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Overview of the State

Traditionally, the Title V program has focused on providing access to maternal and child health
services whether it be through supporting local health departments or through contracts with
universities to deliver services within the community setting and on site for the maternal and
child health population. Although this continues to be the focus for the Title V programs, a
changing health care environment has opened other opportunities to improve the health of
women, infants, children and children with special health care needs.

Within the past few years, the Department for Public Health has brought together the
stakeholders within the public health community to develop avision, mission and core values
around the role of public health. Emerging from these efforts led by the Deputy
Commissioner, a Public Health Improvement Plan was developed for Kentucky. Asaresult of
these strategic planning efforts, coupled with areview of data on Kentucky’s health, these
priority health issues were determined. These follow:

Teenage pregnancy and low birth weight babies

Infant deaths

Deaths due to heart disease, cancer, and stroke

Health issues related to arapidly growing elderly population

Immunizations for children

Disability and premature death of children and youth

Lifestyle activities, including physical fitness and exercise, nutrition, sexual practices, use of
tobacco, alcohol, and illegal substances, and seat belt use

Prenatal care for pregnant women

Access by both private and public health providers to health and health-related information
Environmenta health standards

Food safety

Communicable diseases.

Within this same time frame, Governor Paul Patton developed a simple goa with
comprehensive, integrated strategies to achieve the outcome. Thisgoal is"Set Kentucky on
the path to achieving economic opportunity and a standard of living above the national average
in 20 years." Five distinct strategies were designed to accomplish thisgoal: Promoting
Economic Development; Improving Education Product; Building Self-Sustaining Families;
Strengthening Efficiency and Operations of Government; and Reducing Crime and its Cost to
Society. Clearly, the Department for Public Health has arolein al of these strategic
initiatives, but the efforts identified within the Building Self Sustaining Families domain affect
the maternal and child health population most significantly. These strategic initiatives include:

Early Childhood Development

Welfare Reform

Children's Hedlth Initiative

Child Abuse and Domestic Violence Services
Health Insurance Reform

Reductionsin Teen Smoking

Child Protective Services

Affordable Housing Initiatives



Sustaining Farm Families and Tobacco Settlements

Smart Growth Strategy

Minority Action Initiatives.
Data gathered and reviewed during the needs assessment process support these initiatives
leading to performance measures to improve the related indicators.

More recently, the Commissioner of Public Health led an effort to describe the mission of the
Department, and therefore, the Title VV agency, for the Interim Joint Committee on Health and
Welfare and the Health and Welfare sub-committee on Appropriations and Revenue. In
August 1999, “Mandated Services of Local Health Departments’ was presented to these same
committees. Thisresulted, in part, in revisons to KRS 211.005 during this current legidative
session to specify the definition of core public health at the beginning of the chapter on public
health laws. This revision mandates that the Department for Public Health devel ops and
operates al programs for assessing the health status of the population, for the promotion of
health and for the prevention of disease, injury, disability, and premature death. Services
provided by the Department for Public Health and al local health departments include:
enforcement of public health regulations; surveillance of public health; communicable disease
control; public health education; implementation of public health policy; efforts directed to
population risk reduction; and disaster preparedness. Thisidentification by statute fosters the
development of the role of the Title V agency to provide a comprehensive approach to health
and supports moving resources more towards the population based and infrastructure building
services and away from the provision of direct clinical services when indicated. The
Department for Public Health, in conjunction with the Title V program, will provide preventive
clinica services in those circumstances where providers are not assessable.

Thisrole fosters the continuation of a shared responsibility for the health of Kentuckians
between the public and private sector. Thistype of partnership was formalized with the
implementation of Medicaid Managed Care public/private partnerships. In part due to the
financial start-up costs, these partnerships did not materialize other than in the two regionsin
Kentucky. Executive and legidlative concern over the implementation of Medicaid Managed
Care led to arefocus of this effort. The Department for Medicaid Services developed a
transitiona plan for Kentucky. They are working to implement managed care statewide
through a non-capitated primary care case management system such as a strengthened
KenPAC model in the areas without a partnership. In addition there are plans to issue
Requests for Proposals for managed care plans allowing responses at the regional, multi-
regiona or county level. Within this same time frame, the regiona partnership (Region 5)
serving Lexington/Fayette and surrounding counties decided to disband in July 2000. Inall
likelihood, the development of a primary care case management model, or strengthened
KenPAC program, will be the focus for the Kentucky Medical Assistance Program for the rura
areas of the state and a commercial product will be available as well in some of the urban
settings. However, the public private partnerships that began developing during this effort
continue to be a priority. Within the Division of Adult and Child Health, a new Assistant
Director position was established for the purpose of fostering these relationships.

Between arura model focused on strengthened case management, potential commercial
products and implementation of the Kentucky Children’s Health Insurance Program (KCHIP,)
Kentucky is moving to essentially universal health coverage for children. Besides attempts to
assure that every Kentuckian has access to care, there is an effort to assure that every
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Kentuckian has a medical home so that continuity of care will augment accessto care. Over
the past severa years the narrowing of the gap between public and private third party
reimbursement resulted in more providers being able to accept patients with public third party
coverage or without coverage. A strong effort to share the responsibility of the medically
homeless, coupled with Medicaid reimbursement rates becoming more attractive to the private
sector and the development of KCHIP, resources traditionally targeted for clinical services are
becoming available for population based services within the community setting.

Regardless of the universality of coverage for children or the increasing willingness of the
private sector to serve patients with Medicaid, Kentucky will still experience access issues due
to poverty and geographic and cultural isolation. Of the 120 counties in Kentucky, most of the
Health Professional Shortage Areas (HPSA'’s) are based on the county as the service area.
There are 75 Primary Care designations of which 44 are geographic, 25 are population based
and 6 are partial county designations. There are 18 Dental designations and 98 Mental Health
Designations. Eighty-six of the 120 counties are designated as Medically Underserved Areas
and 12 additional counties have portions that are so designated. 1t should be noted that an
update of the Medically Underserved Areas has not occurred for sometime. Likely the only
improvements in the equation for designation are relative to the physician to population ratio
and the infant mortality rate.

Kentucky continues to experience inequities between the infant mortality rate for black and
white infants. It should be noted that only eight percent of the total births are classified as
black. During both 1997 and 1998 the infant mortality rate for whites stayed constant at 6.9
where the rate for blacks was 11.0 and 14.7 respectively. Recent information from the
MMWR March 20, 2000 comparison of health status indicators by race demonstrates similar
differences between the white and black population. These differences are being studied by a
taskforce chaired by Senator Gerald Neal with plansto address systemsissues. Likewise, in
Louisville/Jefferson County, the county with the most significant African American population,
the local health department is implementing a Fetal and Infant Mortality Review program in
hopes of identifying systemic issues affecting these outcomes.

The State Title V Agency

15.1 State Agency Capacity

1.5.1.1 Organizational Structure

Children with Specia Health Care Needs

After being without a permanent director since September 1998, the Commission for Children
with Special Health Care Needs (hereafter referred to as the Commission) began a new era
under the guidance of Ann Marks, R.N., who was appointed Executive Director effective June
1, 1999. The Cabinet for Health Services supported a period of transition that allowed Ms.
Marks to work closely with Eric Friedlander who had been on loan from the Cabinet serving as
interim director since October 1998. Upon Ms. Marks' appointment, the Workgroup that had
been established to review and advise on Commission operations was disbanded. The summary
recommendations of the Workgroup were provided to the new Executive Director and those
recommendations have been considered and are reflected in developing program revisions and
strategic planning. The new Executive Director’s experience and background in the area of
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managed health care and development of quality care coordination systems has uniquely
prepared her to lead the Commission into the developing arena of managed health care for
children with specia health care needs (CSHCN) and the increasing requirements for quality
assurance and accountable systems of care. To address the agency’ s desired goal to enhance
care coordination and improve capacity to serve CSHCN, some changes have been madein
organizational structure. Three new positions have been established for Regional Nurse
Consultants who are able to provide more direct and focused supervision to staff in three
distinct geographic (East, Central, West) areas of the state. These new positions will alow the
Commission to implement a new system for enhanced care coordination that is being phased in
beginning with the Central region. The Clinical Director position has been shifted to the
executive staff division. The duties of that position have been changed to focus on developing
asystem of care that is committed to high quality/cost effective outcomes for CSHCN in a
managed care environment that demands responsibility and accountability to payors, providers,
and consumers.

(See Commission Organizational Chart)

The Commission continues to have the advice and support of a seven member Board of
Commissioners comprised of representatives from other health care agencies, parents of specia
needs children, and one young adult with a disability. A Medical Advisory Board provides
guidance and quality review for staff physicians and best practice standards for clinica
services. The Hemophilia Advisory Committee whose members include providers and family
members assures quality review and community input for the Hemophilia program. The Board
of Commissioners, Medical Advisory Board, and Hemophilia Advisory Committee are
appointed by the Governor, as are the Executive Director, Medical Director, and Directors of
Administrative and Clinical Services. Relevant organizationa charts are in the Appendix.

Division of Adult and Child Health

On March 16, 2000, the Division of Adult and Child Health engaged in another reorganization
that affected the Title V Program. The Nutrition Branch has stayed in tact throughout several
reorganizations. The previous organizational design had responsibilities for the Title V
program split between two branches, the Clinical Health Branch and the Community Health
Branch. Within each of these branches, there was an adult focus and a pediatric focus. It was
anticipated that these two branches would work as teams to affect services to the maternal and
child health population as well as other programs within their domain. This organizational
setup did not provide a centralized focus for the maternal and child health programs that were
necessary during atransitional period. Although not finalized on paper until March of 2000,
but functional in performance from September 1999, the reorganization created the Materna
and Child Health Branch. A change in management for the Maternal and Child Health Branch
occurred in the beginning of 2000, allowing the previous manager to move into the new
Assistant Director position. The responsibilities for this position are to focus on public and
private partnerships to improve health outcomes for the maternal and child health population.
This move, along with the traditional programs associated with the Title VV program housed
within one branch as well as primary care and ora health, should result in a stronger Title V
programmatic effort. In addition to these changes, the 2000 General Assembly passed
legidation that removed the Emergency Medical Services Branch from the Division of Adult
and Child Health and established it as an autonomous agency. The Division of Adult and Child
Health does maintain the poison control program that had been contracted through the
Emergency Medical Services Branch.



During April 2000, the Secretary of the Cabinet for Health Services executed an
Administrative Order establishing an Office of Women's Health. This office has the following
responsbilities:
- Serving as arepository for data and information affecting women's physical and mental
hedlth;
Analyzing and communicating trends in women's physical and mental health issues;
Recommending to the Cabinet for Health Services and any advisory committee on health
data those elements affecting women's physical and mental health which should be
collected, analyzed and reported in atimely manner under health data collection laws;
Cooperating with the various departments and offices within the Cabinet for Health
Servicesin receiving and disseminating through the internet aggregate data findings derived
through health data analysis which affect women; and,
Planning, developing and administering a Women's Resource Center within the Cabinet to
focus on targeted preventive care and comprehensive health education.

A revised organizational chart isincluded.
State statutes relevant to Title V program authority include:

KRS 194A.095 Directs that an Office of Women's Health be established within the
Cabinet for Hedth Services.

KRS 200.460 — KRS 200.499 Commission for Children with Special Health Care
Needs. Establishes the organization and guidelines for providing servicesto children
with special health care needs.

KRS 200.550 - KRS 200.560 Hemophilia. Provides for the detection and treatment
of children and adults with bleeding disorders.

KRS 200.650 — KRS 200.676 Establishes First Steps, Kentucky Early Intervention
System.

KRS 211.180 Givesthe Department for Public Health the responsibility for public
health, including improving the health of mothers, infants and children.

KRS 211.651 — KRS 211.670  Authorizes the Birth Survelllance Registry
administered by the Division of Adult and Child Health.

KRS 211.680 — Authorizes the Department for Public Health to coordinate efforts to
reduce the number of child fatalities through reviews of unexpected child deaths.

KRS 211.900 - KRS 211.905 Authorizes comprehensive lead poisoning prevention
services.

KRS 213.046 Outlines requirements for implementing a hearing risk registry
administered by CCSHCN.



KRS 213410 Authorizes SIDS services.
KRS 214.034 — KRS 214.036  Establishes immunization requirements for children.

KRS 214.155  Authorizes newborn screening for inborn errors of metabolism and
other hereditary disorders (currently PKU, congenital hypothyroidism, galactosemia
and sickle cell).

KRS 214.160 Requires syphilis testing for pregnant women.

KRS 214.185 Permitsdiagnosis and treatment of minors for contraception, sexually
transmitted diseases and pregnancy related care without parental consent.

902 KAR 4:080 Disabled Children's Program. Establishes the Disabled Children's
Program within the Commission for Children with Specia Health Care Needs to
provide rehabilitation services for certain blind and disabled children receiving benefits
under Title VI of the Socia Security Act -- Supplemental Security Income (SSI)
benefits

1.5.1.2 Program Capacity

The reorganization that occurred during 1998 within the Department for Public Health
clustered a variety of programs and activities under the Division of Adult and Child
Health. This has resulted in the Title V Director having administrative responsibility for
significantly more programs. This has fostered opportunities to collaborate thereby
increasing the potential to have a greater impact on the health care delivery system that
affects women and children. Programs such as breast and cervical cancer, school health,
Five a Day Campaign, and Healthy People 2010 objectives relative to the Preventive
Health Block Grant are now housed within the Division. Resources housed within the
Division can be redllocated or redirected with greater flexibility as aresult of this
organizational setup.

The Director of the Division of Adult and Child Health provides leadership not only to
the division but to the medical profession in the area of maternal and child heath. Heis
the 2000 Co-Chair of the Maternal and Child Health Conference within the Department
for Public Hedlth. This conference has secured continuing education units for
physicians. Heisamember of the Public Health Practice Committee. Dr. Davis serves
on the KY March of Dimes State Program Service Committee, KY Perinatal Society
Executive Board, KY Injury Prevention and Research Center Board at the University of
Kentucky, the Drug Management Review Advisory Board within the Department for
Medicaid Services, the Executive Committee of the KY Pediatric Society, the Cabinet
for Health Services Healthcare Decisions Advisory Committee and Healthy Start Task
Force, the Committee on Maternal and Neonatal Health, Committee on School Health
Education and the Committee on Maternal Mortality for the Kentucky Medical
Association and the Kentucky ACOG Advisory Council. These efforts assist to elevate
the voice for pregnant women, infants and children in Kentucky.



A Memorandum of Agreement between the Commission and the State Division of
Disability Services assures the referra of children who apply for SSI benefits. Details
about the Commission’s services to SSI children are addressed later in the discussion of
national core performance measure #1.

The Commission continues to provide diagnosis, care-coordination, and on-going
medical treatment to eligible children through a statewide network of clinics
administered in 14 regional offices. These clinics are both on site at the regional offices
and off-site in physicians' offices or at local health departments to assure both
accessibility to care and availability of special diagnostic and treatment equipment. The
Commission provides family-centered, community-based care by sending treatment
teams including nurses and pediatric specialty physiciansto 58 clinic sitesin 31 of the
state’ s 120 counties. The Commission maintains a provider network through contracts
with approximately 350 pediatric specialty physicians and 148 dentists throughout the
state. Other medical and ancillary services are available through contracts with local
community providers. These include contracts with 83 hospitals (including 3 mgor
pediatric centers), 300 pharmacies, 23 independent |aboratories, and numerous
providers of durable medical equipment, eyeglasses, hearing aids, and home-care
services. Besides the Commission’s own staff, augmentative services are available
across the state through contracts with 45 physical therapists, 25 occupational
therapists, and 29 speech therapists. The Commission also contracts for foreign and
sign-language interpretative services to assure access to care for families of diverse
cultures including those with hearing impairments. These services are available in each
Commission region. A need for interpretative servicesis identified during intake and
arrangements are made for appropriate service prior to clinic or other Commission
appointments.

1.5.1.3 Other Capacity

The Division of ACH has thirty-two (32) staff that work on Title V programs. Three
of these steff are oral health field staff. The remaining are located in central office.
Within the Maternal and Child Health Branch, one staff person is designated to
coordinate Title V and related State Systems Development Initiative (SSDI) grants.
The local health departments and universities continue to be the arm to deliver
services to improve outcomes for the maternal and child health population.

No significant changes have been made in the location of offices and number of
employees in the Commission. There are currently 92 employeesin clinical positions
across the state. In addition to afull time physician medical director and a dental
program director based in the central Louisville region, other positions across the state
include: 56 RNs, 2 LPNs, 10 social workers, 7 speech pathologists, 12 audiologists, 1
occupational therapist, and 2 dieticians. Three (3) nursing positions are vacant. The
executive and statewide administrative staffs are located at the regional officein
Louisville. The new regional nurse consultants are located as follows: one for the
central region isbased in Louisville and provides program supervision to staff in the
Louisville, Elizabethtown, and Edgewood (northern KY)) regions; a second Regional
Nurse Consultant is based in Lexington and supervises the eastern part of the state. A
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third Nurse Consultant is based in Owensboro provides supervision to the regiona
officesin Western Kentucky.

The Commission assures the participation and input of families of CSHCN by the
inclusion of family members on both the Board of Commissioners and the Hemophilia
Advisory Board, and through the use of contracts for specific collaborative activities
with two of the state’s primary parent advocacy organizations. Information about
these activities is detailed in the Needs A ssessment section of this document.

The Commission has been fortunate in 1999 to be able to contract for afull time
consultant to assist in the development of a custom computer program that will allow
for collection and analysis of patient data for program monitoring and development. An
in-house staff task force entitled the Computer Utilization Project (CUP) has been
established to work with the consultant to advise and review the information system at
each stage of development. This information system is projected for implementation in
three phases over a 2-year period that began in August 1999 with completion expected
in August 2001.

The Commission has also contracted with a medical case-management consultant to
review the agency’s existing clinical services and assist with development of a new
intake and care coordination model. This new process will result in more efficient
service delivery and allow for consistent quality review of services provided.
Recognizing that not all Commission patients require case management, acuity
measurement tools are being refined to use to establish casel oad assignments and
enhance the timeliness of care coordination.

