
internships), that is provided in an integrated environment to the maximum extent possible;  
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Counseling on opportunities for enrollment in comprehensive transition or postsecondary 
educational programs;   

Workplace readiness training to develop social skills and independent living; 

Instruction on self-advocacy, which may include peer mentoring. 

OVR is currently in the process of developing service options to help it meet the 15% 
requirement. 

When CCDD, P&A and the UCEDD completed a two part needs assessment comprised of a 
survey and focus groups in 2015, employment was one of the five main areas of 
need. According to survey results and analysis there were three major themes that were 
identified: limited employment opportunities, inefficient systems, and misconceptions about 
benefits.  

Respondents said there were limited opportunities because of a lack of openness with 
employers, more community and business supports are needed and many workplaces and 
employers are uninformed about employment of persons with disabilities. Respondents also 
said that many supported employment agencies seem to be ineffective, and that there are no 
such agencies in some areas.  Respondents reported difficulty in accessing OVR services that 
successfully addressed their needs.  Many participants reported that providers seem reluctant to 
promote competitive, integrated employment options.  Finally, many respondents stated 
that misconceptions about the impact of wages on benefits frequently interfere with individuals 
seeking or obtaining competitive, integrated employment. 

Informal and formal services and supports 
The Cabinet for Health and Family Services provides an array of formal supports and services 
to Kentuckians, including individuals with developmental disabilities (DD) and their families. 
Information about these services is available in Spanish on the Cabinet’s website. Translators 
are reportedly available for clients who need them.  However, our needs assessment showed 
barriers in finding and accessing culturally and linguistically relevant services in both rural and 
urban areas.  

Many formal supports for people with DD are provided through Medicaid Waivers.  Kentucky 
has 6 Home and Community Based Services (HCBS) Waiver Programs.  Two waivers are 
specifically for individuals with DD: Supports for Community Living (SCL), which can include 
residential supports, and Michelle P. Waiver (MPW), which is non-residential.   

Some individuals with DD also receive supports through 1 of 4 other waivers created for specific 
populations: Home and Community Based (elderly and others with disabilities requiring nursing 
facility level of care); Model II (ventilator dependent); Acquired Brain Injury (ABI); and ABI- 
Long-term Care (ABI-LTC).  This CRA focuses primarily on SCL and MPW, due to limited 
space. 

Kentucky waiver programs have undergone significant changes for several years.  They have 
been modified to promote Participant Directed Services (PDS), supported employment, and 
community access services.  In SFY 2016, 511 SCL members utilized Community Access 
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services and 352 utilized Supported Employment services.  Efforts are underway to bring 
Kentucky waiver programs into compliance with the Final Rule for HCBS Services.  

While many of the changes are ultimately positive, change is often stressful.  During focus 
groups many people expressed confusion and distress caused by the changes or 
misinformation regarding changes.  Many people described a dramatic need to access timely 
and reliable information.  They indicated they most frequently learned about changes from 
service providers and often learned later that information shared was not accurate. 

The creation of the PDS option has been very popular and is one change that was very well 
received.  (This option was originally called Consumer Directed Option, a term which is still 
frequently used.) PDS allows eligible waiver members to hire and manage their 
providers/employees for non-medical and non-residential services. This gives members’ greater 
flexibility in the delivery of services needed to stay in their homes. Members also may purchase 
goods and finance minor home adaptations. More than 10,800 waiver members use this option. 

Unfortunately, employment-related costs have become a barrier for to use PDS.  These costs 
are related to employment requirements set forth in regulations and include background checks, 
drug and tuberculosis screening, and CPR, first aid and other required trainings.  Costs can be 
more than $350 per employee for the first year.   Since 2014, regulatory amendments have 
increased individuals’ responsibilities to pay these costs.  Many individuals with DD say that 
they are unable to pay these costs.  Despite advocacy efforts, no steps have been taken to 
reduce or shift these costs away from individuals with DD.  Advocates are concerned this will 
result in individuals not being able to choose the PDS option. 

The addition of Community Access services to the SCL waiver reflects a strong commitment to 
principals of self-determination and meaningful integration.  Eventually, community access 
should help individuals with DD become a contributing member of the community by facilitating 
natural supports in self-determined areas of interest. However, because this service is new, 
many providers have not fully embraced it or been trained on how the process should work.  In 
many cases, individuals are not given meaningful opportunities for self-direction; instead they 
are taken to activities presumed to be of interest. Furthermore, community activities are often 
provided in group settings, which is not consistent with the principals of self-determination.  

Fortunately, efforts are underway to provide additional training.  Last year, CCDD funded 
trainings provided by Mattingly Edge, a non-profit leader in this area, regarding best practices 
for providing community supports. Trainings are also taking place through the Supported 
Employment Leadership Series.   

Formal supports are also provided through an array of other programs beyond waivers.  The 
Hart Supported Living Program provides flexible funding to Kentuckians with disabilities 
(developmental or others) for supports that promote independence to live at home and function 
within the community. Types of supports typical for this program include: home modifications for 
accessibility; personal care services; homemaker services; transportation; adaptive and 
therapeutic equipment; and more.  For FY 2016, more than 700 applications were 
received. However, current funding is not sufficient to meet the requests and/or need in the 
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state.  Furthermore, this program is supported entirely by State General Funds.  Unfortunately, 
funding for FY17 was reduced by $549,599 (from $6,837,686 in FY16 to $6,288,087).   

The Personal Care Attendant Program helps some adults with severe physical disabilities who 
are at risk of being institutionalized.  This program currently serves 314 individuals by 
subsidizing the costs of personal attendant services so that individuals may live in their own 
homes and communities.  In order to qualify, a person must be 18 or older; with severe physical 
disabilities with permanent or temporary recurring functional loss of two or more limbs; need at 
least 14 hours but no more than 40 hours of attendant care per week; be mentally capable of 
instructing and supervising attendants and be capable of preparing payroll and required 
employer tax statements.  Unfortunately, this program does not have current funding sufficient 
to meet the requests and/or need in the state.  

Kentucky also funds fourteen (14) regional community mental health centers (CMHC) to provide 
services to people with DD who do not have access to waiver services. Services are limited but 
do provide a variety of options including short term residential, day services, supported 
employment and crisis services. The CMHCs supported 3289 people with DD in FY16.  

Kentucky Area Agencies on Aging and Independent Living operate through the Commonwealth 
to provide services for aging Kentuckians and individuals with DD.  These include: Aging and 
Disability Resource Centers (ADRCs); Adult Day Care and Alzheimer's disease related-
services; Assisted Living Community Information and Certification; Elder Abuse prevention and 
protection; Health Promotion and Disease Prevention; Homecare and Nutrition 
programs. Unfortunately, according to anecdotal information, Area Agencies on Aging and 
Independent Living seem to be more effective in assisting those who are aging than those who 
have DD.  Given the need for better access to information that emerged as a strong theme in 
the needs assessment, potential collaborations with ADRCs should be explored. 

Kentucky Guardianship Program provides supports to 4,240 Kentuckians.  Unfortunately, 
funding for the Guardianship program has not kept up with the demand.  The average caseload 
for Guardianship staff is 70 individuals, which is 3.5 times the recommended number of 20 
cases per worker.  Though regulations require staff to visit with individuals served at least every 
90 days, with a minimum of 2 visits being in the home environment annually, anecdotal 
evidence suggests these requirements are often unmet.  This creates significant barriers in 
terms of promoting self-determination and getting basic needs met, like healthcare. Access to 
childcare for children with DD is limited in Kentucky, but there are specialized programs in some 
of the bigger cities. The Division of Child Care administers the Child Care Assistance Program 
(CCAP) to help Kentucky low- income families find affordable quality child care. 

The Kentucky Department of Community Based Services provides child protection services, 
including foster care and adoption. Currently, there are more than 225 foster children placed in 
Care Plus or Medically Fragile Homes. The Special Needs Adoption Program (SNAP) promotes 
the adoption of children with special needs, including those with DD. There are currently more 
than 175 children in SNAP. In addition to the supports and services available through formal 
governmental networks, Kentucky has several more informal options providing services 
specifically to individuals and families with DD. Kentucky Special Parent Information Network 
(KY-SPIN) supports a network throughout the state, and links families and individuals with 



 
2017-2021 FIVE YEAR PLAN 

 

 pg. 13 

disabilities to valuable resources that will enable them to live productive, fulfilling lives. They 
train more than 2,000 individuals per year, and distribute information to more than 3,000. The 
Arc of Kentucky is active in the state providing information to individuals with DD and their 
families and advocating for systems change. The Family to Family Health Information Centers 
operates through the Commission for Special Health Care Needs offices through the state and 
serves more than 2,000 families.  

In Kentucky, faith communities are an especially vital part of the informal supports available. 
Our UCEDD, the Human Development Institute, is part of the Collaboration on Faith and 
Disability, with a mission to support people with disabilities, their families, and those who 
support them by providing national and international leadership in the areas of research, 
education, service, and dissemination related to disability, religion, and inclusive supports. 

Across the state, faith communities provide opportunities and supports for individuals with DD 
and their families. Specific initiatives include holding social events for people in the community, 
both with and without disabilities and seminars about how churches can be welcoming to 
individuals with disabilities and their families. 

Other non-profits and parent advocacy groups are partnering to help create inclusive 
environments in school and community settings. A key component of facilitating natural 
supports is educating peers and community leaders about the importance of intentional 
inclusion. Concerns about formal and informal community were prominent themes in the Joint 
Needs Assessment survey conducted by CCDD, P&A and the UCEDD in 2015.  This theme 
persisted throughout the series of focus groups that followed.  Individuals with DD and their 
families expressed extensive concerns regarding freedom of choice; access to information 
about supports and services and limited funding for individualized care.   

Many participants discussed how limited funding, including limits on caregiver payment rates, 
has a wide range of negative impacts.  Due to low pay rates, there is a high turnover rate 
among personal care attendants, therapists, nurses, and others who provide home and 
community-based services needed by individuals with DD.  When a caregiver quits, individuals 
often struggle to make it without critical care and/or family members are unable to fulfill work or 
other responsibilities, as they are needed to provide care.  Many individuals and family 
caregivers report this cycle leading to unemployment or underemployment.   