1.5.2 State Agency Coordination

Early childhood issues continue to be afocus of coordination among agenciesin KY.

In the spring of 1999 the Governor established a statewide Early Childhood Task Force
to assist the Office of Early Childhood in the research and development of information
on the status and needs for servicesto KY children ages birth to eight. The Task
Force' s efforts resulted in areport that would serve as the foundation for the
Governor’s proposed legidation to create an enhanced system of early childhood
servicesin the state. Division of Adult and Child Health and Commission staff members
served on various sub-committees of the Task Force. The Commission provided the
critical research and information to the Office of Early Childhood for the devel opment
of the legidative piece on Universal Newborn Hearing Screening. The Division of
Adult and Child Health was instrumental in assisting in the development of the entire
section entitled Assuring Maternal and Child Health. This bill was passed during the
2000 session resulting in a significant increase of funds for the Division of Adult and
Child Health. Programmatic efforts, besides the universal newborn hearing screening,
include folic acid provision, a voluntary home visiting program, underinsured vaccine
coverage, health, safety and nutrition consultants for child care centers, and eye
examinations prior to school entry. Significant program activities are identified for the
Commission for Children with Special Health Care Needs and the Division of Adult
and Child Hedlth. In addition, a second major effort on early childhood centers on
improving the quality of child care. This allows additional opportunities to collaborate
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with the Division of Child Care on general child development, data collection and
management and quality issues.

In addition to collaboration with the governor’s Early Childhood initiative, on-going
collaboration with First Steps, the KY early intervention system, isapriority at the
Commission. The Commission’s Executive Staff Advisor has been along-time member
of the Interagency Coordinating Council (ICC); and other staff members serve on local
Digtrict Early Intervention Councils (DEICs). In last year’ s application, we discussed
the possibility of developing ajoint application with First Steps. Although we have not
pursued this objective, activities occurred in 1999 to enhance collaboration and set the
stage for future coordination including ajoint application or possible single point of
entry. Commission staff members were asked to submit questions and concerns
regarding local service coordination with First Steps. Those issues and others were
addressed in a meeting between the Commission’s Interim Director, the Executive Staff
Advisor, and the Director of First Steps. Follow-up answers were provided to clarify
and improve coordination of services between the two programs.

Other significant state agency coordination in 1999 included the Commission’s
continuing coordination of systems development and services with the Division of
Adult and Child Health (ACH) at the state level and with local health departments. A
Memorandum of Agreement (MOA) assures cooperation between the two programs at
the state level for sharing of appropriate information and support for activities to
enhance the statewide system of care. ACH staff attend meetings of the Board of
Commissioners and staff members of both programs have collaborated on activities
related to the Early Childhood initiative, on the statewide folic acid education project,
and the development of the state’ s Birth Surveillance Registry. At the local level, the
Commission has an historic aliance with local health departments. In some regions, the
two agencies continue to share facilities, and coordination of patient referrals and
servicesisrouting, e.g., Commission nurses in the Owensboro region assist with an
immunization clinic at the local health department.

The Commission routinely maintains a MOA with the Department for Medicaid
Services to “provide therapeutic and remedial health care services for Medicaid
recipients that are eligible for services covered by the Commission”. Effective 7/1/99, a
specia Master Agreement was signed between these two programs to provide for
implementation of an *outreach campaign to enroll additional children through age 18
into Medicaid and the KY Children’s Health Insurance Program (KCHIP) and to
inform low income families that they may till be eligible for medical and other
assistance without applying for TANF’. This agreement isin effect until July 31, 2000.
Results of this outreach effort will be reported in the block grant report for FY 2000.
The Commission aso maintains a Memorandum of Understanding (MOU) with the
Cabinet for Families and Children, Dept. for Community Based Services (CBYS) that
authorizes CBS screening of Commission applicants for digibility for Food Stamps,
Medicaid, and the KY Transitional Assistance Program (KTAP). Potentialy eligible
families are assisted with application for these services.

On July 1, 1999, the Commission was awarded funding for a 4-year transition project
from the Maternal and Child Health Bureau. This project Kentucky Y outh
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Transitioning to Employment And Comprehensive Healthcare (KY Teach) isa
statewide collaborative effort that includes many partnering agencies. Examples of
types of agenciesinvolved include: pediatric and adult providers, the AAP Medica
Home Project, vocational and educational groups, various consumer advocacy groups,
insurance benefit organizations, and national experts. Although thisgroup is
collaborating on an administrative level, much is aso happening on a direct services
level. The Life Maps (developmentally appropriate transition tools) that were put in
place March of 1998 have strongly encouraged families and staff to collaborate with
agencies previoudy unfamiliar to them. Many staff members are members of a variety
of local and state interagency groups including: local school-to-work committees, state
interagency transition council, state multicultural accessibility partnership, state Early
Intervention taskforce, and disability advocacy group councils.

Children who do not qualify for Commission services and do not have financial or other
access to medical providers are referred for free specialty services provided in clinics at
the University of Kentucky and the University of Louisville. Free services for
orthopedics are available to Kentucky children at Shriner’s Hospitals for Children in
Lexington, KY and St. Louis, MO. Kentucky children may receive free burn care at
Shriner’ s Hospital in Cincinnati, OH. Although the CHOICES (Children’'s Healthcare
Options Improved Through Collaborative Efforts and Services) initiative ended in
December 1999, the coordination of services that was established under that project
remains in effect. Services are coordinated so that children who are éigible for both the
Commission and Shriner's Hospital in Lexington receive non-duplicative care that is
efficient for the family and makes the best use of the areas of expertise in both
programs. An agreement between the Commission and the Department for V ocational
Rehabilitation (VR) to refer adolescent and young adults patients for VR counseling
and other services remainsin effect and will be strengthened as the Commission
improves transition services under the KY Teach project.

Commission Hemophilia and Sickle Cell clinic staffs are very involved in coordination
and collaborative efforts. The Hemophilia program director serves as a member of the
World Federation for Hemophilia psychosocial group and helps plan the psychosocial
sessions for meetings that are held every 2 years. 1n 1999, Commission staff in
collaboration with the KY Hemophilia Foundation, wrote a grant to the National
Hemophilia Foundation to provide outreach to women in KY who might have bleeding
disorders. The grant was awarded; and, the project targeted all OB/GY Ns, health
departments, primary care physicians and internal medicine doctorsin KY — sent
mailings, pamphlets, etc. to their offices. The project enlisted the help of some female
patients and mothers of female patients with Hemophilia to follow up with phone calls
and personal visits to the doctor’ s office as necessary. The goal wasto get 5 referrals
for theyear. 11 referrals were actually received and 2 women were diagnosed.

The role of coordination for the Division of Adult and Child Health is not as direct as
that outlined for the Commission. In an attempt to influence access, intervention and
outcomes, the Division of ACH participates in a high degree of coordination and
collaboration with other state human services agencies. Examples of coordination
include active involvement in health related aspects of the Kentucky Education Reform
Act, promoting comprehensive school health services, and collaborating with the
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Department of Education and the Family Resource/Y outh Service Center Branch in the
Cabinet for Families and Children. ACH staff serve on the Interagency Task Force on
Family Resource and Y outh Service Centers, the Interagency Coordinating Council for
the Kentucky Early Intervention System (Kentucky’s Part H program), and the
Department of Education’s Early Childhood Advisory Council. ACH staff also work
closely with the Department for Mental Health/Mental Retardation in the areas of
prevention and treatment of substance abuse among women and promotion of
children’s menta health. The Project director of the IRIS project, Integrated
Resources in Schools, with the Department for Mental Health/Mental Retardation isa
staff member of the Division of Adult and Child Hedlth. Other staff are involved with
the Substance Abuse and Pregnancy Workgroup, KY Substance Abuse Epidemiology
Workgroup, HIV/Prenatal Advisory Committee, HIV/Prevention Planning Group,
Women's Health Advisory Committee, Primary Care Physicians Advisory Committee
for Breast Cancer and the Cervical Cancer Advisory Workgroup.

The Health Access; Nurturing Development Services or HANDS project, continues to
be a collaborative effort between the Cabinet for Health Services and the Cabinet for
Families and Children. Funding from the Cabinet for Families and Children supports
training, an extensive evaluation of the pilot project, a site development coordinator
and inclusion of four additional pilot counties to the existing eleven pilot sites. Initial
findings from the pilot project assisted in strengthening the identification of this
program as a significant component of the early childhood legidative package. The
successful implementation of the project also aleviated many of the legidative concerns
over privacy and home visitation. Testimony on the successes from HANDS program
recipients and alocal health department administrator were extremely helpful during
committee hearings on this component of the early childhood development package.

The Division of Adult and Child Health participates on Kentucky’s Welfare Reform
Task Force. The three main areas of involvement are adolescent pregnancy prevention,
immunizations and the sharing of client information. This collaboration with the
Cabinet for Families and Children continues to be profitable for the Division of Adult
and Child Health. The sharing of a common objective, partly in the context of welfare
reform, of reducing teen pregnancies, the Cabinet for Families and Children has
provided funding for family planning services to reduce teen births.

The Department for Public Health has an active collaborative relationship with the
Kentucky Dental Association and the Kentucky Dental Health Codlition. These
organizations are working together to promote programs, surveillance activities, and
policies that will improve/promote the oral and general health of Kentuckians. A few
examples of these activitiesare: community and school water fluoridation programs;
dental health education activities through the schools, family resource centers and
health departments; and beginning the oral health survey for Kentucky.

In addition to governmental linkages, ACH also collaborates with a number of
associations, voluntary organizations and advocacy groups with an interest in maternal
and child health. For instance, ACH staff members serve on the Migrant Health
Cadlition and the Kentucky State Coalition on Primary Care. ACH also collaborates
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with the March of Dimes, the Kentucky Disabilities Coalition and the Kentucky
Perinatal Association.

Formal coordination with the Department for Medicaid Services continues through an
Interagency Memorandum of Agreement, reviewed annually. Another interagency
agreement, with the Department for Mental Health and Mental Retardation, for early
intervention services, is renegotiated annually. A third agreement isin place between
the Department for Public Health, Department for Medicaid Services and Department
for Social Services. This agreement provides Medicaid reimbursement for targeted
case management for Medicaid patients (including children in custody or at risk of
being in custody of the state and adults in need of protective services) and for
rehabilitative services for Medicaid-eligible children in custody or at risk of being in
custody of the state. Another agreement provides Medicaid reimbursement for early
intervention services for infants and toddlers who are determined dligible for First
Steps, Kentucky’s Early Intervention System, authorized by Part C of the Individuals
with Disabilities Education Act. Two new activities with the Department for Medicaid
Services will require Memoranda of Agreement; reimbursement for home visitation
(HANDYS) and data sharing.

As mentioned earlier, ACH has contracts with both the University of Louisville and the
University of Kentucky for tertiary services such as genetic services, neonatal care,
metabolic services, sickle cell and developmental services. The tertiary centers also
provide invaluable consultation and educational offeringsto ACH and hundreds of
providers across the state.

The amount of coordination and cooperative work between ACH and local health
departments cannot be overstated. Local health departments are the primary
prevention arm for maternal and child health servicesin Kentucky. Traditionaly, this
has meant that most of the Title V Block Grant funds have supported direct clinica
servicesin the local health departments. State staff have continue to present
opportunities for local health departments to partner with new entities and move from
direct clinical to services reflected in other sections of the pyramid. There are
essentially three health care delivery system changes that have and continue to impact
local health departments all at the same time. These are Medicaid cost based
reimbursement phase out; more private providers providing medical homesvia
Medicaid managed care or the KenPAC physician case management program; and, the
overall reduction in the number of Medicaid patients so that those local health
departments still providing direct clinical services have less opportunities for generating
reilmbursement from Medicaid.

The Department for Public Health was instrumental in helping Medicaid establish
clinical outcome measures by which Medicaid managed care is evaluated; and assistsin
the monitoring of these outcomes. More recent collaborative efforts center around
data sharing between the agencies. Recent activities relative to sharing data between
the Department for Public Health and the Department for Medicaid Services has
crystallized as aresult of the regional data sharing meeting during April in Atlanta. A
proposal is under development for an interdepartmental and divisional focused effort on
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data sharing and data quality. Staff continue to work closely with implementation of
the KCHIP and on the role of local health departments in outreach.

In an attempt to assure care for the adult population, two related efforts are
administered and coordinated by the Division of Adult and Child Health. The
Kentucky Physician Care Program operates a hotline for care. Kentuckians with
incomes less than 100% of the poverty level can register with the local Department for
Community Based Services office and call the hotline for areferral for care. A
database is maintained of participating doctors, dentists and pharmacists. This
programs covers one office visit and some medications. Also several pharmacy
companies provide medication at no cost to the program. It is a coordinated effort
between the Kentucky Medical Association, Health Kentucky and the Division of Adult
and Child Health. The Charitable Health Care Providers Program is coordinated with
the Kentucky Department of Insurance. The Division works to register those
physicians who are retired and not routinely practicing, but willing to provide careto
the indigent population and state general funds support the cost of their medical

mal practice insurance for those who are retired. Both this program, and the Kentucky
Physician Care Program, are examples of coordination with partners traditionally not
involved with the Title V program.

The tobacco settlement has created an opportunity to work with the Attorneys General
in implementing the master settlement. Meanwhile, the Department of Public Health
has taken the approach that all contracts must address at least one or more of the
Centers for Disease Control tobacco control efforts. These are: keep youth and
women of childbearing age from initiating tobacco use, stop tobacco use, eliminate
exposure to second hand smoke, and/or assist in removing the discrepancy in tobacco
related diseases in minority, economically disadvantaged and rural populations.

The Commission and the Division of Adult and Child Health continue working together
in severa areas. Two of the most prominent are the development of a state Birth
Surveillance Registry and the public hedlth initiative on Folic Acid education to prevent
Neural Tube Defects. The Commission has agreed to ensure referrals for genetic
counseling for al parents of Commission patients with NTD and to provide counseling
by anutritionist, physician and/or nurses about the role of Folic Acid in preventing
further NTD 's. The Folic Acid Resource guide developed by the CDC is the primary
tool for education and counseling. Staff from the Commission represent the agency on
the Kentucky Folic Acid Partnership, the Nationa Birth Defects Prevention Network,
and on the NTD Surveillance/Folic Acid Education Committee.

1. REQUIREMENTS FOR THE ANNUAL REPORT

21

Annua Expenditures

See Form 3, Form 4, and Form 5
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Figure 2

CORE PUBLIC HEALTH SERVICES
DELIVERED BY MCH AGENCIES

DIRECT
HEALTH CARE
SERVICES:
(GAPFILLING)

Examples:
Basic Health Services,
and Health Services for CSHCN

ENABLING SERVICES:

Examples:

Transportation, Tranglation, Outreach,

Respite Care, Health Education, Family

Support Services, Purchase of Health Insurance,

Case Management, Coordination with Medicaid,
WIC, and Education

POPULATION-BASED SERVICES:

Examples:

Newborn Screening, Lead Screening, Immunization,
Sudden Infant Death Syndrome Counseling, Oral Health,
Injury Prevention, Nutrition
and Outreach/Public Education

INFRASTRUCTURE BUILDING SERVICES:

Examples:
Needs Assessment, Evaluation, Planning, Policy Development,
Coordination, Quality Assurance, Standards Devel opment, Monitoring,
Training, Applied Research, Systems of Care, and Information Systems

MCHB/DSCH  10/20/97
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2.2

2.3

24

Annua Number of Individuals Served
See Form 6, Form 7 and Form 9

State Summary Profile
See Form 10

Progress on Annual Performance Measures

Direct Hedth Care Services

Two national performance measures and one state performance measure relate to this level of
the pyramid.

National Performance Measure #1
Percent of SSI beneficiaries less than 16 years old receiving rehabilitative services from the
state CSHCN program.

SSI beneficiaries ages birth to 21 that qualify medically are served in the Clinical and
Hemophilia programs of the Commission. New Commission applicants and enrollees are
screened for SSI eligibility at intake and annual financia reviews. Potential SSI eligibles
receive assistance to complete the application, and medical information is provided as
necessary. SSI beneficiaries age birth to 4 receive specia care coordination and services
through the SSI/Disabled Children’s Program (DCP). The Commission served 3,416 SS|
recipient childrenin FY' 99 or 17.1% of the average total SSI children (20,000) in the state.
Statistics for FY'99 are as follow:

1,506 SSI beneficiaries ages birth to 4 were served in DCP.

1910 SSI beneficiaries ages birth to 21 were served in the CSHCN, Hemophiliaand Sickle Cell
programs.

The Disability Determinations Services (DDS) reports the following statistics:
KENTUCKY DDS- SSI CHILDHOOD CLAIMSFY 99 (9/25/98 - 9/30/99)

New Childhood Applications:

7215 - Received

3654 - Allowed (3428 Initial + 226 Recon Reversal)

3830 - Denied

Regular Childhood CDR Claims Processed:

3775 - Continuances (3568 - Initial Continuances + 207 Cessations Reversed On Appeal)
1245 - Cessations (Total Initial Cessations Less 207 Reversed On Appeal)

Childhood Re-determination (PL 104-193) Processed:

162 - Continuances (83 Initial Continuances + 79 Cessations Reversed On Apped) - Met New
Childhood Criteria

8 - Cessations (Tota Initial Cessations Less 79 Reversed On Appeal)

Re-Reviews of Mental Retardation Denials Processed:

14 - Allowed (Prior Denial Reversed)

49 - Denied (Prior Denia Affirmed)

Re-Reviews of 1997 or 1998 Childhood Re-determinations (PL 104-193) Cessations
Processed:

18 - Continuances (Cessations Reversed Met New Childhood Criteria)

45 - Cessations Affirmed
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A revised addition of The KY Services for Children and Y outh Directory, a collaborative effort
of the state SSI for Children Task Force, was printed and distributed throughout the state in
the spring of 1999. This directory is an outreach/referral resource provided to families when
they apply for SSI and Title V CSHCN services. It isalso made available to numerous other
public and private service providers for use with families across the state.

National Performance Measure #2
Degree to which State CSHCN program provides or pays for speciaty and subspecialty
services.

Although there are certain limitations and restrictions for some services, the Commission
provides or pays for every type of service listed on the checklist for this performance measure.
Children enrolled in the CSHCN, Hemophilia, and Sickle Cell Programs may receive al
services with the exception of early intervention. Children enrolled in DCP receive care
coordination and financial assistance to support the other services on the checklist. DCPisa
supplemental resource for children who need early intervention services not provided or
available through First Steps. A complete list of conditions treated and services provided by
the Commission isin the APPENDIX.

Treatment for Hemophiliais one of the most costly services provided by the Commission and
one that requires intense care coordination. (Thisis also the only condition for which the
Commission provides care to adults.)

In FY ‘99, the Commission had 326 patients enrolled in the Hemophilia program:

172 were over the age of 20

154 were under the age of 20

275 were mae

51 were femae

42 were HIV positive, 7 of these patients were under 21

nghllghts of services and activities provided to Hemophilia patientsin 1999 include:
provided a home treatment class on a Saturday which taught 15 families how to home
infuse their factor or their child s factor
in collaboration with the hemophilia foundation, provided a seminar on gene therapy
for patients/families
participation (ongoing) in a national Hepatitis C study in which patients who are HIV
negative but Hep C positive take 2 medications to hopefully rid their body of the virus.
The Commission has 12 patients in this study.
provided specialty care to patients, including HIV care, Hepatitis C care, dental,
orthopedic, gynecological
held 2 clinicsjust for females
joined the Centers for Disease Control Universal Data Collection project which
requires blood samples and treatment information, plus physical therapy measurements
for each person with hemophilia or vonWillebrand' s disease in KY

The Commission began serving children with Sickle Cell disease in 1998, and has seen this
program grow by leaps and bounds. The program is currently following approximately 150
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children under the age of 21— thisismostly in Louisville and Western KY athough about 30
arein the Eastern half of the state.

The program receives an average of 10 newborn screens per month; and, nurses contact the
primary care physician and the family within 24 hours of the referral. A repeat diagnostic
screen is scheduled with the goal being penicillin by the age of 2 months. Home visits are
scheduled with new babies to acquaint the family with services and establish a relationship that
will result in good care coordination. Coordination of services with primary physicians and
pediatriciansis a concern. Some doctors are reluctant to refer young infants for repeat
screening or to begin penicillin prophylaxis. To address this service barrier, the Commission
has collaborated with the hematologist on staff to provide outreach and information to
referring physicians on national standards and treatment recommendations.

Nutritional counseling and support is an example of a specialty service available for any
Commission enrollee whose diagnosis requires nutrition services or for whom diet is as an area
of concern identified by the family or a member of the Commission treatment team. Children
with severe and/or chronic physical or developmental disabilities are at greater risk for
nutrition or feeding problems due to altered energy metabolism, muscle tone abnormalities,
anatomic abnormalities, drug nutrient reactions, delayed feeding skill development, and
oral/tactile hypersensitivity. Nutrition services at CCSHCN are provided by one full time and
one part time registered dietitian who are based in the two largest CCSHCN regions of
Louisville and Lexington. The part time dietitian is employed directly by CCSHCN and the full
time dietitian is contracted from the Jefferson County Health Department. Additional nutrition
services are provided by MCH funded nutritionists who attend clinics in Northern Kentucky
and Owensboro and who accept referrals from the other CCSHCN regions.

Services provided by the CCSHCN funded nutritionistsinclude: nutrition screening,
assessment, and counseling for children in clinics, home or school visits; consultation with
CCSHCN and community health professionas; referral of children to community agencies and
professionals; assistance to families to obtain funding for nutrition supplements or tube feeding
formulas; selection and preparation of patient education material; and consultation and training
for nutritionists and other professional in the nutritional needs of children with special health
care needs.

One example of the benefits of nutrition servicesisa 7 year old girl with hydrocephalus,
hypotonia and dysphagiawho is fed by gastostomy tube. The child had begun to have profuse
vomiting after changing her tube feeding formula from an infant formulato aformulafor older
children. Her pediatrician had diagnosed G.E. reflux and had recommended a Nissen
fundoplication. The CCSHCN nutritionist determined that the reflux was due to overfeeding
from failure to adjust the tube feeding volume when changing to a more calorically dense
formula. The nutritionist advised how much feeding volume to give, and the child’ s reflux
resolved.

Another example is a7 month old girl with cleft palate, who was gaining weight well on her
initia clinic visit after initia feeding problems. The infant’s mother did not know that infants
with cleft palate can eat table foods when developmentally ready. The nutritionist discussed
signs of readiness to advance food textures and advised what to do for the infant’s chronic
constipation.
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State Performance Measure #10
Average age of diagnosis of children with Chronic Otitis Mediawith Effusion.

Due to factors that complicated data accumulation and review, this measure is no longer being
tracked. However, because Otitis Media can cause significant impairment to early childhood
development, the Commission remains committed to early intervention and management of
Otitis Mediaand it's complications. The Commission will continue to address this issue by:
Provision of community education and professiona workshops presented by
Commission audiologists regarding the early identification of al hearing impairments
(permanent and transient), and the delays associated with late diagnosisin the areas of
speech/language, learning, cognition and socia-emotiona development.
Hearing conservation education and direct services provided in pre-schools, Head-Start
programs and elementary schools statewide.

Enabling Services

One nationa performance measure and two state performance measures relate to this level of
the pyramid.

National Performance Measure #3
Percent of CSHCN in the state who have a “ medical/health home.”

Assuming that all Commission enrollees with 3 party payors have medical/health homes and
an additional 3% of the Commission's total population who are indigent enrollees have
medical/health homes, the total % of children with medical/ health homes served in the
CSHCN program is 72.19% (Medicaid + Insurance = 69.19% + 3% uninsured = 72.19%).
This continues to improve with the inception of KCHIP and we expect this to increase to about
90% and remain there by FY’ 2000. Private Insurance portion increased dightly - may be the
result of the Welfare to Work programs.

* For this performance measure, the Commission continues to use program enrollees only
since we do not have access to data on the broadly defined CSHCN population. However,
based on the responses to a query on medical home in the needs assessment family survey,
76.74% of respondents reported CSHCN with medical homes. Thisis consistent with the % of
Commission enrollees with medical homes (72.19%).

State Performance Measure #5
Percent of families receiving support services/parenting assistance through home visiting
support programs.

The 1999 datais 20.2% percent that are enrolled in the pilot project. Several programs effect
this measure for primary and preventive services for women and infants: Resource Persons
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Program, Maternity and Prenatal Care, Injury Prevention, Child Safety Seat Program, Child
Abuse and Neglect and Healthy Lifestyle Education. The School Health and Adolescent
Preventive Health Services, Family Planning for Teens, Teen Pregnancy Prevention,
Abstinence, HANDS, Injury Prevention, Child Safety Seats, Child Abuse and Neglect and
Healthy Lifestyle Education, Nutrition Services, WIC al effect the measure for preventive and
primary services for children.

Staff have surveyed existing home visitation programs in Kentucky and worked to bring
resources from these efforts together in a collaborative effort. Representatives from various
programs and those interested in improving pregnancy outcomes, optimal child growth and
development and family self-sufficiency have been meeting to coordinate efforts and
collaborate on outcomes. This effort has engaged in strategic planning and visioning for the
potential of successful legidlation during the 2000 session. Plans were made for developing
training, community collaboration and implementation plans for the coming year.

This collaborative effort supported the Governor’s Task Force on Early Child Development
and staff from the Division of Adult and Child Health staffed various subcommittees
responsible for research and reporting to the Task Force. The culmination was legidation
submitted and passed by the 2000 legidature that included a full implementation of the
HANDS or other home visitation programs for all of Kentucky’s counties. The percent of
counties will significantly increase during the roll-out over the next three years. Projections
have been revised to reflect this programmatic expansion.

State Performance Measure #9
Degree to which the Commission provides opportunities for young people to develop skills for
trangition at critical developmental stages.

KY Teach, anewly funded four-year transition project, is building upon the groundwork laid
by the WISH Project. The KY Teach Project began in July of 1999 and has provided
additional funds to support statewide collaborative efforts to assist young people to
successfully transition to adult life. Specific activities that have taken place related to this
performance measure include: 1) use of Life Maps (transition questionnaires) with all patients
seen by the Commission; 2) comprehensive survey of 18-21 year olds who left the program in
FY’ 99 to assess basealine outcomes of youth; 3) statewide meeting of collaborating partners to
identify goals of each specific agency related to the project; 4) funding for young people,
families, and staff to attend local, state, and national conferences; and 5) presentations and
dissemination of transition resources developed by the Commission to families, state providers,
and agencies 6) held atrangition clinic for adolescents with Hemophilia ages 13-15 to come to
the adult clinic for aday — 5 participants.

*Note, effective with this application, the Commission has revised SP# 9 to read as follows:
Degree to which Commission ensures that children with special health care needs and their
families receive the services and opportunities necessary to make appropriate transitions to
adult life, including adult healthcare, work, and independence. (See Discussion of State
Performance Measures and Revised State Performance Detail Sheet.)

Population Based Services
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Seven national performance measures and four state performance measures address this section
of the pyramid.

National Performance Measure #4
Percent of newborns in the State with at least one screening for each of PKU, hypothyroidism,
galactosemia, hemogl obinopathies combined.

Data for this measure is 97.1% of newborns with screening for these conditions, a decrease
from 1997 when 98.6% of newborns received testing. Newborn screening tests are performed
by the Division of Laboratory Services. Follow-up for positive screensis coordinated through
the newborn screening program in the Division of Adult and Child Health. The Division of
Adult and Child Health has a designated staff person as administrator of the newborn screening
program. In addition, contracts are made with both the University of Kentucky and the
University of Louisville Medical Centers to provide medical consultation for the newborn
screening program. In addition to providing a confirmatory diagnosis of the screening result
and medical management, the universities engage in medica education and training throughout
the state. Formula, and now food products will also be provided for individuals with certain
newborn metabolic conditions including PKU. The Commission for Children with Special
Health Care Needs provides outreach and case management services for children with positive
sickle cell disease results.

National Performance Measure #5
Percent of children through age two who have completed immunizations for Meas es, Mumps,
Rubella, Polio, Diphtheria, Tetanus, Pertussis, Haemophilus Influenza, Hepatitis B.

During 1998, Kentucky experienced 81.9% completed immunization status. At many points
within the health, education and socia service delivery system, a child’s immunization statusis
assessed and referral made when indicated. This comprehensive approach has allowed
Kentucky to surpass the national average. Specific programs that effect this measure within
preventive and primary services for children include the following: Regional Pediatrics
Program, Children and Y outh Project, Well Child Program, Health Access, Nurturing
Development Services (HANDS), WIC and Hedlthy Lifestyle Education. Legidation passed
during the 2000 General Assembly provides support for the underinsured for immunizations.

National Performance Measure #6
The rate of births (per 1,000) for teenagers aged 15 through 17.

Data for 1998 indicate a 31.5 rate and has been on adownward trend. Thisrate is less than the
Healthy People 2000 objective identified in the performance measure. A full array of family
planning services throughout the local health department system contributes to this success
through primary and preventive services for women and infants. In addition, the preventive
and primary services for children that effect this measure include: the School Health and
Adolescent Preventive Health Services, Family Planning for Teens, Teen Pregnancy
Prevention, Abstinence and Healthy Lifestyle Education.

National Performance Measure #7
Percent of third grade children who have received protective sealants on at |east one
permanent molar tooth.

23



The most recent data for this objective isfrom 1987. Plans were under development to survey
for thisdata. Contracts have been negotiated to receive this information for the next reporting
period. The Kentucky Department of Public Health is guiding an effort to develop an oral
health status surveillance system for Kentucky.

National Performance Measure #3
The rate of deaths to children 1-14 caused by motor vehicle crashes per 100,000 children.

The most recent data for this objectiveis 1998. Kentucky experienced a 6.7 rate for thistime
period. It ishoped that this rate will decline in coming years through the variety of preventive
and primary services for children programs that can impact this rate. The Children and Y outh
Project, the Well Child program, the HANDS program, WIC, Child Fatality Review, Injury
Prevention, Child Safety Seats, Child Abuse and Neglect and Healthy Lifestyle Education.
Within the primary and preventive services for women and infants, the injury prevention
program can expand understanding of safety for women.

Two specific efforts by the Maternal and Child Health Branch include the Kentucky Safe Kids
Coalition and prevention measures identified through the Child Fatality Review Program.
During 1999, the Kentucky Safe Kids Coalition received grant fundsto assist in fully
implementing the “Buckle That Child” program. This program operates an 800 number for
citizens to report other Kentucky drivers by license number who are noticed driving without
the child or children in their car buckled up. Information on the importance of securing
children and wearing seat beltsis mailed to driver. This grant provides safety seatsas a
resource for low income families in hopes that law enforcement will ticket and judges will fine
which has at times been lax because of the economic burden on families. The second effort
was the receipt of amini van from the General Motors and National Safe Kids Campaign
partnership that is fully equipped to perform safety seat checkups. Partnering with the
Department for Transportation, Governor’ s Drive Smart Program has allowed these efforts to
be implemented.

National Performance Measure #9
Percentage of mothers who breastfeed their infants at hospital discharge.

Datafor 1998 indicate that 50.2% of mothers breastfeed their infants at hospital discharge, an
increase from 47% during 1997. A variety of primary and preventive services for women and
infants address this performance measure. Theseinclude: Family Planning Services, Resource
Persons Program, HANDS, Maternity and Prenatal Care Program, Nutrition Services, WIC,
Healthy Lifestyle Education and WIC Breastfeeding Promotion.

National Performance Measure #10
Percent of newborns who have been screened for hearing impairment before hospital
discharge.

In 1999, 52% of Kentucky’s infants without hearing risk factors received hearing
testing before hospital discharge. The Hearing High Risk Registry identified 4,134
infants as having risk factors for hearing loss. 76% (3,180 infants) of Kentucky’s At
Risk infants received hearing screenings before hospital discharge.
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The Owensboro Regional office collaborated with aloca hospital, Owensboro Mercy
Health System, to pilot a newborn I-HCP (Infant-hearing Conservation Program). The
hospital refers al newborns that fail hospital hearing screening directly to the
Commission for recheck of hearing. Families are not charged for the retest. The
Commission treats these referrals in the same fashion as school hearing conservation
testing; that is no record is established unless a hearing loss is established and the family
applies for services and meets financial and diagnostic criteria for the program.

In support of early identification and universal newborn hearing screening, Commission
audiologists participated in severa outreach activities including an informational and
appointment scheduling booth during the Kentucky State Fair. In addition to outreach
activities, informational brochures were re-designed to offer more information to
parents about the importance of hearing screening and hearing screening options.

A significant enhancement to the HHRR' s early intervention efforts has been increasing
the amount of provider outreach and direct physician contacts. Due to improvements
in the HHRR database system in 1999, physicians were contacted an average of 3 more
times annually, per high-risk child in their practice.

State Performance Measure #1
Percent of women of childbearing age taking folic acid regularly.

During 1999, 43.4% of women were taking folic acid regularly, an increase from 36.2% in
1997. The importance of folic acid is stressed for both primary and preventive services for
women and infants and preventive and primary services for children via Nutrition Services,
WIC, Genetics, Healthy Lifestyle Education and the Birth Surveillance Registry. The Folic
Acid Module was deleted from the Kentucky Behavior Risk Factor Survey for 1998 due to the
inclusion of other categorical questions and the need to balance the number of survey questions
for that year. The Folic Acid Module was reinstated into the Kentucky Behavior Risk Factor
Survey for 1999.

The Division of Adult and Child Health engagesin afolic acid campaign in partnership with
the March of Dimes. In addition, a program to provide for folic acid for low-income women
of childbearing years was included as part of the early childhood devel opment package passed
during this legidative session. This supplement will augment the folic acid awareness
campaign currently underway.

State Performance Measure #2
Percent of counties with comprehensive child safety education and injury prevention programs
in place.

Eighty-one percent of Kentucky’s 120 counties had programs in place during 1998, an increase
from 76% the previous year. For primary and preventive services for women and infants the
following programs affect this measure: Injury Prevention, Child Safety Seat Program, Child
Abuse and Neglect and Healthy Lifestyle Education. These same programs and the HANDS
program are programs offering preventive and primary services for children. With an emphasis
on population-based services at the local health department level, it is anticipated that there
will be an increase in counties that are offering child safety education and injury prevention
programs. Traditionally this has been done via services provided within the health department

25



as patients received preventive health services. Asthe demand for preventive health services
from local health departments decreases, new opportunities are available for popul ation based
injury prevention efforts that can reach the entire community.

State Performance Measure #6
Percent of children with inappropriate weight for height.

Data for this measure is 1998 data. There were 12.7% of children with inappropriate weight
for height. Performance on this measure has steadily declined. This mirrors the national trend
of increased obesity in children. Renewed efforts towards population based services by the
local health departments can contribute towards improving this measure. Nearly all of the
programs within Preventive and Primary Services for Children can affect this measure, with
significant focus on primary prevention. These include the Regional Pediatrics Program,
Children and Y outh Project, Well Child, Lead Screening, School Health and Adolescent
Preventive Health Services, Teen Pregnancy Prevention, Nutrition Services, HANDS, WIC,
Child Abuse and Neglect and Healthy Lifestyle Education. For primary and preventive services
for women and infants, the Resource Persons Program, Maternity and Prenatal Care, Nutrition
Services, WIC, Child Abuse and Neglect, Healthy Lifestyle Education and WIC Breastfeeding
Promotion effect this measure.

State Performance Measure #7
Percent of child deaths undergoing local multidisciplinary investigation.

During 1998, 63.5% of child deaths were reviewed by coroners, an increase from 47.3% in
1997. Programs that can affect this measure for primary and preventive services for women
and infants include the Grief Counseling Program, Injury Prevention, Child Safety Seat
Program, Child Abuse and Neglect, Hedlthy Lifestyle Education and Infant Mortality Review.
For preventive and primary services for children, the programs are Child Fatality Review,
HANDS, Injury Prevention, Child Safety Seats, Child Abuse and Neglect and Healthy Lifestyle
Education. Staff have been working collaboratively with partners to increase training
opportunities for child fatality review. Seed moniesto local health departments to take the
lead on developing child fatality review teams assisted in this improvement.