National Core Indicators data reflect that less than 50% of Kentuckians with DD report having 
friends who are not family or staff.  This is far lower than the national average of approximately 
75%.  More than 50% of Kentuckians with DD report feeling lonely, this is higher than the 
national average of 40%.  Clearly, more needs to be done to ensure that individuals with DD 
have opportunities to build relationships and be fully integrated into community living. 

Interagency Initiatives 
Kentuckians value collaborations highly and frequently pursue interagency initiatives to improve 
and enhance community services, individualized supports and other forms of assistance for 
individuals with developmental disabilities.   

The Commonwealth Council on Developmental Disabilities provides a foundation that supports 
many other interagency initiatives.  Ten of the Council’s 26 members represent state agencies 
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that provide services to individuals with DD, most of which operate other federally assisted state 
programs.  Both during and between Quarterly Council meetings, state agency representatives 
are actively involved with promoting the Council’s efforts. The Council Members build upon the 
relationships developed through CCDD efforts to promote the success of other initiatives.   

The Kentucky Department for Behavioral Health, Developmental and Intellectual Disabilities 
(DBHDID) collaborates daily with other agencies including the Department of Medicaid Services 
(DMS), Office for Vocational Rehabilitation, and Department on Aging and Independent Living 
(DAIL) to enhance services including the 1915(c) waiver programs. DBHDID, DMS and the 
Commission for Children with Special Health Care Needs (CCSHCN) work collaboratively to 
ensure that children with developmental disabilities in Kentucky receive appropriate medical 
care. Kentucky Protection and Advocacy (P&A) works collaboratively with all state agencies 
serving people with developmental disabilities to protect the rights of people with disabilities. 
DAIL also works closely with the Office of the Inspector General and the Department of Public 
Health. The Office for Vocational Rehabilitation works closely with the Department of Education, 
a partnership that has been enhanced by the Workforce Innovations and Opportunities Act.  

These agencies also collaborate on Councils, Committees, Taskforces and Commissions. DAIL 
coordinates the State Independent Living Council and the Hart Supported Living Council. These 
councils include agency personnel as well as individuals with developmental disabilities, family 
members, and organizations representing people with disabilities.  

The Kentucky Commission on Services and Supports for Individuals with Intellectual and other 
Developmental Disabilities (also known as the House Bill 144 Commission) serves an incubator 
for many initiatives.  This Commission was established by the Kentucky General Assembly as a 
result of the President’s commission on mental retardation in 2000 to serve in an advisory 
capacity to the Governor and legislators concerning the needs of persons with intellectual or 
other developmental disabilities. It includes legislators, state agency heads, advocates, 
providers, and family members representing individuals with intellectual and developmental 
disabilities.  DBHDID provides administrative staff and logistical support. Examples of initiatives 
developed and fostered through the HB 144 Commission include:  

The Kentucky Health and Wellness Initiative – Led by the UCEDD with significant involvement 
and support from the state DD agency and CCDD, this initiative has led to the development of 
multiple programs and resources; and Support for HCBS Final Rule Implementation – State 
partners worked together to conduct a series of community forums throughout Kentucky to 
educate individuals with DD and their families about the new rule and gather their input 
regarding priorities for implementation.  Key players in this initiative included the State DD 
Agency, Department for Medicaid Services, DAIL, CCDD and others. 

Several related initiatives are ongoing to promote opportunities for people with DD to be more 
meaningfully involved in their communities.  In 2014, DBHDID contracted with the UCEDD to 
provide an opportunity for waiver providers and participants to participate in an extensive 
training and mentoring course, Endeavor for Excellence (EFE), which is designed to enhance 
the capacity of providers to impact the lives of the people they support in significant and 
meaningful ways. The course is focused on the information, ideology, strategy and skill 
necessary to design and provide high quality human services in partnership with people with DD 
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and their families. It is consistent with the philosophy of Community Access service offered in 
SCL waiver. It is also based on the same asset-based community development strategies that 
CCDD is using as the foundation for several current projects, including: Communities of 
Sharing, Peer Support Networks, and the WORK Initiative. 

Numerous state partners are also collaborating on an initiative launched by The Arc of 
Kentucky, including the DBHDID, Department for Medicaid Services, Department for Aging and 
Independent Living, Commission on Children with Special Health Care Needs, CCDD, and 
others.  The Kentucky State Family Support Coalition brings these agencies together to pursue 
a unified goal of improving support to all families of people with disabilities and seniors in 
Kentucky. The Coalition has an action plan to bring the disability and aging community together 
to address challenges in supporting families in Kentucky.  

Kentucky has also joined the National Community of Practice for Supporting Families of 
Individuals with I/DD, which is entering the final year of federal funding from the Administration 
for Intellectual and Developmental Disabilities (AIDD). NASDDDS, along with the University of 
Missouri Kansas City Institute for Human Development, UCEDD (UMKC-IHD), partnered to 
support states, work to impact national policies, develop products and tools, and provide 
technical assistance. Kentucky chose to focus on the population of people who are medically 
fragile in this three-year endeavor.  The Core Team for implementing this initiative includes 
DBHDID, the UCEDD, and CCDD.  Many additional collaborators will be engaged as the project 
progresses. 

Another newly launched initiative will address the fact that Kentuckians with physical or 
intellectual limitations are more likely to be affected by health conditions and illness than people 
without these kinds of disabilities, according to the 2013 data from the Disability Health Data 
System.  In collaboration with the UCEDD, DBHDID recently applied for and was accepted into 
a five year grant with the Centers for Disease Control and Prevention (CDC). With the help of 
this grant funding the Department for Behavioral Health, Developmental and Intellectual 
Disabilities is trying to address this health disparity by creating a health promotion program 
tailored to the needs of this population. This initiative, known as Project CHEER – Community 
Health Education and Exercise Resources for Individuals with Mobility Limitations and 
Intellectual Disabilities - will focus on the development of partnerships across the state to 
positively impact the overall health and well-being of the targeted groups and the people who 
support them.  This will build upon the efforts of the UCED’s Health and Wellness Initiative. 

The Olmstead Plan Committee continues the work on an initiative begun several years ago by 
DBHDID.  It is made up of representatives from agencies serving individuals with DD and from 
the state hospitals. P&A also serves on this committee. The Olmstead State Plan Committee 
will continue its planning and implementation activities focusing on three main areas: consumer 
oversight by quality and consumer satisfaction, informed choice and access to housing options, 
and workforce development.  

The Advisory Council for Medical Assistance is a Department of Medicaid Services initiative that 
brings together health professionals, providers, advocates and Medicaid recipients. The Council 
advises the Cabinet for Health and Family Services about health and medical care services, 
policy development and program administration. There is an Intellectual and Developmental 
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Disabilities (IDD) Technical Advisory Council to make specific recommendations regarding 
individuals with IDD. 

Workforce Development and Financial Empowerment Collaborative is an initiative supported by 
the Office of Vocational Rehabilitation.  This collaborative is comprised of agencies, business 
leaders, individuals with DD, family members and advocacy organizations. This group is 
focused on efforts to promote inclusive and integrated employment as well as financial literacy 
for individuals with DD.  

The Kentucky Early Intervention System Interagency Coordinating Council is a public health 
initiative created to assist in promoting disability prevention services statewide and provide input 
for improvement of early intervention programs and other related services.  This Council brings 
together parents, agency representatives and other stakeholders. 

Individuals with developmental disabilities are represented on most interagency initiatives.  In 
many case, state statutes or regulations requires such representation.  Given that 88% of 
Kentuckians identify as "white" most committees, boards, commissions and other collaborations 
are predominately white.  Nonetheless, significant efforts have been made to ensure some level 
of diversity.  For example, on the CCDD 3 of the 16 members are African American.  Two of 
those individuals serve in leadership roles.  With regard to the P&A Advisory Board, 3 of 17 
represent minority communities (2 are African American and 1 is Latino).  On UCEDD's 
Consumer Advisory Council, 20 of 13 members are African American.  On the Statewide 
Independent Living Council, 1 of 12 members is African American.  Similarly, on Hart Supported 
Living Council, 1 of 11 members is African American. 

Quality Assurance 
Self-advocacy is an essential component of quality assurance.  As part of a 2015 Joint Needs 
Assessment, Kentuckians with developmental disabilities (DD) and their allies agreed there is a 
great need for individuals with DD to advocate to maintain independence and to be able to 
make meaningful choices in their own lives.   Recommendations include supporting 
development of more active and visible self-advocacy group; and teaching self-advocacy skills 
to youth.  There is also a need for more individuals with DD who are leaders to serve as 
mentors for others.   

CCDD is committed to supporting self-advocacy efforts for individuals with DD by collaborating 
with other established self-advocacy organizations throughout the Commonwealth.  Fortunately, 
Kentucky has several organizations committed to promoting self-advocacy and leadership in 
individuals with DD.  

For many years, Kentucky Self-Advocates for Freedom (KYSAFF) has been recognized as a 
statewide self-advocacy organization run by and for individuals with DD. Unfortunately, the 
statewide coordinator resigned in 2015, which resulted in some instability for the 
organization.  At this time, only three chapters are active.  Fortunately, there is a strong desire 
to continue and they have many allies.  They are currently working with another statewide non-
profit organization, in hopes that they will soon be operating independently.  

The Arc of Kentucky runs the Advocates in Action program, which was originally funded by the 
Council. This is a Self-Determination Leadership Academy designed to train individuals with 
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developmental disabilities, their family members, and professionals working with people with 
DD. The Arc also has a Self-Advocates’ Advisory Board.  

The Centers for Accessible Living in Louisville has two self-advocacy groups.  The Young 
Empowered Self Advocates (YES group) is for individuals with intellectual and developmental 
disabilities that are between the ages of 16 and 29. Team ABILITY is an advocacy group that 
includes self and systems advocacy and it is all disabilities and all ages. 

The Mattingly Edge conducts a group designed to train individuals with cerebral palsy self-
advocacy skills while promoting the highest level of self-determination as possible.   

The Kentucky chapter of the Autistic Self Advocacy Network is a nonprofit organization run by 
and for Autistic people. 

Kentucky also has several strong programs that provide advocacy training and support for 
family members of children with DD. 