Infrastructure Building Services

Eight national performance measures and three state performance measures address this
section of the pyramid.

National Performance Measure #11
Percent of CSHCN in the state with a source of insurance for primary and specialty care.

Again, for the purposes of this measure, the Commission defines CSHCN as those children
who are enrolled in our program. Actual statistics for children enrolled in the Commissionin
FY'99 are as follows:

Commission Enrollees with Medicaid and Medicaid Managed Care-------- 6,309 (41. 56%)
Commission Enrollees with Medicaid/MMC and Private I nsurance----------- 451 (2. 97%)
Commission Enrollees with Private Insurance----------------=--=--==--=---—--—- 3,745 (24. 67%)
Commission Enrollees without any 3 party coverage (uninsured)------------- 4,677 (30. 81%)

26



For those identified with private insurance, the insurance may not cover services needed; the
deductibles may be unreachable for families; or the out-of-pocket expenses may be too great.
The Commission assists those families with limited coverage. Again, as with PM# 03, the % of
CSHCN with insurance is increasing with the implementation of KCHIP; however this
information will not be reflected until the report for the year 2000. The dlight increase in
Private Insurance may be aresult of the Welfare to Work programs.

Nationa Performance Measure #12
Percent of children without heath insurance.

During 1998, 14.1% of children in Kentucky did not have health insurance, a dight
improvement from 14.5% for the previous year. With the implementation of the child health
insurance program, it is anticipated that this figure will decrease substantialy. During 1999,
the Department for Medicaid Services engaged in an extensive outreach campaign for the
KCHIP in hopes of reducing this figure significantly. By January of 2000, cumulative enrollees
for all phases of the KCHIP totaled 36,714 . Currently for primary and preventive services for
children there are severa programs that effect this measure. These include the Regiona
Pediatric Program, Children and Y outh Project, Well Child Program, Lead Screening, School
Health and Adolescent Preventive Health Services, Genetics, Developmenta Evaluation and
KY Early Intervention Services and Dental Services.

Nationa Performance Measure #13
Percent of potentially Medicaid eligible children who have received a service paid by the
Medicaid Program.

There were 50.93% of potentialy eligible children who received a service paid by Medicaid
during 1998. This percentage appears to have decreased significantly for 1998, but in actuality
this rate has increased due to incorrect evaluation of those eligible for services being mistaken
for recipients who received services. In 1997 49.3% of those eligible actualy received a paid
service from the Medicaid Program. Outreach activities occur within al preventive and
primary care services for children. The Department for Medicaid Services comprehensive
outreach campaign for the KCHIP program may have an effect upon this measure as well.
Local health departments have engaged in outreach for the population potentially eligible for
Medicaid and efforts continue by the Title VV Director to increase physician participation.

National Performance Measure #14
Degree to which the State assures family participation in program and policy activitiesin the
State program. (See attachment to PM#14 in the forms section.)

Families were involved in Commission activities in 1999 using contracts with two
prominent statewide parent education and advocacy groups, which developed and
administered surveys and conducted focus groups as a component of the statewide
needs assessment.

To assure family input to program development and monitoring, the Commission has
family members appointed to both the Board of Commissioners and the Hemophilia
Advisory Committee. In 1999, a parent representative member of the Board of
Commissioners met with socia workers and a non-Commission parent representative
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from the Owensboro region to discuss family concerns and begin to gather ideas
towards devel opment of aformal network of parents of Commission enrollees.

Y oung adult patients and parents served as consultants to the development of the KY
Teach grant and have participated in initial grant activities including helping with
construction of surveys of graduates and planning for workshops for teens and family
members. Y oung adults with disabilities and parents of children with disabilities were
session leaders in the CHOICES national conference in April 1999.

Nationa Performance Measure #15
Percent of very low birth weight live births.(<1500 GMYS).

Most recent data for this measure is 1998 data. The percent of very low birth weight live
births was 1.7 percent, an increase from 1.4% for the previous two years. A variety of primary
and preventive services for women and infants effect this measure. These include the Resource
Persons Program, Prenatal Care Program, Perinatal Home Visiting Program, Nutrition
Services, Birth Surveillance Registry Program, Genetics, Developmental Evaluation, Kentucky
Early Intervention Services, WIC, Child Abuse and Neglect, Healthy Lifestyle Education and
WIC Breastfeeding Promotion. Contracts with the two university medical centers for neonatal
services support this measure. Recent requirements for all contractors and local health
departments regarding CDC four recommendations regarding smoking cessation and
disparities should have an effect on this measure in the future.

Nationa Performance Measure #16
The rate (per 100,000) of suicide deaths among youths aged 15-19.

Data from 1997 indicate arate of 8.4 for this population, somewhat higher than the Healthy
People 2000 goal of 8.2. Several preventive and primary services for children programs
address this measure. Theseinclude: Regiona Pediatrics Program, Well Child Program,
School Health and Adolescent Preventive Health Services, Family Planning for Teens, Teen
Pregnancy Prevention, Abstinence and Healthy Lifestyle Education.

National Performance Measure #17
Percent of very low birth weight infants delivered at facilities for high risk deliveries and
neonates.

In 1998 52.8% of very low birth weight infants were delivered at Level 111 facilitiesin
Kentucky. Thiswas adecrease from 57.3 in 1997 according to data from the 1998 RNDMU
report.  When changesin the clinical standards were implemented where babies with low birth
weight less than 2500 grams did not have to be delivered or transported to a Level 11 facility,
this allowed the Level |1 hospitals to become more proficient at caring for babies with low

birth weight. In addition, more areas were employing full time neo-natologists and babies were
born and staying at Level Il hospitals. This change warrants monitoring to assure that the
outcomes for these infants are not negatively affected.

National Performance Measure #18
Percent of infants born to pregnant women receiving prenatal care beginning in the first
trimester.
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Datafor 1998 indicates that 85.5% of women received prenatal care in the first trimester, a
very slight increase from the previous year. For primary and preventive services for women
and infants, the Maternity and Prenatal Program addresses this measure. Title V agency plans
to review systems issues that may be present to determine any barriers for early entry and
develop measures to promote early entry into prenatal care.

State Performance Measure #3
Rate of unintended or mistimed pregnancies.

The rate for 1998 was 33.2 for this measure, compared to 57 for the previous year. Effective
with the 2000 application, this measure is no longer tracked. Questionable data sources
resulted in this change and the needs assessment and new priorities provided the opportunity to
gather datarelative to this measure in a standardized format. Primary and preventive services
for women and infants that effect this measure include: Family Planning Services, Genetics,
Child Abuse and Neglect and Healthy Lifestyle Education. For Preventive and Primary
Services for children, the School Health and Adolescent Preventive Health Services, Family
Planning for Teens, Teen Pregnancy Prevention, Abstinence, HANDS, Injury Prevention, Child
Abuse and Neglect and Healthy Lifestyle Education effect the measure.

State Performance Measure #4
Rate of substantiated incidence of child abuse, neglect or dependency.

During 1998, the rate for Kentucky was 28.7, an increase from 1997 and 1996. The Resource
Persons Program, Maternity/Prenatal Care Program, Injury Prevention, Child Safety Seat
Program, Child Abuse and Neglect and Healthy Lifestyle Education within primary and
preventive services for women and infants effect this measure. These same programs as well
as the School Health and Adolescent Preventive Health Services, Family Planning for Teens,
Teen Pregnancy Prevention, Abstinence and HANDS effect this measure for preventive and
primary services for children. One of the anticipated outcomes for the statewide home
visitation program is the reduction of child abuse and neglect. This should contribute to a
decline in this rate over the next few years.

State Performance Measure #3
Percent of primary providers in Kentucky who use the agency to provide care for children with
specia health care needs.

Recognizing provider outreach and referral base as a significant concern, the Commission
began an attempt to track the number of PCPs referring children to the program in FY'98. A
completely accurate and reliable count has not been possible due to lack of information
technology to collect thisdata. However, our manual tracking efforts have improved and we
have steadily added to our information. Asof July 1999, the Kentucky Medical Directory lists
2,142 physiciansin the categories of Family Practice, Genera Practice and Pediatrics.
Physicians in these categories are those most likely to be providing primary care services to
children enrolled in the Commission. Asof 12/31/99, the Commission had documented 338
different physicians actively referring patients. This was an increase of 19% over the total
number (284) that we had documented on the same date in 1998.
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Progress on Outcome Measures

Because Kentucky Vital Statistics Datafor FY 99 was not available at the time of this
application and report, (the target date for its completion is November of 2000), FY 98 data
has been used for reporting outcome measures.

Kentucky outcome measures for infant, perinatal, neonatal and post-neonatal periods had
shown overal improvement since FY 91. That positive trend was attributed to improvements
in early accessto prenatal care, regionalization of perinatal care, and expansion and
enhancements in perinatal care through neonatal intensive and specialty care in tertiary,
regional and community settings. Development of a network of genetic and developmental
clinics, folic acid education and supplementation, injury prevention coalitions and education,
home visiting, encouragement of breast feeding, targeted efforts to reduce unintended,
mistimed, and/or teen pregnancies, and child fatality reviews have contributed to these
changes. However, athough sustainability efforts have continued, over the past year, four of
the six outcomes have shown areversal in progress.

Kentucky’s infant mortality rate continues to have a wide black-white gap ratio in infant
mortality. Kentucky’s black population in 1998 was 284,529 with 4820 live births. Forty-two
percent of Kentucky’s black population livesin one urban area (Jefferson County.) Thisarea
accounted for 48% of al black live birthsin the state in 1998. Of the state' stotal 71 black
infant deaths, 62% occurred in this urban setting, and the black infant mortality rate has been
consistently higher in this urban area than Kentucky’s overall black infant mortality rate.

The Louisville/Jefferson County Health Department had established a Fetal Infant Mortality
Review System (FIMR) with a $12,000.00 grant from the March of Dimes to review infant
mortality issues. An active FIMR Planning Group was exploring other funding/grant
possibilities at the local, state, and national levels. The Louisville/Jefferson County FIMR
Project continues piloting an infant mortality review effort in 3 sectors of Jefferson County
(Ujima 97% black, Bridges of Hope 44% Black, and Northwest 58% black), to assess service
systems and community resources for women, infants, and families with the intent of
identifying disparities and improving systems. Severa staff involved in this effort have taken
other positions and the project and the efforts have been at a standstill. Recent information
from the Louisville/Jefferson County Health Department indicates a renewed effort is
underway.

Also, the Kentucky Cabinet for Health Services has initiated an African-American Strategic
Planning Group to focus on black/white health disparities, one of which isinfant mortality.
This planning group was established in part, as aresult of concerns expressed by key
legidators in the Kentucky General Assembly. Therefore, we anticipate broader support in
working to narrow the racial gap on critical outcome measures.

The only area of improvement for these measuresis the child death rate. Much of the decline
in child deaths can be attributed to seat belt and child restraint/safety seat advocacy and
legidation. Education for professionas and the general public and the availability of child
restraints/safety seats through local health department loaner programs, local Kentucky Safe
Kids chapters and other local community initiatives have proven to be effective strategies.
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The infant mortality rate per 1,000 live births. Kentucky’sinfant mortality rate was 7.6 in FY
98, with 410 infant deaths of 54,125 live births.

The ratio of the black infant mortality rate to the white infant mortality rate. Kentucky’s rate
of black infant birthsto white infant birthsin FY 98 was 2.13, with arate of 14.7 for black
infant mortality compared to arate of 6.9 for white infant mortality. It should be noted that
the white infant mortality rate stayed constant while the black rate worsened from 11.0 to 14.7,
the worse since 1995.

The neonatal mortality rate per 1,000 live births. Kentucky’s neonatal mortality rate was 4.9 in
FY 98, with 267 neonatal deaths per 54,125 live births. Again, this rate has worsened over
previous years.

The postneonatal mortality rate per 1,000 live births. The FY 98 postneonatal mortality rate
was 2.6, with 143 postneonatal deaths of 54,125 live births. Thisis the only measure that
stayed constant from the previous year.

The perinatal mortality rate per 1,000 live births. Kentucky’s FY 98 perinatal mortality rate
was 10.3, with 561 deaths between 20 weeks fetal gestational age and under 7 days of age.
This rate was only a dlight increase from 10.2 the previous year.

The child death rate per 100,000 children aged 1-14. In FY 98, 197 children between the ages
of 1to 14 died for arate of 26.0. This represents the only improvement from the FY 95-97
rates.

I1l. REQUIREMENTS FOR THE APPLICATION [Section 505]
3.1  Needs Assessment of the Maternal and Child Health Population
3.1.1 Needs Assessment Process

Information for the needs assessment for Children with Special Health Care Needs was
gathered from:
- Two surveys of recent graduates from the Commission and the Lexington Shriner’s
Hospital programs (1997 and 1999),
Two statewide family survey initiatives conducted in collaboration with two of the
state’' s most prominent parent advocacy organizations, the KY Specia Parent
Involvement Network (K'Y -SPIN) and the Parent Information Network of KY (PiNK).
KY-SPIN contracted to develop and conduct a statewide mailed survey of families of
CSHCN drawn from both the KY -SPIN and PINK databases. PINK staff members
conducted focus groups with family representatives from PINK and Commission
enrolleesin six (6) different areas of the state.
Input from health and social service providers through two statewide surveys of health
care professionals in private practice (including physical, speech, and occupationa
therapists, physicians, and pharmacists) and other public and private agencies serving
children with special needs (early intervention, head-start, family and youth resources
centers, local health departments, regional comprehensive care (mental health /mental
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retardation/developmental disabilities) programs, Easter Seals; Home Health agencies;
the Louisville Deaf-Oral School,

United Cerebral Palsy Kids Center, et.al.).

Statewide data sources pertaining to the numbers and distribution of health care
professionals and statistics about health, education, unemployment, and disability
services in the state.

Although the state lacks the infrastructure necessary to allow data sharing across programs, the
rate of response to the various surveys and the level of participation by familiesin the focus
groups has provided a useful snapshot of the statewide system of care as well asinformation
that can be used to develop and enhance programming to respond to identified needs.

Variables of interest in each process included:
Surveys of recent Commission and Shriners' Hospital (Lexington) graduates to determine:
- Status of hedlth care following discharge from pediatric speciaty programs
Access and established linkages to adult health care providers
Involvement in higher education or vocational training
Degree of self-sufficiency indicated by independent living and employment status.
Quiality of lifeindicated by personal satisfaction with life status, involvement in
community recreation and sociad life
Focus Groups with families of children including those meeting criteria for the broad CSHCN
definition as well as Commission enrollees. These Focus Groups addressed the following
guestions:
- What services does your child receive?
What services does your child need?
What are the barriers to receiving those services?
What should we (the Commission) do for parents?
If you could pick one thing to change about the way the Commission does business,
what would that be?
A statewide survey of families of CSHCN that addressed a number of concerns, but especially
focused on the following:
- Understanding of and linkage to aMedical Home
Access to speciaty care—availability of providers
Access to care—financial resources including Medicaid, KCHIP, and private insurance
Degree of satisfaction with existing services
- Percelved unmet needs
A statewide survey of providers conducted by Commission staff to determine a variety of
information. Some of the most significant issues addressed included:
Number of children served in avariety of individual programs serving the special needs
population
Types of services available (including transitional services for CSHCN) and extent of
inter-agency service coordination
Community and provider awareness of the medical home concept and extent of
coordination of care and services between organizations and medical homes.
Cultural competency of provider organizations
Perceived barriers to care including lack of transportation, poor communication, lack of
family financia resources, lack of child care
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Indicators used to monitor quality of care
Capacity for data collection

While the Commission for Children with Special Health Care Needs focused on surveying the
population and the providers that serve them, the Division of Adult and Child Health relied
upon the many existing secondary data sets available to them for the preventive and primary
care services for pregnant women, mothers and infants and children. In most instances, the
analysis of the data generated by partner agencies and within the Department for Public Health
provided sufficient information to identify needs of the population and set priorities for the
state. Information from The Kentucky Long-Term Policy Research Center, RNDMU, Federal
Interagency Forum on Child and Family Statistics, CDC, Annie E. Casey Foundation and
Kentucky Y outh Advocates and the Kentucky Office of Women's Health supplemented Vital
Statistics and Census data sets. Sources of data are established and limitations are commonly
understood. In addition, analysis of datafrom key informant interviews and presentations by
leadership around the issues of healthcare supplemented the data that was reviewed.

The Title V Director is engaged in routine assessment of the health care delivery system and the
status of women and children in Kentucky through numerous partnerships and attendance at
meetings throughout the year, such as the Kentucky Medical Society, Kentucky Pediatric Society,
Kentucky Perinatal Society and Kentucky Association of Health Department Directors. This
information, along with the secondary data sets and programmeatic data, information from key
informant interviews or studies, legidative issues and concerns, citizen comments and iSsues,
discussed among the leadership within the Title V program led to the determination of priorities.
Resource allocation continues to be driven by local assessment and plan development coupled with
prioritization from the Title V Director in concert with the Director of Resource Management and
the Commissioner for Public Health.

3.1.2 Needs Assessment Content
3.1.2.1 Overview of the Maternal and Child Health Population’s Health Status

Setting the framework for the overview of the state can be accomplished by comparing
Kentucky to other states in reference to both economic and health status indicators besides
providing basic demographic data. This allows a comparison with the nation that assistsin
determining the role of the Title V program in Kentucky and begins the discussion of
understanding the health needs of the overall population. A variety of data sources set the
stage for the contextual discussion.