The Commission for Children with Special Health Care Needs utilizes family consultants who 
help families find resources, facilitate communication with other staff members and support 
parents seeking services for their children.  Family consultants are parents of special needs 
children, providing the Commission with a parent perspective and enhancing Commission 
efforts to connect other agencies that serve children and families. 

The Kentucky Special Parent Involvement Network is a statewide non-profit organization.  KY-
SPIN links families and individuals with disabilities to valuable resources that will enable them to 
live productive, fulfilling lives. 

The Kentucky Family Advocacy Network is a statewide project to support individuals with 
disabilities and their families.  They work to help parents be the first advocates of their children.  

Many of these organizations have expressed strong interest in partnering with the Council to 
promote self-advocacy in Kentucky.  We look forward to working closely with them over the next 
5 years. 

Throughout the state, there are various agencies that protect all Kentuckians, including those 
with developmental disabilities, from abuse, neglect and exploitation.   Several of these 
agencies formed a collaboration in 2005 to improve responses to individuals with DD who are 
subjected to violence or abuse.  This coloration, known as the Project SAFE Network, is a 
statewide, multidisciplinary collaboration dedicated to raising awareness, improving 
accessibility, and training to service providers and criminal justice professionals about sexual 
assault and domestic violence against individuals with disabilities.   Partners include: Protection 
and Advocacy; the Office of the Attorney General; Department for Behavioral Health, 
Developmental and Intellectual Disabilities; Kentucky Association of Sexual Assault Programs; 
Kentucky Coalition Against Domestic Violence; CCDD; and others.  Numerous training 
initiatives and policy changes have resulted from the Project SAFE Network.   

Kentucky Protection and Advocacy has a specific Investigation Abuse and Neglect team.  The 
investigations are primarily secondary to ensure that the primary agencies that are charged with 
investigations are following their procedures.  
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Kentucky also has some agencies in place to help enforce civil rights of individuals with 
disabilities.  For example, the Kentucky Commission on Human Rights is the state government 
authority that enforces the Kentucky Civil Rights Act.  Unfortunately, it appears that the first line 
of defense for enforcement of the Americans with Disabilities Act (ADA) has been 
eliminated. For more than 20 years, Kentucky State ADA Coordinator fielded complaints from 
throughout the Commonwealth regarding potential ADA violations.  The State Coordinator 
provided training to state agency level coordinators and others; made site visits and 
recommendations; and more.  Unfortunately, the most recent State ADA Coordinator was 
dismissed in February. No new coordinator has been appointed, and no one has any 
information to share about when a new coordinator might be appointed.  

Housing  
Affordable and accessible housing is vital for people with developmental disabilities to live full 
integrated lives in their communities. Unfortunately, like many other states, Kentucky does not 
have nearly enough affordable or accessible housing for the people that need it. Statewide, the 
average cost of a one-bedroom apartment is $526, or nearly 75 percent of the monthly 
Supplemental Security Income check, according to a report written by the Martin School of 
Public Policy in 2015.  

According to Kentucky Housing Corporation (KHC), as of 2015, there are total 80,487 assisted 
housing units in Kentucky. These housing units are subsidized by Kentucky Affordable Housing 
Trust Fund (AHTF) and programs offered by the Department of Housing and Urban 
Development (HUD). There are eight programs that provide housing support in general but 
there are several programs focused specifically on people with disabilities including loans to 
facilitate the construction or rehabilitation of accessible housing; to develop rental housing with 
the availability of supportive services for very low-income adults with disabilities, and provides 
rent subsidies for the projects to help make them affordable. 

Several programs, including Section 8, carve out specific funding for accessible housing or 
individuals with disabilities. Group Homes may be subsidized under the Section 8 Program. The 
homes are designed for occupancy by individuals who have a physical or developmental 
disability or are chronically ill. Group homes administered by KHC are designed only for 
individuals who have a developmentally disability or are chronically mentally ill. 

According to the Martin School report, the largest population of individuals with Developmental 
Disabilities lives in a congregate care facility or a family home. The number of individuals living 
in a family home was 1,135 compared to 3,033 individuals living in a congregate care facility in 
2012.  There was also a dramatic decline in the number of individuals living in state institutions 
from 495 in 2005 to 143 in 2012 a 70 percent decrease.  This can be attributed to the increase 
in cost per resident in state run facilities from $161,350 in 2009 to $457,827 in 2012.  More 
individuals are receiving community based services as of 2012, 97.5 percent.    

The Olmstead Housing Initiative (OHI) is a partnership between KHC and the Kentucky Cabinet 
for Health and Family Services.  OHI was created to meet the housing needs of one of the 
hardest to serve populations: people with Severe Mental Illness who are in institutions, or who 
are at-risk of institutionalization. 
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There are also programs located in specific communities throughout the state that provide 
support in locating, remodeling and subsidizing housing for individuals with developmental 
disabilities. These are generally located in the larger cities in the state and have limited 
resources. 

The Joint Needs Assessment report released in 2015 by CCDD, Kentucky P&A and HDI 
consisted of surveys and focus groups. The report identified five themes related to housing: 
accessibility, unsuitable alternatives, support, inefficient systems and laws and lastly financial 
considerations. When asked about accessibility, respondents expressed concern regarding 
personal independence, availability of accessibility specifically the need for housing with 
Universal Design.  Respondents were interested in home ownership and the need for 
awareness of available resources. The theme of unsuitable alternatives showed there were 
limited housing options except for SCL and staffed group homes. The importance of finding 
adequate housing for individuals who are medically fragile was also raised.  In terms of support, 
there was an expressed need for training for parents on creating housing supports for their adult 
children and support options for individuals so they can rent or own homes. Respondents noted 
that there were inefficiencies in the systems, agencies and laws that are there to assist 
individuals with disabilities with housing options. Many expressed concern regarding long wait 
lists that provide access to supportive accessible living options. Lastly, a reemerging theme was 
financial considerations.  Respondents expressed the need for finding low-cost housing in safe 
areas and locating financial assistance. 

While there are a variety of options for people with disabilities to find housing, there is not 
a program that targets people with disabilities from culturally or linguistically diverse 
backgrounds. However, all materials are available in Spanish.   
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ANALYSIS OF THE STATE ISSUES AND CHALLENGES 

Criteria for eligibility of services 
During the needs assessment, the most frequently cited concerns regarding criteria for eligibility 
were related to the Michelle P. Waiver (MPW).  When MPW was created, it was expected to be 
used primarily by adults on the SCL waiting list, living in institutions or facing the possibility of 
living in institutions.  Subsequently, children with DD began to apply, which resulted in the slots 
being filled more quickly than anticipated. Unfortunately, the tool initially selected for 
determining level of care eligibility does not appropriately assess the needs of 
children.  Therefore, some people worry available MPW slots have been assigned to individuals 
who are not eligible, while other are concerned that their children have been unjustly determined 
not eligible for badly needed services.  In addition, results and budgets vary widely depending 
upon who conducts the eligibility and prior authorization determinations.  To address these 
issues, waiver administrators have launched a pilot project to determine if a standardized tool 
will be more effective in determining eligibility.  It is unclear at this point whether the tool will be 
changed or how changing this tool could impact the waiting list or current waiver recipients. The 
needs assessment also revealed that certain populations of individuals’ experience significant 
difficultly in establishing eligibility for services.  For example, people with autism who are 
considered to be on the higher end of the spectrum have difficulty obtaining needed 
services. These individuals still face the same challenges of finding gainful employment, health 
care, and other services.  There is a similar issue for the Acquired Brain Injury (ABI) waiver – 
not everyone needing services qualifies for the waiver.  Some people with developmental 
disabilities (DD) have limited access to waiver services, as most specifically require intellectual 
disabilities or nursing facility level of care to qualify.   

Criteria for eligibility for services through the Office for Vocational Rehabilitation are also a major 
concern. For several years, Kentucky has failed to fully fund OVR in the state 
budget.  Consequently, OVR has been unable to draw down the full federal matching 
funds.  This shortfall in funding has led to a reduction of staff and restrictions on those 
served.  Because of the lack of resources, OVR only serves those with the highest needs 
(considered level one).  This excludes a large population of people who could benefit from their 
services, even if eligibility is established.  Additional requirements as a result of the state 
implementation of WIOA mean that OVR will be stretched even thinner.   

Analysis of the barriers to full participation of unserved and underserved groups of 
individuals with developmental disabilities and their families    
Three populations were identified as underserved: Hispanic individuals and families who speak 
English as a second language; individuals and families living in rural areas; and individuals who 
are medically fragile and their families.  All are discussed below. As the Hispanic population 
continues to grow and families have settled permanently within the state, a host of barriers have 
presented themselves especially for those with developmental disabilities (DD).  CCDD first 
became aware of related issues based on calls to the office requesting resources and 
information in Spanish.  CCDD staff attended the Annual Kentucky Hispanic, Immigrant and 
Refugee Networking Summit in 2015 to learn more about the growth of the Hispanic population 
in Kentucky. We learned that in all but 12 of Kentucky 120 counties, the Hispanic population has 
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at least doubled since 2000. This is a far faster rate of growth than any other minority 
population.  Afterwards, the Council discussed whether Kentucky DD-related service systems 
were prepared to respond appropriately.  All agreed the answer was ‘no’ and that the Council 
should focus on addressing the needs of this rapidly growing segment of the population. 

In order to gather additional information, CCDD reached out to La Casita, a Hispanic resource 
center in Louisville.  CCDD had previously received calls from La Casita seeking resources for 
the Hispanic families they serve.  La Casita agreed to facilitate and host a focus group with 
Hispanic individuals.  The group was conducted in Spanish and interpreted into English, for the 
benefit of CCDD staff.   

Participants in the focus group were eager to discuss the many barriers they faced in trying to 
access services for themselves or family members with DD.  Three main themes emerged: 
language barriers, discrimination, and cultural differences.  When asked to identify the areas of 
greatest need, consensus was reached that access to educational resources and health care 
are two primary issues.   

Following the focus group, CCDD conducted additional research.  Fortunately, several 
fundamental resources are already translated into Spanish.  Furthermore, federal law requires 
that agencies provide translation and interpretation services upon request.  Unfortunately, it 
appears that very few Hispanic individuals have been trained on disability-related advocacy, 
especially among those for whom English is a second language.  Therefore, CCDD will work to 
address the following targeted disparity: Hispanic families of children with developmental 
disabilities, (living in Louisville, KY) for whom English is a second language, lack the skills to 
effectively advocate for services needed.  

The second group identified as underserved is individuals and families living in rural 
Kentucky. Many people living in rural areas reported that they were largely isolated from 
services available to those in urban areas.  Focus group members reported that they were 
unaware of services that were available within their communities.  While it is certainly true that 
accessing medical care (especially from specialists) is a challenge for those who live outside of 
major cities, we found that even those things that were available, such as local providers, 
transportation services, assistance with IEPs and the educational system, were 
unknown.  Those in rural areas also expressed a sense of disconnect with the more populous 
parts of the state.  Most information garnered from those in rural areas was reported as word of 
mouth.  People in rural areas repeatedly suggested that systems for providing information about 
disability-related services and supports should be improved. 

The third population that the CCDD identified as underserved is the medically fragile 
population.  In general, many state and federally funded activities, including those of CCDD, 
focus on people who are considered self-advocates.  Those who are medically fragile do not 
have the same access to society. Through our research, primarily via focus groups, we have 
found that this population tends to be the most isolated. This population is challenged by several 
issues.  First there is a significant lack of skilled nursing services for in home support due to a 
variety of reasons:  the difficulty of nursing staff in obtaining credentials; lack of interest or 
incentive to receive proper training; and/or policy barriers that prevent adequate numbers of 
nurses.   
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The result of lack of skilled nursing across the state is that those with medical needs must 
reside in medical and nursing facilities.  For example, many children who have tracheotomies 
often cannot live at home until age five because the necessary medical equipment and support 
staff are not available, especially in rural areas.  So many of these children reside in a hospital 
during their formative years.  

In Kentucky, we do have skilled nursing facilities to serve children with disabilities, such as The 
Home of the Innocents.  While facilities like this would not be considered "least restrictive 
environment," there are few if any community supports for these residents. Parents of children 
who reside in this particular facility report being generally satisfied with the care their kids were 
receiving.  However, once a child ages out of this setting, the options are either the young adult 
lives at home or the young adult goes to a nursing home that primarily serves the elderly.  In 
both of these cases, outcomes are poor in terms of quality of life or life expectancy. The main 
barrier here appears to be simply a lack of community supports and services and a lack of 
assistance and support for caregivers.  This is indeed a complex issue, but one that the CCDD 
feels must be addressed.   

The availability of Assistive Technology 
Assistive technology allows individuals with developmental disabilities (DD) to participate in 
typical life activities. Such technology comes in various forms. The Kentucky Assistive 
Technology Services (KATS) Network, funded by a federal grant, facilitates access to such 
devices.  Other agencies providing assistive technology include the Bluegrass Technology 
Center in Lexington; enTECH at Spalding University in Louisville; Redwood AT Resource 
Center in Ft. Mitchell; the Western Kentucky Assistive Technology Center in Owensboro and the 
Carl D. Perkins Vocational Training Center in Thelma. 

Unfortunately, information regarding the practical availability of assistive technology is 
somewhat limited, which means that individuals with developmental disabilities needing it are 
likely to experience issues trying to find it.  Once a person is aware of the KATS Network, many 
more options become available.  Unfortunately, its existence sometimes appears to be a well-
kept secret. 

Funding for assistive technology is also a significant barrier, especially considering that 1/3 of 
Kentuckians with disability live in poverty.  The Kentucky Assistive Technology Loan Fund, 
which was started with seed money from the CCDD several years ago, helps to fill the gap by 
providing low interest loans through the Office for Vocational Rehabilitation.  

Significant barriers identified through the needs assessment include lack of information about 
available resources and funding sources; barriers in completing applications processes; and 
long wait-times to receive equipment. 
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Waiting Lists  
Numbers on Waiting Lists in the State  

Year State Pop 
(100,000) 

Total 
Served 

Number 
Served per 
100,000 state 
pop 

National 
Average 
served per 
100,000 

Total persons waiting for 
residential services 
needed in the next year 
as reported by the State, 
per 100,000 

Total persons 
waiting for other 
services as 
reported by the 
State, per 100,000 
 

2015  44.25  24261  548.27  141  5.24  56.61  

 

a. Entity who maintains wait-list data in the state: 

Case Management Authorities, Providers, Counties, State Agencies, Other 

b. There is a statewide standardized data collection system in place for the chart above: 

No   

c. Individuals on the wait-list are receiving (select all that apply) for the chart above: 

Inadequate services  

d. To the extent possible, provide information about how the state places or prioritizes 
individuals to be on the wait-list: 

Other  

Regarding c., SCL waiting list includes only individuals who have gone through eligibility 
and needs assessment, as described above. Individuals on the Michelle P waiting list 
have completed an application, but have not been required to submit any diagnostic 
information or other documentation. Regarding d., Kentucky has 2 waivers specifically 
designed to serve individuals with developmental disabilities (DD): Supports for 
Community Living (SCL) residential waiver and the Michelle P. supports waiver (MPW). 
Both waivers have significant waiting lists. To be placed on a list, an individual (or the 
individual’s representative) must first complete an application in the Medicaid Waiver 
Management Application (MWMA), a web-based application introduced in 2015. 
Assistance with the application process is available through Community Mental Health 
Centers. Otherwise, there is no uniform statewide guidance regarding waiting-lists. Each 
waiver operates pursuant to its own regulations, which vary significantly. The Michelle P. 
Waiver (MPW) waiting list is based exclusively on chronology. The SCL program has a 
priority-based wait-list. To be placed on the SCL wait-list, an individual (or the 
individual’s representative) must begin by completing an application through MWMA. In 
addition, diagnostic information signed by a physician (or DD professional) and 
supporting documentation to validate the diagnosis and age of onset must be uploaded. 
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e. Description of the state's wait-list definition, including the definitions for other wait lists 
 

907 KAR 12:010 provides regulations for SCL wait-list. Pursuant to regulation, a person 
shall be allocated potential funding based upon: a) Category of need; and b) 
Chronological date of placement. Categories of need are defined as follows: 
“Emergency” category applies if all other options have been exhausted and immediate 
service is needed because: a) abuse, neglect or exploitation; b) death of primary 
caregiver; c) loss of housing or funding, or imminent discharge from temporary 
placement; d) jeopardy to health and safety of person due to caregiver’s health; or (e) 
imminent or current institutionalization. “Urgent” category applies if service needed within 
1 year; and a) threatened loss of existing funding for supports within year due to age or 
eligibility; b) person resides in temporary or inappropriate placement, but health/safety is 
assured; c) primary caregiver has diminished capacity d) intermittent behavior that 
requires hospitalization or police intervention. “Future planning” category applies if 
service will be needed in more than 1 year; person currently receives service through 
other funding or does not currently need the service; or person is in custody of DCBS. 
The regulation also addresses written notification of original placement and any 
changes; how to request for reconsideration; criteria for removal; and much more. 907 
KAR 001:835 provides regulations for Michelle P wait-list. Because this list is based only 
on chronology, the regulation is much more concise. It does require that written notice of 
placement or removal be provided. 

f. Individuals on the wait-list have gone through an eligibility and needs assessment: 
No  

g. There are structured activities for individuals or families waiting for services to help them 
understand their options or assistance in planning their use of supports when they 
become available (e.g., person-centered planning services): 
No   

h. Specify any other data or information related to wait-lists 
 

Regarding services received while waiting, 96% of those on SCL waiting list receive 
some services. 68% currently receive services through another waiver. Unfortunately, no 
similar data is collected regarding those on the Michelle P. wait list. Regarding structured 
activities for those waiting, regional community mental health centers provide services 
for some. Early and Periodic Screening, Diagnose and Treatment (EPSDT) services are 
available to those under 21. Unfortunately, there is not system in place to ensure that 
individuals seeking services are connected with available resources. Some individuals 
with DD also receive services through 4 other waivers created for specific populations: 
Home and Community Based (elderly and others with disabilities that require nursing 
facility level of care); Model II (ventilator dependent); Acquired Brain Injury (ABI); and 
ABI- Long Term Care (ABI-LTC). These are not addressed in depth because they are 
not limited to individuals with DD. However, it is noteworthy there also waiting lists for 
the both of the ABI Waivers. Individuals waiting on ABI waivers have gone through 
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eligibility and needs assessment. Many advocates are deeply concerned about the 
exponential growth of the waiting list for Michelle P services. Initially, 10,000 slots were 
made available and expected to be used primarily by adults on the SCL waiting list, 
living in institutions or facing the possibility of living in institutions. Subsequently, children 
with DD began to apply, which resulted in the slots being filled more quickly than 
anticipated. Unfortunately, the tool initially selected for determining level of care eligibility 
does not appropriately assess the needs of children. Therefore, some people worry 
available MPW slots may be assigned to individuals who are not eligible, while other are 
concerned that their children have been unjustly determined not eligible for badly 
needed services. In addition, results and budgets vary widely depending upon who 
conducts the eligibility and prior authorization determinations. To address these issues, 
waiver administrators have launched a pilot project to determine if a standardized tool 
will be more effective in determining eligibility. It is unclear at this point whether the tool 
will be changed or how changing this tool could impact the waiting list. 