Population data demonstrates increases in all age groups except the 18-19 year old cohort.
The following table published by the 1999 Kentucky Kids Count also reflects the racial/ethnic

change.
Population Trends 1990 1998 % change
Total Persons 3,686,891 3,936,499 7
0-4 254,640 263,567 4
5-17 702,848 724,726 3
18-19 123,840 121,562 -2
20-64 2,140,495 2,333,789 9
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65 & Older 465,068 492,855 6
Whites 3,398,776 3,618,693 6
Blacks 264,178 284,861 8
Hispanics 22,025 32,508 48

Although population data are not available for the current Hispanic population, like many other
predominately agricultural states, Kentucky has experienced a growth in the number of people
of Hispanic culture according to anecdotal data. In addition, the “golden triangle,” the area of
Louisville to Lexington to Northern Kentucky, has experienced low unemployment rates and
the Northern Kentucky area has experienced an economic boom period. This has also
attracted more people of Hispanic descent to work in the service industriesin thisarea. Itis
anticipated that if data were available now for 2000, the percent change would be even more
significant. Data regarding the ethnicity of children in Kentucky from 1997 projected to 2005
published by The Annie E. Casey Foundation demonstrates an increasein all racia/ethnic
groups except whites. Projections are that Black children will increase in total number by four
percent, Hispanic children by 10% and over 20% for the Asian and Pacific Iander and the
Native American groups. One should be cautious in interpreting the larger percentages due to
small numbers. Even though the numbers may be small, this shift does reflect a changing ethnic
demographic profile for Kentucky. In addition to the Hispanic population, other areas of the
state have experienced immigration from the eastern bloc countries and the Asian countries.
The development of alarge Toyota manufacturing plant in central Kentucky and the relocation
of the North American Toyota headquarters to the Northern Kentucky region has brought
many families of Japanese heritage whereas many other states in this region have experienced
only an increase in population from Southeast Asian countries. Although current census
estimates demonstrate Kentucky as having over 90% white population, the population is
becoming increasingly diverse.

From a social and economic perspective, the overal number of children in poverty has
increased from 1985-1996 according to The Annie E. Casey Foundation and Kentucky ranks
42™ on thisindicator. When viewing other indicators relative to social and economic health of
children, many of the economic related indicators have declined. Kentucky ranks 49" in the
percent of teens who are high school dropouts (ages 16-19), 43" in the number of teens not
attending school and not working, and 42™ in the percent of children living with parents who
do not have full-time year round employment. Similarly, both the percent of 4™ grade students
and the percent of 8" grade students that scored below basic reading levels were worse than
the national average. Likewise, the median income of families with children, the percent of
femae-headed families receiving child support or dimony and the percent of childrenin
extreme poverty (income below 50% of the poverty level) were worse than national data.
From an economic outlook perspective, the Progressive Policy Institute ranked K entucky 39"
overall on The State New Economy Index, while specific rankings for workforce education of
49", scientists and engineers at 47" and the online population at 46™ does not indicate a
changing economic picture for Kentucky in the near future. Fortunately, Kentucky ranks 6" in
technology in schools and 15™ and 18" in the aggregated economic globalization scores and
economic dynamism scores, respectively, boding for success with improvementsin the
education and skills of the population.

With this as the economic picture, Kentucky has fared better for many of the child health
indicators, again according to The Annie E. Casey Foundation. The percent of children
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without health insurance equaled the national average. The percent of children covered by
Medicaid or other public sector health insurance was higher than the national percent and
Kentucky has offered arich Medicaid benefit package. Kentucky ranked 35" for the percent
of low birth weight babies; 34" in the teen birth rate; 28" in the infant mortality rate; 24" in the
child death rate and 33“ in the rate of teen deaths by accident, homicide and suicide. The USA
Today newspaper recently published data from the National Association of Independent
Insurers that listed Kentucky as worst in the nation with 52 deaths per 100,000 teenage drivers
in 1998 compared to a national rate of 30 deaths.

The 1999 Kentucky Kids Count profiled the adolescent population. The following tables were
developed from data presented in this publication.

Adolescent Demographics | Ages 10-14  Ages 15-19
Total Persons, 1998 274,990 299,578
Percent Female 49 48
Percent White 89 89
Percent Black 9 9
Percent Hispanic 1 1
Total Deaths 1994-1998 313 1,246
By Injury 186 1,019
Death Rate (per 100,000) 29 106
Total Births 1994-1998 841 43,242

This data clearly identifies the public health need to reduce injuries to the older teen population
in that 82% of deaths within this cohort were associated with injuries. Partly aresult of the
rura nature of Kentucky and the road system, but also a result of the low number of teens who
routinely wear seat belts, significant challenges are posed for the public health community
around “unnecessary” deaths for the older adolescent population.

The trend data on teen births in Kentucky provides an improving picture in most categories.
However, one of every three births to teens occurred to a mother who reported smoking

during pregnancy.

Teen Birth Trends 1980 -1982 1990- 1996-
1992 1998
Average annua births to teens 15-19 11,389 9,052 8,493
Teen birth rate (per 1,000 females 15-19) 67 65 59
Average annual births to younger teens 15-17 4,376 3,200 2,949
Y ounger teen birth rate (per 1,000 females 15- 43 41 35
17)
Teen births as a percent of all births 20 17 16
Percent of teen births occurring to unmarried 33 23 21
teens
Percent of teen births that are repeat births 23 23 21
Percent of teen births receiving late, after 10 8 5
second trimester, or no prenatal care
Percent of teen births to mothers who reported | Not Available 32 32
smoking during pregnancy
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The data on the number of youth who smoke from the 1997 Y outh Behavior Risk Survey is
alarming in Kentucky. The number of youth that reported current cigarette smoking overall
was 47% whereas the same data for the nation was 36.4 percent. For males, 48.4% and for
females, 45.3% reported current cigarette smoking. In terms of the frequency of smoking,
Kentucky youth reported 27.6 percent as using tobacco on 20 or more days in the past month
where the national datawas 16.7 percent. Datafrom the Nationa Y outh Tobacco Survey of
1999 for the high school student population was 28.4%, with male and female students
smoking at equal rates, 28.7 and 28.2 percent respectively. In terms of smokeless tobacco data
from the YRBS of 1997, overall youth reporting current use was 15.6% and 28.6% of males
reported currently using smokeless tobacco. The 1999 National Y outh Tobacco Survey
demonstrated that 11.6 percent of male high school students used smokeless tobacco products.
The “tobacco culture” of Kentucky, tobacco as a source of income and acceptable for use,
contributes to the higher percentages of Kentucky youth who smoke compared to the national
data.

Socia and educational datafor Kentucky’ s adolescent population includes data on juvenile

court referrals and post high school transition. The percent of students in grades 7-12 who

dropped out has remained essentially the same at four percent. The total public high school

graduates for the same years, 1994-1998, was 184,269. Data on post high school transition
are represented in the following table.

Six Months Post Graduation Total Number  Percent of H.S. Grads
In College 93,724 51

In Vocational/Technical 8,296 5

School

Employed 56,092 30

In the Military 5,622 3
Combined work and school 10,584 6

Not Successful 9,951 5

While gpproximately 50% of the high school graduates are in college six months after
graduation, data are not available to determine how many of those same students remained
enrolled or graduated from a college. Although only five percent of the high school graduates
were classified as not successful, the nearly haf who did not enter college generates concern
due the positive association between education and health outcomes. Likewise, no data are
available on the occupations of the 30% who are employed. Data on the occupational
classification and income potential would provide a more informative picture of “success’.

Juvenile court referrals totaled 45,678 for FY 99 although data for the largest urban county in

Kentucky reflected the previous year. The following pie chart depicts the reasons for the
referral to juvenile court.
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Juvenile Justice Court Referrals

Against Persons

Other
21%

25%

Drugs

Against Property 8%

21%
Alcohol

5%

Status Offenses
20%

The demographic data listed for these referrals are reflected in the following table. 1t should be
noted that this data are for referrals and one offender may have multiple referrals. Status
offenses are those offenses that if committed by an adult would not be considered a crime such
as run-avay.

Demographics Status Offenses  Delinquency
Ages12 & Under | 1,248 3,357
Ages13-14 2,575 7,310

Age 15 2,067 6,554

Age 16 1,699 8,034
Ages17 & Over | 1,392 11,118
Percent Female 46 21

Percent White 84 75

Percent Black 16 24

It cannot be said that Kentucky has fared well with health indicators for the adult population.
The March 20, 2000 MMWR identifies Kentucky as faring worst in the nation in several aress.
The percent of white adults reporting having less than a high school education at 22.2%
(median of 9.8%,) the percent of white adults who reported fair or poor health status at 21.7%
(median of 11.6%,) the percent of white adults who were obese at 21.2% (median of 15.6%,)
and the percent of white adults who reported current cigarette smoking at 30.8% (median of
23.6%) all placed Kentucky as the absolute worst in the nation for these indicators. Those
indicators in which Kentucky fared worse than the national median for adults include the
percent not having aroutine physical examination within the past two years, who have ever
been told by a health professiona they had high blood pressure, diabetes, or had high blood
cholesterol levels and their cholesterol checked, reported no leisure-time physica activity, and
do not always wear a seat belt. For datarelative to cancer and screening, Kentucky fared closer
to the national median and for datarelative to drinking and binge drinking, Kentucky performed
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much better than the national median. Clearly this comparison of Kentucky to the nation shows
that in the area of adult health, and adult preventive hedlth, there are significant improvements
to be made. Similar findings occurred in an analysis of women’s health during 1999.

For women in particular, A Profile of Women's Health Status in Kentucky was developed in
1999. This publication emerged from a partnership between the Kentucky Commission on
Women and the Department for Public Health. The findings of the document emerged from
key interviews, an inventory of existing public and mental health services, information from
group efforts at women’s health conferences and workshops, an informal survey of Kentucky
women and a Task Force on women’s health. Overall demographic data presented included the
following items:

In 1996, 1,996,854 females comprised 51% of the Kentucky population.

Currently, the majority of femalesin Kentucky are in the 20-44 age range.

In 2020, the largest population of females is projected to be in the 60-64 age group.
Women comprise 73% of the total population 85 and older.

The number of females in the under 19 age range is shrinking, contributing to the aging
of the population.

Approximately 7% of Kentucky’s female population are African American and 1% are
other minorities.

African Americans represent a greater proportion of Kentucky females in the under 45
population than the over 45 population.

Currently, Kentucky females meet and exceed the education levels of males.

More Kentucky females graduate from high school and attain some level of higher
education than men.

Female enrollment in state higher education ingtitutions is rising, and in many cases,
currently exceeds male enrollment.

Approximately 65% of those enrolled in community colleges are females.

Nationally, 59% of women are in the labor force compared to 56% in Kentucky.
Nationally, 59% of white females and 60% of African American females are in the
labor force.

In Kentucky, 55% of white females and 65% of African American femaes arein the
labor force.

Kentucky’s female unemployment rate (5.1%) is dightly lower than the statewide male
rate (5.6%).

Though more females are in the labor force, single women with children represent the
highest proportion of Kentuckians living in poverty.

17% of Kentucky women live in poverty compared to 14% nationally.

Kentucky’s median household income is consistently less than the national average,
$10,700 and $16,600, respectively.

Data on the leading causes of death for women demonstrated the following findings:
The three leading causes of death among women and men are heart disease, cancer and
stroke.
Heart disease accounts for a greater proportion of female than male deaths, 33.3%
compared to 31.9%.
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Heart disease mortality rates are highest among African American women than any
other population.

Lung cancer, chronic obstructive pulmonary disease (COPD), and diabetes mortality
rates are increasing.

Kentucky breast cancer rates showed only a dight decrease during the past ten years.
Age-adjusted lung cancer rates show a significant upward trend on a national level and
in Kentucky.

Lung cancer mortality rates are nearly double breast cancer mortality rates among
women in Kentucky.

The African American female mortality rate for diabetesis nearly double that of white
females, 46.85 and 26.38 per 100,000 respectively.

Other selected natality data from this report include the following:
In 1997, of the nearly 53,000 live births, 16% were Cesarean deliveries.
The birthrate for teen mothers has decreased.
The fastest growing birthrate is found in the 25-29 age group, 98.7 in 1993 to 108.0
births per 100,000 population in 1997.
African American birth rates were higher than white birth rates in younger age groups
(24 and under) and lower in older age groups (over 25 years.)
In 1997, low-birth weight infants accounted for 7.8% of live births in Kentucky and
more low-birth weight infants are born to mothers under 15 than any other age group.
More African American mothers deliver low-birth weight infants than white mothers
across all age groups.
African American mothers were less likely to recelve prenatal care in the first trimester
of pregnancy than white mothers across all age groups.
Maternal smoking accounts for as much as 25% of low-birth weight births.
The highest birthrate for African American mothersis represented by high school
educated women in the 20-24 age range.
The highest birthrate for white mothersis found in the 25-29 age group among those
who hold some college education.

Sexually transmitted disease information from this report found the following:
- In women, many sexually transmitted diseases can cause pelvic inflammatory disease,

tubal infertility, etopic pregnancy, and chronic pelvic pain.
Chlamydiais among the most prevalent of all sexually transmitted diseasesin
Kentucky.
The highest incidence rate of chlamydiaisin the 15-19 age range.
Pregnant women infected with chlamydia can infect their babies during delivery,
causing pneumoniain the newborn.
Incidence rates of gonorrhea among Kentucky females are dightly less than nationa
rates for women and less than Kentucky rates for men.
Syphilisisless prevaent in Kentucky than in the United States.

The discussion previously about the risk factors for the population in Kentucky and for
women in particular creates an alarming prognosis for the demand on health resources within
the next twenty years. The improvements in the access to care and for both geographic and
financial accessto care for children with the expansion of the Medicaid Program and the
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Kentucky Children’s Health Insurance Program has alleviated some of the concern for
children’ s health coverage as we move toward more universal care for this population.
However, the behavioral health aspects for children have not demonstrated the same types of
improvement as other health indicators. The data clearly demonstrates the importance of
multiple efforts to provide preventive health services for al Kentuckians.

3.1.2.2 Direct Hedth Care Services
3.1.2.3 Enabling Services

Combined for both the Commission for Children with Special Health Care Needs and the
Division of Adult and Child Health

Maternal and Child Health

Each year Kentucky experiences approximately 53,000 live births. Data from Kentucky’s
participation in the Region IV Network for Data Management and Utilization from the 1999
publication provides the framework for this assessment of the population. Datafor 1998 are
currently under development for submission to the network.

During 1997 there were 887,672 women aged 15-44 in Kentucky. There were 52,843 births
to women and 381 infants died within the first year of life. The following table indicates a
variety of datarelative to fertility and pregnancy for women in Kentucky as compared to other
Region 1V states and the United States. These data are taken from the RMDMU 1999

publication.

Measures from 1997 KY Reg. IV UsS
Fertility Rate (15-44) 59.3 63.9 65.0
Percent of Live Birthsto Teens< 18 6.0 6.1 4.9
Percent of Live Births to Women >35 6.0 7.2 12.6
Percent of Live Births w/ High Parity Controlling 16.6 15.9 N/A
for Age

Percent of Live Births to Women Parity 4+ 17.0 16.6 N/A
Percent of Live Births to Women >18 with < 12" 16.2 159 169

Grade Education
Percent of Live Birthsto Teens (<18) Who Smoked 28.9 15.8 15.1

Percent of Live Births to Women (18+) who 23.2 135 13.1
Smoked

Percent of Live Birthsto All Women Who Smoked 235 13.6 13.2
Estimation of % Women who are Current Smokers 28.6 219 N/A
Estimation of % Women who are Overweight 32.2 33.0 N/A
Percent of Live Births with No Prenatal Care (10- 14 21 25
17)

Percent of Live Births with No Prenatal Care (18+) 0.6 1.0 1.2
Percent of Live Births with Prenatal Care after 1% 13.4 153  16.3
Trimester
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Percent of Live Births with Inadequate Prenata 4.7 5.1 N/A
Care (Kessner Index)

Percent of Live Births Paid for by Medicaid 38.9 40.9 N/A
Percent of 500-1499 Gram Infants Delivered at 52.5 65.0 N/A
Level |1l Hospitals

Percent of 1500-2499 Gram Infants Delivered at 30.0 43.8 N/A
Teaching Hospitals

Summary Very Low Birth Weight Rate (<1500 14 1.7 14
Grams)

Summary of Low Birth Weight Rate (<2500 Grams) 7.8 8.7 7.5
Infant Mortality Rate 7.2 8.4 7.2

Data presented in the above table demonstrates that Kentucky’s commitment to the effect that
availability and early entry into prenatal care can have for reducing the infant mortality rate.
This has resulted in the Kentucky infant mortality rate equal to the national data and better
than the other states in the southeast region. However, significant issues still are identified that
would improve pregnancy outcomes, relative to smoking, obesity and age. Kentucky’sfertility
rate is less than the region and the nation, yet the percent of live birthsto teens less than 18
years of age is worse than the nation and only dightly better than the region. When controlling
for age for the percent of live births for moms with high parity, Kentucky fared worse than the
region.

Over the years, Kentucky’slocal health departments have had a very comprehensive prenatal
program. Services within this program have declined partly due to increasing numbers of
providers within the state and changes in the delivery system. The percent of births paid for by
the Medicaid Program decreased from 42.4% to 38.9% from 1996 to 1997. This warrants
further study when the datafor 1998 becomes available. Regardless, local health departments
assure that al women in need of prenatal care are provided that service when the existing
provider community cannot meet the need.

Utilizing the 1997 Vita Statistic Report, the infant mortality rate for children shows marked
differences between the black infant mortality rates and the total state rates. The following
table shows those differences.

Measure Total | Black
Neonatal Mortality Rate | 4.6 7.4
Under One Week 3.6 5.6
Perinatal Mortality Rate | 10.2| 17.5
Infant Mortality Rate 72| 11.0

This discrepancy warrants additional study to determine the effect of the health care ddlivery
system on these variances verses other measures of access such as poverty or behavioral risk
factors.

There was a dight increase in the number of live birthsin 1997. Of the resident white live
births, approximately 25% of the babies were born to unmarried mothers. Of the resident
black live births, nearly 75% of the babies were born to unmarried mothers. Eighty five
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percent of all mothers received prenatal care in thefirst trimester. Over 58% of all mothers
less than 15 years of age received prenatal carein the first trimester. However, married
mothers were more likely to have received prenatal care during the first trimester than
unmarried mothers by 89.2 percent to 75.0%, respectively. These figures support the need to
further study differences between circumstances surrounding births by race and the predictive
value of what is traditionally viewed as determinants of positive pregnancy outcomes by race.

Implementation of the Child Fatality Review System to review al child deaths as opposed to
only those deaths that were * unexpected” should provide additional information on the causes
of infant mortality and morbidity in Kentucky. In addition, further development of Fetal &
Infant Mortality Review (FIMR) systems should provide a more comprehensive view. These
systems, along with full implementation of the Kentucky Birth Surveillance Registry will
provide the Title V program with additional and comprehensive population based data on
infants and the delivery system to assure positive pregnancy outComes.