i. Summary of Waiting List Issues and Challenges  
 

Waiting lists for waiver services have grown exponentially over the last 5 years, 
particularly for the Michele P. Waiver. A person applying now should expect to wait an 
undetermined number of years for services (unless they qualify for Home and 
Community Based or Model II Waiver). Unfortunately, they are not being redirected to 
these waiver services because no formalized assessment of needs is taking place prior 
to being placed on the MPW wait-list. The following summary reflects the status of 
waiting lists as of July 2016: SCL: 2,334 waiting, with 38 being “urgent” and 133 being 
“emergency (4,633 served) Michelle P: 5,356 waiting (10,048 served) ABI: 1 waiting 
(209 served) ABI-LTC: 170 waiting (257 served) HCB 0 waiting (9,071 served) Model 
Waiver II 0 waiting (43 served) The failure to perform eligibility and needs assessment 
prior to placing a person on the Michelle P. Waiver waiting list creates many challenges. 
First, individuals and their families have no way to project wait-time, and services may or 
may not be accessible in the meantime. Secondly, many do not understand that no 
eligibility determination has been made, and that they may ultimately be determined not 
to be eligible. Administrators report that when slots become available, many of those 
waiting are determined not to be eligible. This creates challenges for advocates and 
policy makers, as it is impossible to determine how many slots are actually needed. 
When advocates argue that eligibility and needs assessment should mirror SCL 
processes, administrators state that their workforce is too small to take on that additional 
task. More extensive interviewing and direction at the time of application for MPW could 
be helpful in many ways. For example, many children with DD who are placed on the 
waiting list have significant needs for medical treatment and therapeutic services, and 
their families need respite. For some, these services could be accessed through another 
waiver, such as the Home and Community Based (HCB) Waiver or through EPSDT for 
those under 21. Until recently, the application processes for different waivers were 
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completely separate. Within the last year, the MWMA system has become the portal for 
applications for all. Therefore, if a person applies today for Michelle P. Waiver, the 
system should direct the applicant to other available resources, such as the Home and 
Community Based Waiver. Unfortunately, individuals with DD and family members report 
experiencing significant difficulties with MWMA. First, many state that it is very difficult to 
navigate and they are simply unable to use it. Many are frustrated that it provides phone 
numbers to contact for assistance, but those numbers are seldom answered without a 
long wait. Many people have reported spending hours waiting on the telephone, often 
with no success. No data is available yet regarding whether MWMA is effectively linking 
applicants to other resources. But, many current waiver recipients have reported delays 
or total loss of services. As MWMA appears to offer partial solutions to many ongoing 
issues, all are hopeful that systems issues will soon be resolved. Ultimately, lack of state 
funding to support waivers is the most daunting issue. While many policymakers are 
sensitive to the need for services, dramatic budget cuts have been repeatedly applied 
throughout state government. Fortunately, cuts have not been applied directly to waiver 
services. However, the number of personnel available to administer programs and 
ensure quality services has been reduced. Moreover, it is extremely unlikely that funds 
sufficient to meet the needs could be allocated in a time of such competition for 
resources. 

Analysis of the adequacy of current resources and projected availability of future 
resources to fund services    
As discussed throughout this CRA, many of Kentucky fundamental services for individuals with 
developmental disabilities are already underfunded.  Several important service prevision 
agencies and programs have been cut, reduced, or level funded for years.   

Unfortunately, there is no reason to anticipate resources to fund these services will be increased 
in the near future.  Earlier this year, the Kentucky General Assembly enacted a state budget that 
imposed 4.5-9% cuts to most state agencies for SFY 2017 and 2018.  Fortunately, the 
Department for Medicaid Services was exempted, but other key disability-related agencies were 
not. Due to budget reductions, the Department for Behavioral Health Intellectual and 
Developmental Disabilities (DBHDID) has made significant reductions in the number of 
staff.  This has impacted the availability of personnel to implement and monitor programs 
administered by DBHDID.   

The Hart Supported Living Program has often been accessed by individuals to fill gaps when 
other services were not sufficient.   Unfortunately, funding for SFY 017 was reduced by 
$549,599 (from $6,837,686 in SFY16 to $6,288,087). Additional reductions are expected in SFY 
2018.    

Waiting lists continue for waivers within the state.  While funding has been secured for a few 
additional slots, the allocated funding is not nearly enough to provide services for all who are 
now on the waiting lists. The Office for Vocational Rehabilitation has been severally 
underfunded for several years. State funding is so low that OVR is unable to draw down much 
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of its federal match.  Consequently, they have been forced to impose “Order of election” criteria 
and are only able to serve those with the greatest needs (Category 1 of 5).   

Finally, there is a tremendous need for additional funding for transportation 
services.  Transportation options are extremely limited for individuals with DD in Kentucky, 
especially in rural areas.  Funding has never been made available to provide for public 
transportation in most of Kentucky.  In any parts of the state, the only transportation available for 
individuals with D is for doctor's appointments (and does not include related needs, like 
pharmacy).  This issue is not discussed elsewhere in this CRA, as CCDD members determined 
that the Council’s funding is not sufficient to support meaningful changes in such an enormous 
issue. 

Analysis of the adequacy of health care and other services, supports, and assistance 
that individuals with developmental disabilities who are in facilities receive   
Kentucky is currently working to move individuals with developmental disabilities (DD) into the 
most inclusive, integrated settings possible.  At this point, Kentucky has only 4 state-operate 
Intermediate Care Facilities for Individuals with Intellectual Disabilities (ICF/IID).  The combined 
census for the ICF/IDDs has significantly decreased in past 5 years to 275 
people.  Furthermore, long-term placements in these facilities are no longer permitted.  Anyone 
that is admitted to an ICF/IID must go through the involuntary commitment process (202B) and 
is considered a short term admission. Discharge planning is initiated at admission.   

CCDD obtained incident reports filed by administrators of Kentucky 4 ICF/IIDs.  Within a one-
year period, 12 incident reports were filed with allegations substantiated in 8 cases.  Seventeen 
deficiencies were identified, including: protection of client’s rights, communications with clients, 
parent and guardians; staff treatment of clients; program implementation; conduct toward client; 
infection control; physician services; and nursing services.  No information was provided as to 
whether corrective actions were ordered. 

As the census at the larger facilities drops, several of them are opening medical clinics for 
individuals with developmental disabilities living in the community. These specialty clinics, 
formerly available only to residents in the facility, now provide interdisciplinary health services to 
any patient with developmental disabilities. Providers who are adept at working with patients 
with developmental disabilities are limited in the state, so many applaud this as a “win-win:” 
large facilities continue to be able to financially maintain health clinics despite lower numbers of 
residents, and specialty health care is available to more people.  Others express concerns that it 
continues to perpetuate a system where individuals with DD receive services in segregated and 
isolated settings. 

There are also two private institutions in the Commonwealth that are licensed as 
ICF/IDDs.  Both facilities provide residential services, outpatient and adult day services, in home 
supports, and assistive technology services for individuals with DD. 

During the needs assessment, many family members raised concerns about outcomes not 
having access to specialized residential care, especially for those who are medically 
fragile.  Concerns were repeatedly expressed by parents of children who are medically fragile, 
some of whom currently live in pediatric nursing facilities because they are unable to access 
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services and supports needed in their communities.   For example, parents of children living at 
the Home of the Innocents in Louisville report high levels of satisfaction regarding the health 
care and supports that their children receive. However, they are very concerned about what the 
future holds for their children when they age out of that facility.  Many of the parents report that 
the needs of their young adults are greater than they can provide for at home, due to restrictions 
of the waivers and lack of appropriate service providers. Therefore, these young adults are often 
transferred from pediatric nursing facilities to traditional nursing homes.  Research indicates that 
this significantly reduces both the quality of life and life expectancy for these individuals.  

Anecdotal information indicates that some individuals who are medically fragile are also living in 
hospitals because they cannot access the services and supports they need in the 
community.  Further research on this issue is warranted. 

Personal Care Homes are another type of long term care facility in Kentucky where individuals 
with developmental disabilities reside.  P& A conducted statewide information sessions and 
training opportunities for individuals in 44 personal care homes across the state in 2009 and 
2010.  Through that work, they discovered that residents had high levels of dissatisfaction with 
their living conditions including restrictions on freedom of movement, poor conditions of the 
buildings, lack of activities; threats of hospitalization for refusing to take medication, lack of 
staffing and poor quality of food. At this point, P&A began a structural, methodical evaluation of 
the personal care homes and determined that there was significant violation of the right of 
people with developmental disabilities to live in the most integrated setting possible. An Interim 
Settlement Agreement was struck with the state and individuals living in the personal care 
homes were offered funding in the waiver programs for which they were eligible.   

To the extent that information is available, the adequacy of home and community-based 
waivers services (authorized under section 1915(c) of the Social Security Act (42 U.S.C. 
1396n(c)))   
Once an individual is provided service and no longer on a waiting list for any waivers that serve 
individuals with DD (Michelle P. Waiver and Supports for Community Living Waiver), there are 
still challenges and restrictions that prevent optimal support.   

Services available do not provide level of care necessary for those who are medically 
fragile.  Restrictions limit nursing care to 16 hours a day.  Because of regulations related to 
scope of practice, some services can only be provided by a Registered Nurse which reduces 
the number of people that can live independently as the number of nurses available is not 
adequate.  Providers who accept payment through Supports for Community Living often do not 
accept patients with significant medical needs, because of additional staffing requirements. This 
drastically limits options for people with significant medical needs.  

Some individuals live in institutions (including hospitals) because they cannot get the 
appropriate equipment (especially in rural areas) or the personnel required to operate it 
(pursuant to regulations).  Many children live in children's hospitals because of this and are 
often discharged without appropriate services; many adults are confined to institutions because 
of lack of appropriate services in the community. 
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RATIONALE FOR GOAL SELECTION 

The goals, objectives and activities included in CCDD’s 5-Year Strategic State Plan were 
developed after careful collection and review of data from a wide variety of stakeholders and 
sources.  Data collection activities involved numerous partners, including the UCEDD, P&A, 
Martin School of Public Policy and Administration, and numerous boards and commissions.   

Focus groups were conducted to ensure that individuals with developmental disabilities (DD) 
and their family members had opportunities to contribute in ways that were accessible to 
them.  Care was taken to gather input from underserved populations, including rural areas and 
Kentucky quickly growing Hispanic community.  In most locations, separate groups were held 
for individuals with DD and for family members.  One focus group was conducted in Spanish, 
with 10 participants.  This group was facilitated by La Casita, a Hispanic Outreach agency in 
Louisville.  The Executive Director of La Casita and a Community Outreach Worker were also 
interviewed. 

The Council formally reviewed data during 3 meetings, and discussed segments of the data in 
countless committee and work team meetings over the course a year and a half.  These 
discussions often led to additional research and development.  

With demographic data, needs assessment surveys, and focus group reports in hand, CCDD 
members began developing goals, objectives and activities at a facilitated retreat in October 
2015.  Discussions began with members focused on the key Areas of Emphasis identified 
through the survey and focus groups.  

Members were eager to discuss a host of related activities. Council Members decided to 
develop 3 overarching goals related to activities authorized pursuant to the DD Act: Advocacy, 
Capacity Building and Systems Change.  Related objectives were developed based on the most 
frequently identified areas of need and other priorities identified through the needs assessment 
process.   

The Council continued to hone the goals, objectives and activities over the course of the 
following months.  Work Teams were formed to focus on each goal.  Work Teams reported back 
the Council at subsequent Quarterly meetings.  The final vote to approve the plan was taken at 
the Quarterly Council Meeting in May and reaffirmed in August. 

Goal 1 – Individual and Family Advocacy: Individuals with 
developmental disabilities (DD) and families of individuals with DD will 

increase their advocacy skills. 

 

Council members decided to focus the first goal of the new 5-Year Strategic State Plan on 
promoting individual and family advocacy because this is at the heart of the DD Act.  Members 
are well aware that one of the primary purposes of DD Council is to ensure that individuals with 
DD and their family members participate in the design of services and supports.  As related to 
the needs assessment, both survey and focus group respondents highlighted the need for more 
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training and access to information for individuals and family members.  Council members are 
also aware that there is currently no strong, statewide self-advocacy organization that is led by 
individuals with DD. This is a gap that must be addressed. Objectives and activities related to 
this goal were designed to work together and build upon one another.  Individuals with DD and 
their family members need training regarding advocacy and key disability-related issues in order 
to advocate effectively for themselves and for policy changes.  This fundamental training must 
be provided in order to support development of a pool of leaders to support the statewide self-
advocacy organization and serve in other leadership roles.  Council members chose to focus 
their planned collaboration efforts with DD Network partners on developing advocacy and 
leadership training because each of the partners can bring unique expertise and resources to 
the table.  Activities were developed to build upon current projects which have demonstrated 
success in leadership training, such as providing scholarships for youth to participate in Close 
Up training and continuing funding for the Health Partners program, through which individuals 
with DD are learning about health and wellness, health advocacy, and leadership.  The Council 
also developed an objective and activities to address the targeted disparity: Hispanic families of 
children with developmental disabilities, (living in Louisville, KY) for whom English is a second 
language. These individuals lack the skills to advocate effectively for services they need.  CCDD 
decided that is important to focus on this need because of the rapid growth of the Hispanic 
population in Kentucky, and the availability of partners ready and willing to help.  CCDD is 
committed to working with La Casita, a Hispanic Resource Center, and others to ensure that 
advocacy training is provided in Spanish and to facilitate to access to essential resources. 

Goal 2 – Capacity Building – Communities and Systems: The capacity 
of communities and systems to fully include individuals with 

developmental disabilities will be increased so that all people will have 
opportunities for greater independence and integration. 

 

Historically, people with developmental disabilities (DD) have been defined by their “needs” and 
their lives have been shaped by the “services” available to them.  Four years ago, CCDD made 
a commitment to work to shift this model.  Since that time, CCDD has embraced principals of 
asset based community development (ABCD) and worked to develop projects that do not focus 
exclusively on the needs of individuals with DD.  Our commitment to these principals is reflected 
in the Goal 2, and the related objectives and activities. 

In order to effectively promote integration and inclusion in all aspects of community life, we must 
build the capacity of communities to fully include people with developmental 
disabilities.  Objectives and activities related to this goal focus on key community systems, 
including employment, informal community supports and Schools.  Employment and community 
supports were the top 2 areas of need identified through the needs assessment survey, with 
education following closely behind.  These issues were also frequently highlighted at focus 
groups throughout the Commonwealth. For the first year, activities under this goal will be largely 
conducted through continuation funding of projects that are demonstrating promising or best 
practices.  These include the Community of Sharing Project (informal community supports 
across the lifespan); Peer Support Network (building the capacity of schools and educators to 
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promote meaningful relationships among peers); and the WORK Initiative (educating employers 
and other community partners about employing people with DD).  Given the extremely limited 
resources available through OVR at this time, Council members believe it is particularly 
important to support employment related initiatives. 

An objective and related activities were also developed related to housing.  The needs 
assessment identified five themes related to housing: accessibility, unsuitable alternatives, 
supports, inefficient systems and laws and lastly financial considerations. When asked about 
accessibility, respondents expressed concern regarding personal independence, availability of 
accessible options specifically the need for housing with Universal Design.  Many expressed 
concern regarding long wait lists that provide access to supported, accessible living 
options.  These issues will be further explored through research during the first year, with public 
policy advocacy related activities to follow in the subsequent years. 

Initially, CCDD members planned to develop transportation related objectives and activities to 
advance this goal.  However, after extensive discussion and review of additional data compiled 
by the Martin School, they realized that CCDD resources are not sufficient to address 
transportation and all of the other issues included in this five-year plan.  

Goal 3 – Systems Change – DD Services and Supports: Systems that 
provide services and supports for individuals with developmental 
disabilities (DD) will be improved so that people with DD and their 

families can live and thrive in their communities.  

 

While efforts to build the capacity of communities- at-large, CCDD members also believe it is 
critically important to improve the systems that provide services and supports for individuals with 
DD.  Many, many opportunities for systems change were highlighted through the needs 
assessment survey.   

In order to prioritize, Council Members identified issues which seemed most urgent and/or 
timely.  For example, the decision to focus on information systems was influenced by the fact 
that numerous state agencies are already working together to identify key issues and develop 
strategies.  While The Arc of Kentucky received funding to convene and facilitate these 
meetings, funding has not been secured to address the identified needs.  CCDD has been 
participating in these meetings since it became apparent during the needs assessment process 
that improving access to information about resources for individuals and families was emerging 
as a theme. Similarly, due to enactment of federal and state laws that will enable individuals 
with DD to open ABLE accounts, it is wise to prioritize developing resources now.  This decision 
was also supported by evidence throughout the needs assessment that individuals with DD and 
their families need more information about how earnings and savings may impact benefits, and 
the fact that CCDD has been leading collaborative efforts related to the ABLE Act 
implementation in Kentucky. 

The objective and activities related to medically-fragile individuals were prioritized because 
members believe this is a critical issue that is rapidly expanding.  As advances are made in 
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medical technology, individuals who are medically-fragile are living far beyond previous life 
expectancies.  It is critical for DD service systems to be adapted now, rather than later.  Many 
focus group participants raised concerns about issues related to medically-fragile issues, and 
subsequent research indicates that the problem is even broader than initially identified.  

Activities to be pursued to advance this objective include working with the National Community 
of Practice to Support Families Across the Lifespan.  This partnership will enable CCDD to work 
closely with the State DD Agency, UCEDD, and many other state and national leaders to 
develop solutions to address related concerns.  At the same time, CCDD will be conducting 
more research and educating policy makers about related issues.   

The final objective was developed to address long-term community supports and emerging 
issues.  Long-term community supports include HCBS waivers and services related to WIOA 
implementation.  These issues were prioritized because they were prominently identified 
through the needs assessment.  Action on both is also particularly timely, given current 
mandates for implementation of the Final Rule for HCBS and WIOA.   

While these objectives address a broad range of issues, the list was actually substantially 
narrowed from its original form. Additional issues identified through the needs assessment 
process include implementation of Elementary and Secondary Education Act Reauthorization 
(ESEA); addressing abuse and neglect of individuals with DD; accessibility of health care 
facilities; and more.  Council members worked hard to narrow the lists of issues to be addressed 
to those that emerged most prominently from the needs assessment and could be most 
effectively addressed by the Council utilizing the resources currently available. 

 

  



 
2017-2021 FIVE YEAR PLAN 

 

 pg. 33 

COLLABORATION 

Each year, Kentucky DD Network partners enter into a Memorandum of Agreement regarding 
on-going and planned collaborations. Executive Directors of the DD Network Agencies meet 
every 4-8 weeks to discuss collaborations and emerging issues. Both the UCEDD and P&A 
actively participate as members of the Council. A representative of CCDD serves on UCEDD’s 
Consumer Advisory Council.  

The Needs Assessment Survey conducted in developing the Comprehensive Review Analysis 
(CRA) was a collaborative effort involving all 3 agencies. Directors and staff met to develop 
questions and strategies for distribution. UCEDD hosted the online response portal. All agencies 
assisted with survey distribution. UCEDD analyzed and published the results. 

Planning of collaborative efforts occurred during Council Meetings and DD Network Directors 
Meetings. At Council Meetings, DD Network representatives were actively engaged in 
developing goals, objectives, activities and other components. Directors subsequently met to 
determine where to focus collaborative efforts. Once priorities were established, other DD 
Network staff and Council Members worked together to developed detailed plans. 

Given that planned collaboration is a very important part of the Council’s 5-Year Plan, DD 
Network Directors quickly agreed it should focus on promoting self-advocacy. Because self-
advocacy is at the core of the DD Act, each agency has separately engaged in various related 
activities. Nonetheless, there is no strong, self-sustaining statewide self-advocacy organization 
currently in place. Furthermore, there are very few training opportunities related to self-
advocacy and leadership. Therefore, the planned collaboration for Kentucky DD Network will be 
to increase leadership training and mentoring for individuals with DD who may become leaders 
by individuals with DD who are considered leaders (Objective 1.2). This objective will provide 
the foundation for other related work to strengthen (or create) a statewide self-advocacy 
organization and support individuals with DD to participate in diverse leadership coalitions. 

DD Network partners will be involved in a many activities to promote this objective. First, we will 
develop training curricula related to self-advocacy and leadership. Given the UCEDD’s 
extensive experience with training, they will take the lead on this aspect. UCEDD’s resources 
include professional educators, informational technology experts, state-of-the-art video 
conferencing equipment, multiple websites, equipment for videography and a dedicated You-
tube channel.  

P&A has extensive experience in working with individuals with DD to advocate for systems 
changes. The Protection and Advocacy for Developmental Disabilities (PADD) Advisory Board 
is comprised primarily of individuals with DD, who are often on the front lines of systems change 
efforts. P&A will contribute its considerable expertise in how to effectively support self-
advocates during the curriculum development and training activities. PADD Board members will 
also serve as trainers and trainees when trainings are provided.  

CCDD will provide organizational support for the planned collaboration, and will contribute to 
curriculum development and trainings. CCDD will also involve current and former members in 
trainings, as trainers and/or trainees. CCDD will provide funding required for training activities. 
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Using the collaboratively developed curriculum, DD Network partners will co-host an annual DD 
Leadership event. This event will bring together individuals with DD who are considered leaders 
and individuals with DD who may become leaders for training and mentoring purposes. 
Approximately 25 individuals with DD who are or may become leaders will be invited to 
participate each year. Some of these individuals will go on to participate in diverse leadership 
coalitions with support of DD Network partners. 