The most significant event that has affected direct and enabling services for the child
population in Kentucky has been the implementation of the Kentucky Child Health Insurance
Program. Beginning July 1, 1998, Kentucky began implementing the KCHIP in phases. When
KCHIP began, it was estimated that 123,000-150,000 |low-income children in Kentucky had no
insurance a al. The first phase expanded coverage to children 14-19 years of age who arein
families at or below 100% of the Federal Poverty Level. The second phase that began in July
1999 expanded Medicaid to cover uninsured children from birth to 19 with families at or below
150% of the Federal Poverty Level. Phase Il recently went into effect providing coverage for
children birth to age 19 who live in families with incomes at or below 200% of the Federal
Poverty Level.

KCHIP has exceeded enrollment goal in both Phase | and Il and are close to reaching their
goal in Phase Il even though it recently began. An extensive outreach program has resulted in
atotal of 44,511 children enrolled through the end of March 2000. An estimated 25,000
children had qualified for the Medicaid program by using the simplified two-page KCHIP
application. Loca health departments have engaged in various forms of outreach to KCHIP
potentia applicants.

This Medicaid expansion for KCHIP allows the same comprehensive benefits as traditional
Medicaid. These benefitsinclude office visits, dental care, immunizations, mental health,
pharmacy, vision care, hospital care, behavioral health and more. However, those children
enrolled in Phase 111 do not receive non-emergency transportation and EPSDT special services.
This comprehensive array of benefits, coupled with the proposed enhanced KenPAC program,
provides more accessibility for Kentucky’s children than ever before. However, asindicated in
the overview of the maternal and child health, there remains a general access issue due to
shortages of physicians, dentists, and other primary care providers. There till are areas of
Kentucky in which access remains an issue. In those localities, resources must still be allocated
to meet the primary and preventive needs of pregnant women and infants and children.
However, the Title V Director has been meeting and working with the private medical
community to assure their participation in the Medicaid Program and to agree to provide
services to the medically homeless. Loca health departments are encouraged to follow-up
with this focus by offering direct clinical care only to those who remain medically homeless
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after attempts to find amedical home have failed while focusing on core public health
functions.

The map of HPSA’sin Kentucky will provide a visua that documents the shortages of primary
care providers.

Health Professional Shortage
Area (HPSA) Designation

M vhale

B Partial

[] Proposed Withdrawal

B Whole county designation
consisting of partial service
area andfor population group

Bource: MU Data: 1.8 Public Health Service, Division of Shortage Dealgnation.
Speciic Census Track data avadatle for partial designation.

Far addifonal nformation &1 questons, please call Primary Care Office, Department R
for Public Health at {502) 584-8268 d

Within the Division of Adult and Child Health and the Maternal and Child Health Branch, the
Primary Care Team islocated. These staff coordinate the Primary Care Cooperative
Agreement, Kentucky Physician Care Program, work collaboratively with the KY Primary
Care Codlition and the KY Rural Health Association and maintain data on underserved areas.

The Kentucky Physician Care Program is a collaborative effort between the Cabinet for
Families and Children (CFC,) the Cabinet for Health Services (CHS) and the Kentucky

Medical Association (KMA). If acitizenisin need of primary care services, they can contact
the CFC Department for Community Based Services local office to determine their eigibility
for the program. If eligible, they contact the CHS, Primary Care Team via an 800 number who
will coordinate a visit with alocal primary care physician who has agreed to participate
through the KMA. The TitleV Director, in hisinvolvement with the KMA has identified one
of the goals for the KMA asincreasing the number of doctors who participate in the Kentucky
Physician Care Program.
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The Division of Adult and Child Health has continued their commitment to providing a system
of care that has linkages throughout primary, specialized and tertiary care. Further description
of thisis addressed under Infrastructure Building Services.

Children with Special Health Care Needs

In 1998-1999, the Commission served 15,181 patients. In the 1997-1998 school year, the
Kentucky Department of Education reported that 87,973 students were identified as having
disabilities. Although many of the students with mental illness, mental retardation, and
behavioral disabilities are not eligible for Commission services, the disparity between the
numbers indicates that the Commission is not reaching many children who might be eligible.

In the Needs Assessment surveys, many of the reported children had a combination of special
health care needs. The average age of those with chronic physical and devel opmental
disabilities was 8 ¥hile those identified with behavioral and emotional problems were 11.
Although 95% of these families had third party insurance coverage, amost 40% of the services
they received were free.

Despite the fact that there are a good number of free services, availability and accessto careis
aconcern and afactor in the lives of many families of cshen. Discussion in the statewide focus
groups as well as responses to the provider and family surveys al indicate that lack of specialty
providers, transportation difficulties, and child-care for siblings are barriers to receiving
services.

Commission regions vary in population, income, education levels, and availability of primary
and specidty care. The following table compares the Regions on some of these variables.

Table 1: Comparison of KY Commission Regions on Poverty and Health Services

Popu- I nfant School Commis

lation Mor- Unemploy- children sion Physicc  Pharmac  Hospital
Statewide tality ment Rate  with patients iansper -istsper Beds per
and by per % disabil- (% of 1000 1000 1000
Com- 1000 ities school

mission Live children)

Regions  Births

Kentucky | 7.4 179 | 4.0 87,973 | 15,181 2 9 4.6
3,936,499 (17%)

Ashland | 7.2 25 8.6 3247 429 2 1 45
135,514 (13%)

Barbour- | 7.6 318 | 5.6 6422 1459 13 4 34
ville (23%)

234,303

Bowling | 8.1 193 |52 5288 1499 15 .8 4.6
Green (28%)

244,182

Edge- 8.6 144 |28 7785 339 19 .8 34
wood (4%)

374,883

Elizabeth | 9.0 171 | 6.2 5577 1200 13 .6 25
-town (21%)

238,377




Hazard | 8.6 36.1 |58 3625 1245 14 .6 4.4
125,282 (34%)

Hopkins- | 7.3 172 | 4.1 5120 600 14 4 6.4
ville (12%)

215,023

Lexing- | 6.2 163 |3 13,596 | 1555 3.3 12 5.1
ton (11%)

651,939

Louis- 7.0 126 | 2.9 16,907 | 2022 33 1.0 5.9
ville (12%)

837,432

More- 8.1 246 |51 3010 712 12 4 29
head (24%)

127,703

Owens- | 7.2 16.1 | 64 4832 1086 1.6 9 4.0
boro (22%)

206,446

Paducah | 7.8 165 | 4.9 4019 929 19 .8 5.9
190,694 (23%)

Salyers- | 6.9 309 |86 3595 938 17 4 3.9
ville (26%)

165,441

Somerset | 8.3 265 | 7.0 4420 1168 12 .8 3.3
189,280 (26%)

Discussion related to Table 1: Many of the Regions serve 20% and more of the CSHCN.
Ashland, Edgewood, Hopkinsville, Lexington and Louisville have lower percentages of the
children with disabilities being served by the Commission. Three obvious reasons for this
variation include:
There are large Medical Centers readily available in each of these regions.
More speciaists live in and near these urban regions so families have access to private
practices.
Other state and private programs are also concentrated in and near these areas, such as,
the KY Schooal for the Blind, the Child Evaluation Center, Bingham Child Guidance,
the Easter Seals Center, Louisville Deaf Oral School, Visually Impaired Pre-School
Services, and Cerebral Palsy Kids Center all in Louisville.
Possible reasons for the higher percentage of CSHCN served in other Commission regions
include:
Quality and extent of outreach in rural areas of the state where a smaller population
base means Commission staff have more time to engage in community education
activities and to develop referral resources.
Historical role of the agency especialy in Eastern KY’s Appalachian communities
(Hazard, Salyersville, Barbourville) where the Commission has held a valued reputation
in local communities and where due to genetic conditions among this predominantly
indigent and culturally distinct population, the Commission continues to see new
generations in families with genetic disorders.
The provision of some major specialty services, e.g. Cardiology clinic (joint service of
University of KY and Commission) that due to lack of local providers would not be
accessible to most patients.
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Inconsistencies in health care coverage still appear to be an issue in Kentucky. This survey
was undertaken in the early implementation stages of the state' s children health insurance plan
(KCHIP). Hopefully, KCHIP will significantly reduce the number of uninsured children in the
state; however, the issue of underinsured still remains. Kentucky elected to do an expansion of
the Medicaid benefit package for those under 200% of the federal poverty line, up to age 19,
without other sources of insurance. Since those with poor insurance are not digible unless
they go without health insurance coverage for aminimum of six months, they are the ones who
are vulnerable at this point. Low wages and high policy deductibles result in a catch 22
situation. Providersidentified the lack of financia resources for these families as a primary
restriction for accessing care.

The needs assessment indicated that the loss of Medicaid and KCHIP dligibility at age 19isa
significant barrier to care for young adults with specia health care needs. The Commission has
seen a dlight increase in families with private insurance that may be the result of the Welfare to
Work initiative. However, the survey pointed out that the health of young adultsis jeopardized
when those who may have had coverage under their parent’ sinsurance lose that coverage if
they have graduated/dropped out of high school or are not enrolled in a higher education
program following high school graduation. Although SSI may be a resource for some of these
young people, the Commission’s goa is to move families away from life-long dependency on
SSI and other welfare programs. This goal is the focus outcome of the Commission’s transition
services to motivate and enable young people to pursue higher education and vocational
training that will result in gainful employment and self-sufficiency.

Remarkably, 81% of families responding to the Needs Assessment survey reported that the
programs they participate in do not promote their child’s independence. Prolonging and
increasing/intensifying available services that encourage the improvement and maintenance of
physical hedlth, placing the child in an assisted environment that provides the necessary skill
training, and links to the community through a network of employers were the most common
recommendations made to improve this situation. 1n response to the question (How helpful
was your primary care provider in helping your child transition from pediatric to adolescent
healthcare?), 44% responded that providers were either helpful or very helpful. When asked
the same question in regard to transition from adolescent to adult healthcare, 31% responded
that their primary care providers were either helpful or very helpful.

Most of the providers surveyed felt that transition services in Kentucky were inadequate or
claimed to have no knowledge of the effortsin thisarea. This point was driven home by an
example, which outlined the different digibility requirements, funding resources and focus by
health care professionalsin the early childhood intervention programs and all other programs
available to children in our state. Inconsistencies like these have resulted in poor care
coordination for families particularly across these transition lines.

Only 18% of the respondents actually served children from ages birth to 21. Most served a
subset of the population — pediatrics, pre-adolescents, adolescents, adults or some
combination. The most successful transition area appeared to be between the pediatric and
adolescent areas.

Surprisingly, only 5% of the reporting families were uninsured. This appears to be highly
correlated to the high usage of primary medica care services (81%) by this group.
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Additionally, over 50% reported usage of speciaty and dental care, speech and occupational
therapies and exceptional/special education services. Unquestionably, the greatest barrier to
care for families was the inconvenience in accessing care resulting from conflicts between
home/work responsibilities and keeping scheduled appointments. Lack of financial resources
and health insurance restrictions were also cited but to a much lesser degree. Even with the
high number of families with health insurance coverage, 18% of the services they receive are
paid for entirely out of their pocket.

Providers are making great efforts to communicate and exchange information with the primary
care physicians, which is a positive outcome of the managed care environment. Although not
all providersrequire clients to have a medical home, overall it appeared that the trend was
definitely in the direction of coordinating care with a medical home.

Approximately two-thirds of the responding families live in rura locations and most of them
reported that their primary care provider was also rural. There was, however, an obvious
disparity with respect to their specialty providers where only 14% were reported to be located
in rural areas. In order to participate in these specialty programs, this rural population must
travel an average distance over 30 miles. This obvioudly further complicates the time and
convenience issues. Although most of the respondents have privately owned autos, the
reliability of that transportation becomes a player in this process.

Providers across the board appear to be struggling with the difficulty of scheduling
appointments and maintaining contact with clients in the extremely transient society in which
we now live. Providers report high no-show rates resulting in increased expense to providers.
Families are using primarily private autos for transportation, which are often unreliable and
report conflicts with work/family responsibilities in keeping daytime appointments.

The problem identified with accessibility and funding of health services was aso an issue with
the recent graduates surveyed. The young adults who were surveyed reported that they have a
medical home (77%), but only 23% have found an adult specialist. A correlating factor to this
isthe high rate of uninsured (38%) among these young people; 39% have Medicaid, 16% have
insurance through a family member, and only 10% have insurance through their employment.

It was also evident from the young adults surveyed that transition services are not being
successful in helping young adults with work and independent living. While a national sample
of young adults without disabilities shows an employment rate of 88%, fewer than 50% of the
young adults surveyed are employed full or part time; 20% of those surveyed did not graduate
from high school and 25% receive SSI. Many more of these young people are still residing
with their parents, 60% compared to a national average of 40%; it is notable that 22% of these
young people are married and 18% have children.

These young adults did indicate that they were interested in and taking steps towards
improving their skills and independence. Some highlights reflective of thisinclude: 61% say
they use a computer, 60% can drive, 85% reported doing chores while growing up, and 57%
felt that their independence improved with getting ajob. Much more certainly needs to be
done to help these young adults to successfully transition to adult life. It isimportant to begin
laying the foundation and creating expectations at an early age. The Commission hopes that its
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trangition interventions with young children will show an improvement in these figures as time
goes on.

3.1.2.4 Population-Based Services

The role of the Division of Adult and Child Health relative to population-based services has
been expanding over the last severa years. Traditionally, the Division of Adult and Child
Health allocated resources more towards the provision of direct care as the need for preventive
health services demanded a significant portion of the funding. With a changing delivery
system, especially for pregnant women and infants and children, the Title V program has an
opportunity to broaden its traditional focus. Newborn screening, lead screening, fluoridation
and Sudden Infant Death surveillance and SIDSs related grief counseling have been the
traditional population-based programs. In recent years, more efforts have been targeted
towards birth defects surveillance, folic acid awareness, nutrition, early child development,
injury prevention, health, safety and nutrition consultation for child care agencies and child care
resource and referral agencies, child fatality review, fetal and infant mortality review and the
expansion of grief counseling for al families experiencing a child death regardiess of the cause.

L eadership within the Department for Public Health, the Department for Medicaid Services
and at the local level have encouraged local health departments to partner with managed care
to provide the population based services necessary to achieve their health outcomes. The
experience of the local health departments in working with racially and ethnically diverse
populations, low income populations, and the mandate for the health of the entire community
has allowed for new opportunities to work collaboratively instead of competitively to serve the
community.

In addition, the Department for Public Health’s move away from categorical funding of
programs to a flexible funding arrangement has provided the impetus for local health
departments to focus on population-based services. In those areas of the state with limited
resources for preventive health services, obvioudly the Title V assurance role is geared to
provision of direct health services. In the other areas with more resources, new partnerships
have developed between the local health department and others in the community.

Data presented earlier and below about the health status of women and health related
behaviors while pregnant provide numerous opportunities to provide population-based services
outside of the local health department prenatal clinical setting.

Percent of Live Birthsto Teens (<18) Who Smoked 28.9 15.8 15.1

Percent of Live Births to Women (18+) who 23.2 135 13.1
Smoked

Percent of Live Birthsto All Women Who Smoked 23.5 13.6 13.2
Estimation of % Women who are Current Smokers 28.6 21.9 N/A
Estimation of % Women who are Overweight 32.2 33.0 N/A

Studies by numerous researchers demonstrate the impact of smoking on low birth weight and
the effects of second hand smoke on children. Each of the Department for Public Health
contracts with universities and with local health departments require the following language
and one or more programmeatic efforts regarding tobacco use:
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Keep youth and women of childbearing age from initiating tobacco use.

Assist youth and women of childbearing age to stop using tobacco.

Eliminate exposure to second hand smoke.

Assist in removing discrepancies in tobacco related diseases in minority, economically
disadvantaged and rural populations.

The Governor’s Task Force on Early Childhood Development provided one of the most
comprehensive assessments for children’sissues. In aseries of 10 public forums throughout
Kentucky with over 1,400 parents and providers of health, education and child-care in
attendance, priorities on early childhood issues were identified. This assessment, in
conjunction with research from a variety of workgroups, provided the foundation for the
Governor’s Task Force to make recommendations and a wealth of qualitative data for the five-
year assessment. Asindicated earlier, the leadership and staff of the Division of Adult and
Child Hedlth played a vital role as members on the workgroups and presenters to the
Governor’'s Task Force. The Task Force membership was comprised of large and small
business representatives, state and local €l ected legidative and judicial officias, education,
labor and the Secretary of the Cabinet for Families and Children and the former Secretary of
the Cabinet for Health Services.

The Task Force was charged with developing along-term strategy that would enhance the
opportunities for Kentucky’s children to succeed as citizens. Thisled to avision statement for
the Task Force of “All young children in Kentucky are healthy and safe, possess the foundation
that will enable school and persona success, and live in strong families that are supported and
strengthened within their communities.” The Task Force, upon reviewing and processing
information from communities, presenters and workgroups, identified “ Assuring Maternal and
Child Health” as one of four areas of recommendations.

The Task Force recognized Kentucky’ s poor ranking compared to other states, the
contributing factors and resulting complications from low birth weight babies, birth defects,
women who use tobacco, acohol or other drugs, have poor diets and fail to understand the
importance of being healthy before they conceive. They documented that those most at risk
for not receiving prenatal care are teenagers, low-income women, minorities, substance
abusers and domestic violence victims. Identifying outcomes that babies are born healthy and
go home to a supportive environment, they identified the following strategies:

Make prenatal care more accessible and affordable, particularly in the first trimester, by

increasing the Medicaid dligibility limit to 200 percent of the federal poverty level.

Provide preconceptional and prenatal vitamins, including folic acid, to local health

departments for appropriate distribution and develop a statewide public awareness

campaign to increase the use of prenatal multivitamins that include folic acid.

Provide regular screenings and referrals to women of childbearing age for health

conditions that may affect a baby’s health.

Discourage the use of tobacco, acohol, and drugs before conception and during

pregnancy.

Before conception and pregnancy, ensure that women of childbearing age receive

genetic information from trained providers during doctor or other primary care

consultations.

Provide resource and referral information and/or basic health care to pregnant

teenagers at non-clinical sites such as schools and community outreach centers.
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Increase public awareness and outreach for the Women, Infants and Children (WIC)
program, food stamps, and the Expanded Food and Nutrition Education Program.
Promote family-centered practices that contribute to parents' knowledge about the
birth process and early development.
Promote family-centered childbirth models and recognize facilities that practice family-
centered policies.
Strategies related to the outcome that children’s basic physical and health needs are met
included the following:
Ensure that all newborns, before leaving the hospita, receive a comprehensive health
and developmental screening/examination, including audiological testing, from
professionals trained in newborn screening and discharge planning.
Ensure that high-risk newborns, such as low birth-weight babies, receive the
appropriate developmental care in the hospital as defined by the Newborn
Individualized Developmental Care and Assessment Program guidelines.
Ensure that babies identified on newborn screenings leave the hospital with aplan for a
follow-up evauation.
Provide a home visit by a qualified professiona—agreed to voluntarily by the mother—
during the first week following birth.
Implement periodic home visits by family and child development specialists who also
work in community settings such as health departments, physicians' offices, schools, or
Family Resource Centers.
Provide regular, periodic developmental and basic health screenings for all children at
specific age intervals. Refer children with health or developmental risk factors for
further evaluations as appropriate.
Ensure that children identified through evaluations as having specia health or
developmental needs recelve appropriate services, such as those provided by the
Kentucky Early Intervention System.
Offer Individuaized Family Service Plan training for providers and parents of children
with special developmenta needs.
Encourage families to establish a continuing relationship with a primary health care
provider by increasing KCHIP eligibility to 200% of the federa poverty level and
reimbursing non-clinical sites, including schools and child care centers, for offering the
services of medical professionals such as nurse practitioners and health educators.
Promote public awareness and ensure access to immunizations for birth to 2 year olds
by using federa programs designed to increase the availability of vaccines.
Ensure that children who are removed from their natural homes receive appropriate
health and developmental assessments that determine what services they need.

With qualitative data presented from the Governor’s Task Force, coupled with the quantitative
data presented before, the Department for Public Health has support to increase population
based services. In addition, the Commissioner for Public Health has set the directive that
programs and resources need to target primary prevention and eliminate disparities.
Traditionally, when the staff or public health partners thought of primary prevention, often it
was focused on immunizations or other programs that in reality provided secondary
prevention. For instance, regulations require that local health departments provide grief
counseling for parents that experience of loss of an infant due to Sudden Infant Death
Syndrome. While the Department for Public Health has encouraged local health departments
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to provide grief counseling for any family who suffers aloss of a child, there are no systematic
efforts to require SIDS prevention education or counseling other than perhaps viathe
Reference Manual for providing clinical services within local health departments. A Back to
Sleep Campaign would be classified population based primary prevention. Leadership
stressing the importance of primary prevention via population based services serves as
additional qualitative data setting the agenda for population based services for pregnant
women, infants and children.

Dental and oral health isidentified as a priority within the Division of Adult and Child Health.
Recent studies have indicated the relationship between poor dental hygiene/disease and
pregnancy outcomes and child growth and development. Kentucky is undergoing a
comprehensive oral health survey in partnership with the University of Kentucky and the
University of Louisville dental schools. In addition, staff within the Title V program are
exploring opportunities to provide oral health screening in child care centersin order to varnish
erupting baby teeth. The Healthy Start in Child Care program, based on the North Carolina
model, could be the methodology for accomplishing this objective.

The Healthy Start in Child Care program is providing training throughout the state for local
health department staff on becoming health, safety and nutrition consultants. Training is being
provided throughout the state with aregiona approach developed for collaborative
partnerships between child-care providers, loca health departments and the child care resource
and referral agencies. Although aregiona approach for staffing, these services will be
available throughout Kentucky.

The Title V Program has supported newborn screening for PKU, Galactosemia, Congenital
Hypothyroidism and Sickle Cell and the necessary follow-up. For Sickle Cell Disease, the
Division of Adult and Child Health partners with the Commission for Children with Special
Health Care Needs as well as the universities.

A 1998 report by Christine Y oshinaga-Itano in the Journal of the American Academy of
Audiology (Vol.32), indicated that “ 3 of every 1,000 infants are born with invisible,
significant hearing loss; if undetected, the loss will lead to significant delays in speech,
language, cognition, social and emotional development.” The Commission strives for early
identification and treatment of hearing loss by administration of a Hearing High Risk Registry
and efforts to establish a Universal Newborn Hearing Screening Program. (See other
discussion under Progress on Performance Measures, PM# 10)

In 1999, the HHR screened 19,134 newborn infants prior to hospital discharge and identified
4,134 infants as having risk factors for hearing loss. Those identified were referred for
additional diagnostic services; referral information was tracked by the hospitals providing
services, the HHRR, and by First Steps, the Kentucky Early Intervention system.

The Commission HHRR provides technical assistance to birthing hospitals that implement

UNHS. The total number of hospitalsin Kentucky providing UNHS is now 22, with three
more hospitals requesting aid from the HHRR to move to UNHS.
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The Commission also monitors and assists with training volunteers and school personnel who
administer scoliosis screenings mandated for KY public school childrenin grades6 and 8. 85,339
children were screened in school year 1998-1999.

3.1.2.5 Infrastructure Building Services

The Division of Adult and Child Health has traditionally promoted comprehensive systems of
services in Kentucky. Contracts with both the University of Kentucky and the University of
Louisville have assured these systems of care. Areas of support include the following:
physicians and public health nurses continuing education for pediatric assessment,
continuing education on women'’s health care,
staffing for maternal mortality review,
medical consultation, establishment of standards and educational materials,
confirmatory diagnosis of screening results and follow-up and treatment for positive
newborn screening results,
genetic services and training and technical assistance on genetic issues and data
collection and reporting for the Birth Surveillance Registry,
assessment and evaluation services for infants in the Neonatal Intensive Care Unit and
medical and developmental follow-up for infants after discharge.
developmental screening assessments for high risk and premature infants including
technical assistance and training on high risk infants for health professionals and health
care and treatment for these infants in selected census tracts and patient populations,
evaluation of children birth to 16 with complex developmental disorders, digibility
determination/and or services for children birth to three for First Steps, Kentucky’s
Early Intervention Program and professional guidance and training to community
physicians and evaluators for the First Steps Program,
community based clinics providing comprehensive developmentd evaluations in areas
of the state lacking these resources,
comprehensive nutritional services for pregnant women and infants,
prenatal, postpartum and family planning services to teens and pediatric services to
their infants through the Y oung Parents Program,
case management and medical services for children with chronic diseasesin areas of the
state lacking these resources,
dental screenings, sealants and case management for high risk children, and
injury prevention consultation and support for local health departments and
communities.

In addition to the efforts through our contracting partners, the Title V Director provides the
leadership for collaboration between staff with other agencies, organizations and state and
community based efforts. Recent efforts within the early childhood development field, coupled
with the designation of staff to assist with this effort, culminated in the comprehensive early
childhood legidative package discussed under population-based services. Nursing leadership
at the Commissioner for Public Hedth's executive level was filled by an individual transferred
from the Department for Medicaid Services, Managed Care Quality Assurance program.
Although the role of Chief Nurse is significantly broader, the expertise relative to quality
assurance in general, and to Medicaid Managed Care in particular, provides a valued resource
to the Title V Program.
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Also, Title V staff have been developing their data and assessment skills over the last two
years. The State Systems Development Initiative has supported, in part, the technology
attainment for Title V and local health department staff working with two community based
programs in order to collect programmatic and evaluation data. As staff vacate positions, the
Title V agency has the opportunity to re-classify positions for research and evaluative
purposes. In addition, opportunities made available from the Maternal and Child Health
Bureau through such programs as Dataspeak, and from the developing Schools of Public
Health in Kentucky have been made available for al staff for participation.

At the departmental level, a Commissioner’ s Conference on Public Health Information
provided the enticement for the public and private state and local sectors on how technological
resources can impact every component of public health. Specific attention was given on
resources relative to the core public health functions of assessment, policy development and
assurance. This conference showcased opportunities for revisions in the information
technology system for public health that ultimately resulted in securing significant technology
resources for the local health departments.

Staff at both the state and the local health department levels are being reduced in part because
of changing needs brought about by the health care system, but also as aresult of attractive
retirement options presented to career employees. Efforts are being made to work with the
developing University of Kentucky School of Public Hedlth to assure a skilled workforce is
available to perform the core public health functions of assessment, policy development and
assurance.

Other examples of ACH infrastructure building are in 1.5.2.State Agency Coordination.

The overall number of children with special health care needs in the state remains a mystery.
Even given the broad definition of children with specia health care needs, the payers and
providers of health care continue to account for this population based on their perception of a
phrase or phrasesin the definition. Additionally, no method exists for removing duplication of
patients seen across programs. The data systems in Kentucky are still very immature and
digointed. The information/datathat existsis not in true, exchangeable electronic format,
except for afew that have basic accounting software capable of exporting electronic billing
information. Understandably, there continues to be great discomfort in this arena due to the
issue of confidentiality. Overal, there were very few inter-agency agreements reported to
facilitate referrals and sharing patient information.

There seems to be a great focus on referrals and satisfaction with services. Providers are trying to
track where the referrals come from and the satisfaction levels of al parties through fluctuationsin
numbers and service levels. There seemed to be great value on the opinions and perceptions of
other health care professionals from the responding organizations.

3.2  Hedth Status Indicators

3.2.1Priority Needs
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The five year needs assessment demonstrates that for Kentucky to reach the Governor's goal
efforts must be targeted toward exercising the core public health functions (assessment,
policy development and assurance), primary prevention and reducing health disparities.
Governor Patton's goal isto set Kentucky on the path to achieving economic opportunity and
astandard of living above the national averagein 20 years. Sadly, the overview of the
maternal and child health population demonstrated that compared to other states, children are
growing up poorer, dropping out of school and not working when they do drop out and if
they are living at home, their parents do not have full time year round employment. Too
many teens are involved in accidents, smoke and have low birth weight babies. White adults
in Kentucky lead the nation in having less than a high school education, view their health as
fair or poor, are obese and current smokers. All of these findings demonstrate the aggressive
efforts that must be targeted to improve outcomes for women, children and children with
special health care needs to bring Kentucky above the nationa average within 20 years.

Direct Health Care and Enabling Services.

Kentucky has many areas of the state that are listed as medically underserved or health
profession shortage areas. While this has improved in terms of more providers and more
providers seeing patients with Medicaid, for those children with special health care needs and
their families, the Commission for Children with Specia Health Care Needs must play not
only a care coordination but a direct provider role. Contracts with providers assure specialty
services are available and the local health department system provides clinical preventive
services when necessary.

Population Based Services.

The Title V agency, (CCSHCN and ACH) value the need for preventive services often
delivered through this level of the pyramid. Needs assessment data demonstrate the need to
prevent neural tube defects, hearing loss, injuries, obesity, dental disease, smoking , birth
defects and secondary conditions. Aslocal health departments continue to transition toward
population based services, the flexible funding through the Materna and Child Health Block
Grant and the related performance measures, have provided numerous opportunities for local
health departments to engage in primary prevention. The Commission continues to provide
leadership in the area of newborn hearing screening and providing education on issues
affecting children with specia health care needs.

Infrastructure Building Services:

The assessment for children with specia health care needs identified medical homes and
independence as issues to be addressed viathis level of the pyramid. For the maternal, infant
and child population, these issues emerged as well. Both agencies have identified
performance measures that promote systems of care, standards and coordination. The staff at
both agencies and contracted providers address these needs.

The top ten priorities follow: In addition, most address part of Governor Patton's strategy to
build self sustaining families.

Increase the percent of women of childbearing age taking folic acid regularly.

Increase the percentage of families receiving support services/parenting assistance through
home visiting support programs.

Increase the number of fetal and infant deaths that are reviewed by a multidisciplinary team.
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Increase the percent of coroner case child deaths undergoing local multidisciplinary
investigation.

Increase the percent of children with appropriate weight for height.

Reduce the percent of young people who smoke.

Decrease the rate of substantiated reports of child abuse, neglect or dependency.

Increase the percent of primary care providers in Kentucky who are competent and willing to
serve as medical homes for children with special health care needs and assure that each
Commission enrolled child has a medical home.

Assure that children with special health care needs enrolled in the Commission receive
comprehensive coordinated care.

Annua Budget and Budget Justification
Completion of Budget Forms
Other Requirements

The federal KCHIP initiative will cause the Commission to experience a significant change in
how Title V funds are utilized to fund direct care, enabling, and infrastructure services.
Because of the overall state KCHIP initiative, direct care expenditures for the Commission are
projected to decrease significantly. The reduced level of expenditure related to direct care
services for patients without coverage will shift from funding direct care servicesto increasing
the effectiveness of enabling services and infrastructure building. The Commission is currently
developing a case management initiative which when complete is anticipated to improve the
overall quality and coordination of services to specia needs children. Title V funding will play
amagjor role in the development of the overall case management initiative.

The Commission’s Hemophilia and Sickle Cell programs are funded by grants in addition to
TitleV. A CDC grant of $66,000 focuses on prevention and provision of care for the
complications of hemophilia. The focus of an MCHB grant of $40,000 is centered on HIV,
education, outreach, and increased services to families and children, staff training. Both of
these grants are solely for salaries of staff. They cannot be used for services or payment for
equipment, travel, etc. In an effort to reduce costs for factor, the director of the Hemophilia
program has worked to include provisions in the MCHB grant to provide for the University of
Louisville and the University of Kentucky to participate in PHS pricing for factor.

When the Maternal and Child Health Block Grant was consolidated, the programs previously
receiving funds for Kentucky were: Sudden Infant Death Syndrome, Lead-Based Paint
Poisoning Prevention, Title V Crippled Children’s Program, Title V Maternal and Child
Health, Supplementa Security Income for Disabled Children and the Genetics program. These
programs have continued with a combination of MCH Block Grant and genera funds.

Certain special projects have been continued with MCH Block Grant and/or general funds.
The Children and Y outh Project has remained as a continued project. The Dental Health
Project has become a part of the Office of Oral Health Program. The activities of the Materna
and Infant Care Project were incorporated into the statewide Prenatal Program to have alarger
impact on reducing the state' s infant mortality rate. The Family Planning Project was
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incorporated into the statewide Family Planning Program and is no longer identifiable as a
special entity. The Intensive Infant Care Project continues to be an identifiable project through
acontractual arrangement with the University of Kentucky.

Kentucky’s Child Health Insurance Program (KCHIP) began July 1, 1999. While it will take
time for that caseload to develop, the KCHIP program should give relief to Title V funded
providers. For example, most infants and children previously served through Title V funding
will now be served through KCHIP funding. Thiswill free up Title V funds to help augment
other important services such as prenatal care, early childhood development and injury
prevention.

Traditional Title V agencies are aso helping work toward TANF objectives. For example,
four county health departments are now receiving funds to support home visitation services
modeled after the Healthy Start model. These four demonstration sites, as well as eleven other
sites, are operating and being evaluated with strict outcome indicators to determine if
Kentucky’s home visitation model should be expanded statewide with additional state genera
funds and, where appropriate, with Medicaid funds.

Federal funds Kentucky received for statewide systems development initiative (SSDI) are used
for data systems and analysis for the five year needs assessment and tracking of relevant
performance and outcome measures. Systems development activities over the past several
years have provided amodel to build upon. Technological infrastructure continues to be a
significant need within the local health departments.

Performance Measures

3.4.1 Nationa "Core" Five Y ear Performance Measures
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Figure 4
PERFORMANCE MEASURES SUMMARY SHEET

Pyramid Level of Service Type of Service
Performance Measure

DHC ES PBS IB |C P RF

1) The percent of State SSI beneficiaries less than 16 years old X X
receiving rehabilitative services from the State Children with
Specia Health Care Needs (CSHCN) Program.

2) The degree to which the State Children with Special Health Care || X X
Needs (CSHCN) Program provides or pays for specialty and
subspecialty services, including care coordination, not otherwise
accessible or affordable to its clients.

3) The percent of Children with Special Health Care Needs X X
(CSHCN) in the State who have a “ medical/heath home”

4) Percent of newbornsin the State with at least one screening for X X
each of PKU, hypothyroidism, galactosemia, hemoglobinopathies
(e.g. the sickle cell diseases) (combined).

5) Percent of children through age 2 who have completed X X
immunizations for Measles, Mumps, Rubella, Polio, Diphtheria,
Tetanus, Pertussis, Haemophilus Influenza, Hepatitis B.

6) The birth rate (per 1,000) for teenagers aged 15 through 17 years. X X

7) Percent of third grade children who have received protective X X
sealants on at least one permanent molar tooth.

8) The rate of deaths to children aged 1-14 caused by motor vehicle X X
crashes per 100,000 children.

9) Percentage of mothers who breastfeed their infants at hospital X X
discharge.

10) Percentage of newborns who have been screened for hearing X X
impairment before hospital discharge.

11) Percent of Children with Special Health Care Needs (CSHCN) X X
in the State CSHCN program with a source of insurance for primary
and specidlty care.

12) Percent of children without health insurance. X X

13) Percent of potentially Medicaid eligible children who have X X
received a service paid by the Medicaid Program

14) The degree to which the State assures family participation in X X
program and policy activities in the State CSHCN program

15) Percent of very low birth weight live births X X

16) The rate (per 100,000) of suicide deaths among youths 15-19. X X

17) Percent of very low birth weight infants delivered at facilities X X
for high-risk deliveries and neonates

18) Percent of infants born to pregnant women receiving prenatal X X
care beginning in the first trimester

NOTE: DHC = Direct Health Care ES = Enabling Services PBS = Population Based Services B = Infrastructure
Building C = Capacity P =Process RF = Risk Factor
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Pyramid Level of Service Type of Service
Negotiated Performance Measures

DHC ES PBS 1B C P RF

1.Percent of women of childbearing age taking folic X X
acid regularly.

4 Rate of substantiated incidence of child abuse, X X
neglect or dependency.

5.Percent of families receiving support X X
services/parenting assi stance through home visiting
support programs.