DD Network partners will also collaborate in the publication of the Exceptional Family Kentucky 
magazine, which features stories highlighting self-advocacy skills and opportunities, current 
priorities for advocacy, and a popular resource guide. All DD Network partners will encourage 
self-advocates to draft articles and submit articles drafted by staff members. CCDD will edit 
articles, and collaborate with the publisher on layout and distribution planning.  

DD Network partners have also agreed to collaborate on other aspects of CCDD’s efforts to 
promote self-advocacy and self-advocacy organizations. All partners will collaborate in meetings 
to discuss building a statewide self-advocacy organization and/or network. While CCDD will 
coordinate the meeting, all partners will work to ensure that other essential parties are included.  

DD Network Partners will also collaborate to develop resources and provide training regarding 
newly created ABLE accounts available to Kentuckians. DD Network partners began working 
together in 2015 to ensure that Kentuckians can benefit from ABLE accounts. UCEDD employs 
staff with extensive expertise in futures planning for individuals with DD. P&A operates an 
information and referral line that addresses a wide range of disability-related inquiries. CCDD 
staff led efforts that brought stakeholders together to develop plans for making ABLE accounts 
available to Kentuckians. Now that authorizing legislation has been enacted, these parties will 
continue to work together to ensure systems are in place to provide the information needed for 
Kentuckians to utilize these accounts to increase their financial stability and identity (Objective 
3.2). 

Finally, all DD Network partners will collaborate to identify and address emerging issues. An 
emerging issues survey will be conducted at least once every 2 years. Much like the survey 
conducted for the CRA, DD Network representatives will work together to develop questions 
and distribute surveys. UCEDD will develop the survey; host the on-line response portal; 
evaluate responses; and publish results. P&A and CCDD will distribute surveys. All parties will 
participate in analyzing trends and developing action plans. 

In addition to planned collaborations described above, CCDD and P&A will collaborate on 
multiple public policy initiatives. CCDD’s Public Policy Committee will develop strategies to 
advance policy related to issues identified in the CRA, 5-Years Goals and Objectives, and 
Annual Work Plans. P&A’s PADD Board will develop Annual Priorities, based on the needs 
assessment survey, periodic emerging issues surveys, and public forums held throughout the 
Commonwealth. CCDD and P&A staff will work together to identify issues prioritized by both, 
and develop strategies for collaborating to ensure maximum effectiveness. 

Currently, the UCEDD has a contract to administer several demonstration projects for CCDD, as 
described below: 
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 Health Partners is demonstrating the use of holistic health and wellness programming 
based on a dyad approach and Universal Design for Learning principles. UCEDD staff 
administer this project. CCDD provides funding and oversight.  

 Peer Support Network Project is demonstrating 2 new approaches to supports: peer 
support arrangements and peer networks. UCEDD staff members administer the project. 
CCDD provides funding and a CCDD representative serves on the Project Advisory 
Board.  

 Work Opportunities in Rural KY (WORK) Initiative is utilizing an asset-based 
community development (ABCD) approach to organize WORK teams in rural 
communities to educate employers about the benefit of employing people with DD. A 
UCEDD staff member with expertise in ABCD strategies administers the project. CCDD 
provides funding and participates in facilitated community conversations. 

 Community of Sharing Project employs an ABCD approach in building on community 
members’ gifts, talents and skills and facilitating meaningful connections between 
community members, including people with DD. UCEDD staff members provide training 
and supervision for local community builders and are focusing their efforts on developing 
sustainability plans. CCDD provides funding and oversight. As part of the demonstration 
projects described above, several additional collaborative partners have been engaged. 

As part of the Health Partners project, the UCEDD collaborates with Build Inclusion (a non-profit 
organization) and Fayette County Schools. While CCDD provides funding to the overall 
program, additional school funding and grants have been procured to provide buses used for 
related field trips and additional resource needed.  

Health Partners project also partners with local County Extension Offices, whose agents provide 
free cooking classes and garden tours. In return, Health Partners disperses information about 
the SNAP Nutrition program offered by Extension Offices. Health Partners also collaborates with 
local health departments, primarily to utilize dietitians as guest speakers.  

Peer Support Network Project collaborates with a wide variety of educators and educational 
institutions. In addition to serving on the Project Advisory Board, Kentucky Dept. of Education 
(DOE) distributes information to all 174 school districts in Kentucky about upcoming trainings 
and resources. DOE also provides access to the Regional Educational Cooperatives, which 
host one-day train-the-trainer workshops. The Project also collaborates with all of the state’s 
universities offering teacher training programs in Moderate and Severe Disabilities.  

In each WORK Initiative Pilot site, project staff work with local organizations to engage 
employers, employment service providers, job seekers with DD and family members. Through 
collaborative efforts with the KY Society of Human Resource Managers, the project is 
distributing information to human resources professional throughout Kentucky.  

In addition to DD Network partners, CCDD will engage multiple partners as collaborators in 
efforts to increase the advocacy skills of individuals with DD and their families. Promising 
opportunities for partnership have been identified with The Arc of Kentucky, KY-SPIN (a 
statewide Parent Training and Information project funded by the US Dept. of Education), and 
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the Statewide Independent Living Council. No formal agreements have been put into place yet, 
but a solid foundation has been laid. 

CCDD collaborates with University of Kentucky Martin School of Public Policy (Martin School) to 
provide fundamental support for CCDD’s work. Pursuant to a contract, Martin School provides 
research and staff support for CCDD. Current work plans include research regarding housing; 
systemic issues impacting individuals who are medically fragile; and implementation of WIOA in 
Kentucky. Martin School also provides staff to coordinate public policy and communications 
activities. CCDD provides funding for staff, and provides supervision and office space for the 
coordinators. 

The Community of Practice for Supporting Families of Individuals with Intellectual and 
Developmental Disabilities Across the Lifespan has provided a new opportunity for CCDD to 
expand collaborations. Pursuant to a Memorandum of Agreement, this project is being launched 
by a “Core Team” composed of CCDD, UCEDD, and the state DD Agency (Dept. for Behavioral 
Health, Developmental and Intellectual Disabilities or DBHDID). CCDD provides funding for 
related expenses. UCEDD and DBHDID both provide staff to coordinate related activities.  

CCDD will collaborate with the Commission on Services and Supports for Individuals with 
Intellectual and Other Developmental Disabilities to collect data regarding systemic issues that 
negatively impact individuals who are medically fragile and their families and educate 
stakeholders about Kentucky waivers. The Commission is made up of individuals with DD, 
family members, service providers and agency representatives. Staffing for Commission 
meetings is provided by DBHDID. CCDD’s Executive Director serves on the Commission. The 
UCEDD often provides meeting space for Commission-related meetings.   

  



 
2017-2021 FIVE YEAR PLAN 

 

 pg. 37 

5 YEAR GOALS 

Goal #1: Individual and Family Advocacy 

Individuals with developmental disabilities (DD) and families of individuals with DD will 
increase their advocacy skills.  

Expected Goal Outcome  
More individuals with DD and their family members (including those who primarily 
speak Spanish) will be actively engaged in advocacy activities and leadership 
coalitions. At least one statewide self-advocacy organization led by individuals 
with developmental disabilities will support the advocacy efforts of individuals and 
their families. 

Objectives  
 Objective 1.   By 2021, the Council will establish or strengthen a state 

self-advocacy organization coordinated with and led by individuals with 
DD.  

 Objective 2.   By 2021, the Council will create training opportunities for 
individuals with DD and their families; and, in collaboration with DD 
Network Partners (UCEDD and P&A), increase leadership training and 
mentoring for individuals with DD who may become leaders by individuals 
with DD who are leaders.  

 Objective 3.   By 2021, the Council will increase training and supports 
provided to individuals with DD so that at least 5 individuals with DD will 
effectively participate in cross-disability and culturally diverse leadership 
coalitions.  

 Objective 4.   By 2021, the Council will increase the advocacy skills of 
Hispanic families of children with DD living in Louisville for whom English 
is a second language so they can more effectively access the services 
they need.  

 

Goal #2: Capacity Building – Communities and Systems 

By 2021, the capacity of communities and systems to fully include individuals with 
developmental disabilities will be increased so that people will have opportunities for 
greater independence and integration.  

Expected Goal Outcome  
People with developmental disabilities (DD) will be more involved in their 
communities and experience less isolation. Communities (including both schools 
and employers) will have greater understanding of the contributions individuals 
with DD make and offer more equitable opportunities to individuals with DD. 
More individuals with DD will earn income and achieve greater financial identity. 
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Objectives  
 Objective 1.   By 2021, the Council will increase the capacity of 

communities and educational systems to increase opportunities for people 
with DD to form relationships beyond family and paid staff.  

 Objective 2.   By 2021, the Council will increase competitive, integrated 
employment for individuals with DD.  

 Objective 3.   By 2021, the Council will increase the supply of affordable, 
accessible, and integrated housing through the analysis and modification 
of public policies, budget actions and/or practices.  

 Objective 4.   By 2021, the Council will increase the capacity of advocates 
and policy makers to address at least 3 emerging issues that impact 
individuals with DD and their families.  

 

Goal #3: Systems Change - DD Services and Supports 

By 2021, systems that provide services and supports for individuals with developmental 
disabilities (DD) will be improved so that people with DD and their families can live and 
thrive in their communities.  

Expected Goal Outcome  
More people with developmental disabilities (DD), including those who are 
medically-fragile, will have supports needed to live and thrive in their 
communities. Policy makers will demonstrate increased support for policies that 
expand opportunities for people with DD to live and work in their communities, 
rather than in segregated or isolated settings. 

Objectives  
 Objective 1.   By 2021, the Council will improve up to 3 systems that provide 

information about resources and services so that people with DD and their 
families can have greater access to information.  

 Objective 2.   By 2021, the Council will improve systems that provide 
services and supports for individuals who are medically fragile so they have 
more equitable access to community-based supports and services.  

 Objective 3.   By 2021, the Council will improve long-term community 
supports for individuals with DD provided in integrated community settings.  
  



 
2017-2021 FIVE YEAR PLAN 

 

 pg. 39 

EVALUATION PLAN 

Evaluations are conducted to determine the effectiveness of programs. Over the course of the 
five years, the Commonwealth Council on Developmental Disabilities will implement a multi-
method approach evaluation using both formative and summative methods to ensure that the 
Council is effecting the change outlined in the goals of our five-year State Plan.  

The Council evaluation plan combines both formative and summative evaluation 
processes.  The purpose of a formative evaluation plan is: (1) to determine the extent to which 
objectives were achieved; (2) to provide a description of the strategies that contributed to 
achieving the objectives; and (3) to provide a description of factors that may have impeded 
progress.   

We will conduct an on-going formative evaluation of our progress in meeting our goals. 
Evaluating the development process and implementation will measure the extent to which a 
critical project activity is implemented as planned and proposed.  Results of our process 
evaluation will be used to inform the Council and other stakeholders as to whether critical 
activities have been conducted within proposed timelines and as envisioned by the 
Council.  The process-based evaluation will address the question of the extent to which the 
implementation has gone as planned and if changes or adjustments are needed. The formative 
evaluation will be conducted on a regular basis as a program or activity is started and then as 
the program or activity is being implemented.  

The Individual and Family Advocacy Goal will be measured using formative processes 
including, but not necessarily limited to, pre- and post-tests, interviews with individuals with 
developmental disabilities who are considered leaders, quantitative measures regarding 
numbers trained and trainings conducted, and surveys of participants of the leadership trainings 
and activities. 

The Targeted Disparity Objective will also receive particular attention in evaluation. The Council 
will employ site visits to local program collaborators and face to face interviews using qualified 
interpreters to determine the effectiveness of the activities to address this objective. We will also 
use community surveys to determine the availability and accessibility of resources for families of 
children with developmental disabilities.  

The summative evaluation involves the collection of data that measures intended project 
outcomes. This type of evaluation will be used to show the effectiveness of our programs and 
projects in meeting the goals outlined in the five-year state plan and also in improving outcomes 
for Kentuckians as measured by the CRA.  

Outcomes for the evaluation of Council activities will be measured through multiple methods 
including the following: 

 Face-to-face/telephone/electronic interviews will be used to collect data not only on 
stakeholders’ perceptions of outcome attainment of the specific objective, but also as a 
needs assessment. This method will also be used to assess the level to which 
individuals with disabilities and their families feel these programs, and the Council in 
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general, can serve them better. Follow-up interviews will be developed to obtain more in-
depth information regarding the outcomes of education and training and participants’ use 
and application of what they have gained or learned in the training.   

 Pre-tests/post-tests will be used to measure participants’ assessments of the gains they 
make from participating in Council education and training programs.  Post-tests will be 
designed to demonstrate participants’ increased knowledge and skills, changed 
attitudes, and/or increased motivation in alignment with program specific outcomes. 

 Outcome data will be collected through administration of a post-course or post-workshop 
survey of participants.  These surveys will focus on participants’ assessments of 
knowledge and skill gains acquired through participation in the Council activity.  Other 
surveys will measure the extent to which the Council activity enhanced programs’ or 
agencies’ capacity to serve individuals with developmental disabilities, and the extent to 
which project activities have increased consumer and stakeholder awareness of diverse 
issues related to areas in developmental disabilities. Follow-up interviews will be utilized 
when appropriate. The follow-up interviews will be designed to obtain more in-depth 
information regarding the outcomes of education and training and participants’ use and 
application of what they have gained or learned in the training. These will be used to 
determine the impact of leadership training in particular.    

 Follow-up surveys will be administered on a widespread basis to participants of 
designated Council activities. Standardized survey instruments will be used to obtain 
data on the extent to which participants are applying knowledge and skills or applying 
new practices acquired through training. This will also measure satisfaction with Council 
activities and programs. 

 On-site observations/monitoring will be conducted by Council members and staff to 
ensure such activities are implemented as proposed and planned to meet intended 
outcomes.  

 The Kentucky Core Indicators surveys and other state agency data reports will be 
reviewed for data being tracked for the purposes of Council demonstration projects at 
the local level, similar, data if available, will be requested to identify state level trends, 
emerging and /or continuing needs and evidence of systems change. 

Other data will be collected and will supplement the formative and summative evaluation of the 
Council.  Additional data may include Council member surveys and interviews, grantee and 
subcontractor surveys, as well as stakeholder focus groups.  

Quarterly and annual project reports will be reviewed during quarterly Council meetings and 
incorporated into the ACL Annual Program Performance Report template under their respective 
goals and objectives.  The Council review will have several goals: (1) to review overall progress 
toward the accomplishment of the five-year plan in meeting identified needs and achieving 
intended sub-outcomes and results, (2) to assist in the determination of the status of each goal 
as achieved, in progress, or not achieved, and (3) to make recommendations about modification 
to the plan in response to emerging trends and needs.  The Council findings and decisions will 
then be incorporated into applicable reports and state plan amendments.   
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The logic model serves as a guide to the overall plan for evaluating the five-year plan which is 
linked to on-going evaluation activities including the collection of data in a program such as DD 
Suite, project-specific evaluation including summaries of progress, the AIDD annual report, and 
Council review and commentary on the progress of the five-year plan and identification of any 
needed revisions based on emerging trends. 

Short term outcomes are the immediate results we expect of Council activities. These are 
specific and measurable and directly correlate to our planned activities. Intermediate outcomes 
reflect the Council’s expectation that these short-term outcomes will translate into application of 
new and enriched skills, enhanced organizational capacity, improved practices and greater 
availability and access of higher quality services and opportunities for people with 
developmental disabilities and their families.  Intermediate outcomes in the logic model are 
logically linked to desired impact on long-term outcomes – increasing the independence, 
productivity, integration and inclusion of people with developmental disabilities and their 
families. 

The continuous feedback from the Council as well as the ongoing data collection of the Council 
will provide a strong review and identification process for emerging trends and needs as a mean 
for updating the CRA.  The Council will review the CRA annually and, in collaboration with 
Council staff, make adjustments to the CRA in the Council State Plan amendment.   

The following methods will be used in the evaluation plan: the web-based data reporting system 
DD Suite; consumer satisfaction surveys and participant evaluations; and project specific 
evaluation activities. All projects have evaluation deliverables specific to assessing their 
accomplishments and outcomes.  Project status reports are generated quarterly.  In addition, an 
annual evaluation will be conducted on every Council grant project. 

The evaluation has the following components: (1) a brief description of project activities and the 
degree to which it meets its stated objectives, (2) a qualitative description of project 
accomplishments or impact and (3) a summary of the project modifications, obstacles 
encountered, and emerging trends that should be addressed with within the project or through 
new activities. 
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Logic Model  
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PROJECTED COUNCIL BUDGET 

Goal Subtitle B $ Other(s) $ Total 

Systems Change - DD Services and 
Supports 

$199,801.00  $9,980.00  $209,781.00  

Individual and Family Advocacy $249,561.00  $9,456.00  $259,017.00  

Capacity Building – Communities and 
Systems 

$412,938.00  $41,294.00  $454,232.00  

General management (Personnel, Budget, 
Finance, Reporting) 

$282,742.00  $218,348.00  $501,090.00  

 
Functions of the DSA $50,000.00  
 
Total $1,195,042.00  

$329,078.00  

$1,524,120.00  

ASSURANCES 

Written and signed assurances have been submitted to the Administration on Intellectual and 
Developmental Disabilities, Administration for Community Living, United States Department of 
Health and Human Services, regarding compliance with all requirements specified in Section 
124 (C)(5)(A) -- (N) in the Developmental Disabilities Assurance and Bill of Rights Act.  

Approving Officials for Assurances: for the Council (Chairperson) 

Designated State Agency: A copy of the State Plan has been provided to the DSA.  
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PUBLIC INPUT AND REVIEW 

Describe how the Council made the plan available for public review and comment. 
Include how the Council provided appropriate and sufficient notice in accessible formats 
of the opportunity for review and comment  
 

At the February 2016 CCDD Quarterly Meeting, the Council approved the new 5-Year Strategic 
State Plan. The Public Comment period began March 1 and ended May 1, 2016.  The new 5-
Year Strategic State Plan was posted as a PDF file on CCDD’s website, along with a statement 
that it would be provided in other formats, upon request. 

Notice of the Public Comment period was given through print resources, electronic 
communications, and in-person.  The Notice was published in the 2016 Exceptional Family KY 
magazine, of which 40,000 copies were printed and distributed through Family Resource 
Centers, libraries and at conferences throughout Kentucky.  Notice was emailed to members of 
the CCDD listserv and other allied agencies, including The Arc of Kentucky, The Kentucky Self-
Advocates for Freedom, Kentucky Special Parent Involvement Network, Statewide Independent 
Living Council, and others. Several allied agencies forwarded the notice and/or included it in 
their online newsletters. Notice was also given in-person at various collaborative meetings, 
include the Commission on Services and Supports for Individuals with Intellectual and Other 
Developmental Disabilities and UCEDD’s Consumer Advisory Committee. A flyer with the goals 
and objectives, and instructions for making public comment was distributed.  The Executive 
Director met with the Acting Director of the Department for Behavioral Health, Developmental 
and Intellectual Disabilities and the Director of the Department for Aging and Independent 
Living.  During personal meetings, numerous colleagues made positive comments regarding the 
plan. 

Much to our surprise, no formal public comments were received.  Therefore, no changes were 
made based on public comments. 

Nonetheless, some changes were made.   With input from Technical Assistance providers, 
changes were made for the sake of clarity and to ensure compliance with the Developmental 
Disabilities and Bill of Rights Act.  No substantive changes were made to the Goals.  One 
objective was eliminated because the Council determined that its resources were not sufficient 
to support a meaningful change in the transportation system.   

The Council reviewed and approved the new 5-Year Strategic State Plan at its Quarterly 
Meeting in May 2016.  One final review was performed at the Quarterly Meeting in August 
2016.   

Describe the revisions made to the Plan to take into account and respond to significant 
comments    
By the end of the public comment period we had received no response.  Therefore, there was 
nothing to discuss or to incorporate within the plan as it existed.  However, the CCDD requested 
and received TA support both over the phone and in person (on site visit) to assist in reviewing 
the plan for required elements, content and clarity.    
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