6. Percent of children with inappropriate weight for X X
height.

7.Percent of child deaths undergoing local X X
multidisciplinary investigation.

8. Percent of primary care providersin KY who use X X
the agency to provide care to children with special
health care needs.

9.Degree to which CCSHCN ensuresthat CSHCN | X X
have opportunities necessary to make appropriate
transitions to adult life, including adult healthcare,
work, and independence.

11. Degree to which CCSHCN ensures enrolled X X
children with specia health care needs receive
comprehensive coordinated care.

12. The percent of counties covered by standardized X X
fetal and infant mortality reviews.
13.The proportion of young people who have X X

smoked cigarettes within the past 30 days.

NOTE: DHC = Direct Health Care ES = Enabling Services PBS = Population Based Services
IB = Infrastructure Building C = Capacity P=Process RF =Risk Factor

3.4.1.1 Five Y ear Performance Objectives

3.4.2 State"Negotiated” Five Y ear Performance Measures

3.4.2.1 Development of State Performance Measures
Performance measures devel oped according to guidelines.

3.4.2.2 Discussion of State Performance Measures
#1 Percent of women of childbearing age taking folic acid regularly. Studies indicate that
consumption of folic acid preconceptionally and during early pregnancy reduces the

frequency of neura tube defects by an estimated 50-70 percent. Kentucky wants an increase
in the number of women who are taking this preventive action. This measure falls within the
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population based services section of the pyramid and is potentialy linked to al of the
outcome measures with the possible exception of infant death disparity.

#4 Rate of substantiated incidence of child abuse, neglect or dependency. Kentucky plansto
continue work with collaborating agencies to identify and target resources to prevent child
abuse, neglect or dependency. This measure falls within the infrastructure building section of
the pyramid and has a direct link to all outcome measures with the exception of perinatal
death.

#5 Percentage of families receiving support services/parenting assistance through home
visiting support programs. Research has shown that pregnant women who enter early
prenatal care have better pregnancy outcomes and home visiting support services/parenting
to overburdened families close to the birth of their child is successful in reducing levels of
abuse, neglect and emotional abuse. The measure falls within the enabling section of the
pyramid and has adirect link to all of the outcome measures.

#6 Percent of children with inappropriate weight for height. Maintaining appropriate weight
for height during childhood can reduce the risks of developing chronic conditionsin later
years. Obesity increases the risk for diabetes, heart disease, hypertension, cancer, arthritis
and other causes of death and disability. This measure falls within the population based
services section of the pyramid and is linked to the outcome measure for child death.

#7 Percent of coroner case child deaths undergoing local multidisciplinary investigation.
Loca multidisciplinary investigations and data collection can lead to improved information
that enhances identification of prevention strategies to reduce the number of future deaths.
This measure falls within the popul ation based services section of the pyramid and is linked to
all outcome measures except perinatal death.

SP#8 Percent of primary care providers in Kentucky who are competent and willing to serve
as medical homes for children with special health care needs and assure that each Commission
enrolled child has a medica home. Outreach and education for this provider community is
vital for continuing and expanding access to the comprehensive, coordinated care that has
been shown to best meet the needs of children with chronic illnesses and disabilities. This
measure falls within the direct health care section of the pyramid and is linked to al outcome
measures.

SP#9 Assure that children with special health care needs and their families receive the
services and opportunities necessary to make appropriate transitions to adult life, including
adult healthcare, work, and independence. The KY Teach Project, an MCHB federally
funded transition project, builds upon the transition efforts that began with the Kentucky
CHOICES Project- WISH. The Commission places a strong emphasis on helping children
with special health care needs so that they can grow up to become successful adults who have
adequate healthcare, work skills, and independence. This measure falls within the direct
health care section of the pyramid and is linked to all outcome measures.

SP#11 Degree to which the Commission ensures enrolled children with specia hedlth care
needs receive comprehensive coordinated care. This new performance measure builds upon
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PM#2 by expanding our accountability to coordinate care with the additional speciaty and
sub-specialty services that a child or family receives. Lack of care coordination was a mgor
concern of families who participated in the needs assessment surveys and focus groups.
Results of the provider surveys supported this concern, as did the survey of 18-21 year old
graduates of the program that indicated few had found adult specialty providers. Thisaso
becomes more important as the Commission is establishing real methods to measure quality
outcomes and shifts to a case management model that will identify those patients who require
more comprehensive coordination along the continuum of care. This measure falls within the
enabling section of the pyramid and is linked to all outcomes.

SP#12 The percent of counties covered by standardized fetal and infant mortality reviews.
This new performance measure emerged from the need to address the declines in the outcome
measures and the disparities between the white and black infant mortality rates. Fetal and
infant mortality reviews are conducted with the expectation of gaining a broader perspectivein
understanding the various causes of fetal and infant deaths and with the hope of reducing
preventable factors attributed to those deaths. This measure falls within the enabling section of
the pyramid and is linked to all outcomes except the child death rate.

SP#13 The proportion of young people who have smoked cigarettes within the past 30 days.
This new performance measure emerged from the significant number of young people smoking
and that Kentucky leads the nations in the number of white adults that smoke. Studies
document the association between smoking and cancer, heart disease and premature death.
This measure falls within the popul ation based section of the pyramid and is linked to the
outcome measures in the effect that smoking has on low birth weight and it correlation with
the outcome measures.

3.4.2.3Five Year Performance Objectives

3.4.2.3 Review of State Performance Measures

To be determined.

3.4.3 Outcome Measures

IV. REQUIREMENTS FOR THE ANNUAL PLAN [Section 505 (8)(2)(A)]

41

Program Activities Related to Performance Measures

This discussion is separated between the Division of Adult and Child Health and the
Commission for Children with Specia Health Care Needs.

National Performance Measures
#4 Percent of newbornsin the State with at least one screening for each of PKU,
hypothyroidism, galactosemia, hemoglobinopathies (e.g. the sickle cell diseases) (combined).
Within the Department for Public Health, the Division of Laboratory Services performs the
newborn screening testing for Kentucky and newborn screening follow-up is coordinated by
staff within the Division of Adult and Child Health . Contracts exist with the University of
Kentucky and the University of Louisville for the confirmatory diagnosis and treatment for
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these conditions. Results are shared with the Commission for Children with Specia Health
Care Needs for children with sickle cell disease for comprehensive management and
coordinated care.

#5 Percent of children through age 2 who have completed immunizations for Measles,
Mumps, Rubella, Polio, Diphtheria, Tetanus, Pertussis, Haemophilus Influenza, Hepatitis B.
Within the Department for Public Health, the Division of Epidemiology isthe lead division
for the immunization program. Programs operated by the Title V agency and local health
departments routinely assess immunization status. |mmunizations are provided through the
local health departments and supplied through the Department for Public Health. Recent
legidation fully funded the cost of vaccines for underinsured children. This program
expansion is one of the items within the early childhood development program.

#6 The birth rate (per 1,000) for teenagers aged 15 through 17 years.

The abstinence efforts and other teen pregnancy efforts are coordinated through local health
departments and community groups to reduce the birth rate for teens. 1n addition, family
planning services are widely available throughout the local health departments.

#7 Percent of third grade children who have received protective sealants on at least one
permanent molar tooth.

Oral health staff are engaged in supporting the development of a dental surveillance system
and implementation of a comprehensive survey of dental needs in Kentucky. In addition,
efforts are underway to increase the number of dental providers serving the Medicaid
population.

#8 The rate of deaths to children aged 1-14 caused by motor vehicle crashes per 100,000
children.

Support for the development of injury prevention coalitions and child fatality review teams
coordinated by the local health departments and at the state level continues. In addition, the
Division of Adult and Child Health supports the Pediatric and Adolescent Injury Prevention
Program at the University of Kentucky. Partnership with the Governor's Drive Smart Team
to provide child safety seat checkups and other safe driving initiatives contribute to the
Division of Adult and Child Health's efforts to reduce deaths to children aged 1-14.

#9 Percentage of mothers who breastfeed their infants at hospital discharge.
The breastfeeding program and the prenatal program both support the importance of
breastfeeding for optimal health of babies.

#12 Percent of children without health insurance.

The Division of Adult and Child Health through partnership with the Division of Local
Health Operations and the Department for Medicaid Services has been working to provide
outreach, education and referral for the Kentucky Children's Health Insurance Program. All
indications are that this targeted and extensive outreach has resulted in many new Medicaid
recipients and also the enrollment targets have been surpassed for the KCHIP aswell. These
efforts will continue through the next year.

#13 Percent of potentially Medicaid digible children who have received a service paid by the
Medicaid Program.
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As discussed under item 12, significant outreach efforts are made to get children enrolled in
the Medicaid Program. Efforts the increase the Medicaid providers should be eased with the
potential of the incentive KenPAC program. It is anticipated that the items "incented" will
focus on preventive health services. These two efforts should increase the data for this
measure.

#15 Percent of very low birth weight live births.

Kentucky is engaging in a significant campaign to improve pregnancy outcomes via the home
visitation program, tobacco cessation and folic acid awareness. Although the anticipated
outcomes for these efforts are many, the reduction of low birth weight births should be
significantly impacted.

#16 The rate (per 100,000) of suicide deaths among youths 15-19.

Grief counseling services are available through the school system for youths and through the
local community mental health system. Local health departments are encouraged to routinely
offer grief counseling to families who have lost a child regardless of the reason athough this
service developed from the SIDS counseling services.

#17 Percent of very low birth weight infants delivered at facilities for high-risk deliveries and
neonates.

The Division of Adult and Child Health will continue to monitor this measure due to the
reduction in the percent of very low birth weight infants delivered at such facilities.

#18 Percent of infants born to pregnant women receiving prenatal care beginning in the first
trimester.

Like with the previous performance measure there is a need to monitor this measure closely
aswell. Traditional prenata services through the local health departments have routinely
stressed the importance of early prenatal care. Plansto develop FIMR projects should assist
with identifying those systems issues that may impact this measure.

State Performance Measures

#1 Percent of women of childbearing age taking folic acid regularly.

One of the initiatives of the early childhood effort, atrain the trainers program to build an
infrastructure throughout Kentucky of staff will have a significant impact on the awareness of
the importance of folic acid use for women of childbearing years. Participantsin the family
planning programs will receive supplements for their use.

#4 Rate of substantiated incidence of child abuse, neglect or dependency.

The home visitation efforts have been demonstrated in other states to have an impact on the
incidence of child abuse and neglect. Partnerships with the Cabinet for Families and Children
to increase home visitation services and information on the importance of early brain
development should assist in meeting this measure. The child fatality review system has
strong support at both the community and state level for expertise in thisarea. All parenting
componentsin local health department services stress the expectations for normal child
growth and development and resources available to families.

63



#5 Percentage of families recelving support services/parenting assistance through home
visiting support programs.

Another program of the early childhood initiative, significant collaboration, training, service
delivery and evaluation efforts are outlined for the coming year. This program is built upon
apilot project and researched based with the intent of providing home visiting servicesto al
first time mothers during the prenatal period and up to the child's second birthday.

#6 Percent of children with inappropriate weight for height.

Another program of the early childhood initiative, the health, safety and nutrition consultants
for child care coupled with existing nutrition efforts for children by the local health
departments should work toward reducing this measure.

#7 Percent of coroner case child deaths undergoing local multidisciplinary investigation.
Increased community, multidisciplinary education by local health departments and state staff
of the importance of child fatality review and the development of data driven preventive
strategies is necessary to improve the number of local child fatality review teams.

#12 The percent of counties covered by standardized fetal and infant mortality reviews.

This measure was chosen to provide a systematic review of fetal and infant deaths in Kentucky.
Three sites were chosen that serve the largest population. Local health departmentsin those
sites will be asked to begin the collaboration necessary to develop standardized FIMR. Future
planswill include arura site as well.

#13 The proportion of young people who have smoked cigarettes within the past 30 days.
A significant issue in Kentucky is the number of adults and children who smoke. Getting
serious about youth tobacco use has been elevated within a tobacco producing state. All
public health efforts are being required to address one or more of the Centers for Disease
Control four priorities.

Commission for Children with Special Health Care Needs:

PM #01 Percent of SSI beneficiaries less than 16 years old receiving rehabilitative services
from the State

In 2000, the Commission will continue to receive transmittal notices of new SSI eligible
children from the state DDS. Those eligibles will be screened for referral to the Disabled
Children’s Services to assure that SSI children ages birth to 4 receive outreach and follow up
for service assessment in their local community. The Commission will also assist enrolleesto
apply for SSI as appropriate. The State TitleV CSHCN Liaison will continue to monitor
federal and state activities relative to the CSHCN/SSI population to assure timely responses to
any program initiatives and monitor opportunities for collaboration on behalf of SSI recipients.
The KY Teach Project will work with Social Security Administration local SSI staff to
incorporate SSI policies related to work incentives into the transition services provided by the
Commission.

PM # 02 Degree to which State CSHCN Program provides or pays for specialty and
subspecialty services.

The Needs Assessment supports the Commission’s continued role as a provider of direct health
care in those areas of the state that lack specialty providers and other resources. The
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Commission will continue to consider the best and most efficient manner to assure access to
care for KY CSHCN. Expansion of services to children with Asthmais an example of the
Commission’s effort to identify and address unmet needs. During the first year of serving
children with asthma (1998), the clinic was incorporated with the cystic fibrosis clinic but was
moved to its own clinic day effective Nov. I, 1999 due to its growth. Activities planned for next
year include:
- using Life Maps and case management to focus on transition needs of our adolescent

patients

assuring care coordination for pharmacy management and medication education for

patients and families

continued development of a database to collect information on Commission patients to

compare with children not enrolled in the Commission for compliance issues, number of

hospitalizations/emergency room visits, etc.

the Commission also plans to collaborate with the pulmonary center to incorporate this

data with theirs for presentation of an asthma study.

Thereis still insufficient evidence to support the Commission’s expansion of servicesto
children with Diabetes. The Commission’s request for expansion funding to provide services
for Diabetes was not approved in the last biennium budget for the Cabinet for Health Services.
At this point, the Commission continues to document requests for services for children with
Diabetes and provides referral to the most appropriate resources.

For patients with Sickle Cell, the following activities are planned for 2001.:
initiate a monthly group for parents of children with sickle cell to provide parenting
information, education about sickle cell and treatment, plus support for the families
publish a monthly newdletter with information about sickle cell and a Q& A section to
respond to specific family/patient concerns

PM #03 Percent of CSHCN in the State* who have a “ medical/health home”

The Commission received funding for the KY Teach Project (Kentucky Y outh Transitioning to
Employment and Adult Healthcare) in July of 1999. One of the two primary goals of this
project is to increase the number of Kentucky CSHCN who have medical homes. A key part
of thisinitiative is the training of state providers; this will be accomplished through
collaborative efforts with the national Medical Home Training Project through the American
Academy of Pediatrics. A state training meeting is scheduled to take place fall of 2000 and a
collaborative team of families, providers, and service agencies are meeting to plan thistraining
and to identify trainees.

SP#8 Percent of primary care providersin KY who use the agency to provide care for
children with specia health care needs.

Based on feedback from our PCP providers and partners in Medicaid managed care, the
Commission became aware of the need to easily identify current "medical home" information.
Because our medical records include volumes of specialists’ reports, augmentative reports, etc.
it is sometimes difficult to identify the primary care physician without searching through pages
of records. A colored label has been developed to be placed on the hard copy medical record.
The information on the label isidentical to what will eventually be on the patient computerized
record screen when the new information system is complete. With each visit the registration
staff verifies the current information on the label as correct, or updates the correct information.
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Clinic providers, Commission staff and any person with access to our medical recordsis
instructed to refer to this label, which is always in the same place on the chart, for
current/accurate update of PCP information. This promotes exchange of medical records and
communication with the PCP about specialist recommendations and proposed changesin
treatment plan.

SP#9  Degree to which Commission ensures that children with special health care needs and
their families receive the services and opportunities necessary to make appropriate transitions
to adult life, including adult healthcare, work, and independence.

Training workshops for youth and for families will be held throughout the state on issues
related to transition. Many of these will be done by parent advocacy groups and through
centers for accessible living through contracts. Paid summer work experiences will be
available for up to ten youth and other youth will have opportunities to attend educational
camps and workshops throughout the summer. Other plans include devel oping a strong
network of mentors (employed adults with disabilities) to serve as role models to youth and
ongoing staff training about available resources to assist with successful transitions.

PM # 10,
In FY 2001, the Commission plans the following activities related to Newborn Hearing
Screening and Chronic Otitis Media:
Researching opportunities and writing for grants to further fund equipment and support
programming
Continue to support UNHS legidation efforts and work towards mandated UNHS
Improve outreach programs to include rural areas and populations less likely to obtain
hearing screening, or to
Have access to hearing screening resources
Continue to provide free follow-up for children that fail their neonatal screening.
Place advanced infant testing equipment (OAE) in each Commission regional office and
provide training to
Improve diagnostic capabilities of audiologists throughout the state

SP #10 Degree to which Commission ensures enrolled children with special health care needs
receive comprehensive coordinated care

The Commission has developed a comprehensive review tool that will be used to review charts
in all of the 14 district offices. Animportant piece of thiswill be looking at care coordination
with both medical home providers and other services that a child receives. Thistool will be
used beginning in August of 2000. Staff will be assisted in meeting the outcomes identified on
this tool through detailed workshops about Case Management and the implementation of a
new computerized care coordination /information system. Other agency activities that will
help with this performance measure include increased outreach activities, improved dictation
technology, and teaching families about the value of care coordination services.

PM #14 Degree to which the State assures family participation in program and policy activities
in the State program.

Asindicated in previous discussion related to transition activities and the Needs Assessment,
family input is a priority a the Commission. 1n 2000, a new Intake/Eligibility processis being
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4.2

implemented. Included in the staffing for this unit will be a Parent Professional position. Every
effort will be made to provide this employee with opportunities to participate in conferences
and workshops for CSHCN parents and to empower thisindividual to serve as an advocate for
Commission families. Through the KY Teach project, the Commission has several objectives
that will require collaboration with families and with parent professiona organizations. Family
participation is an integral component in the medical home training initiative. The Commission
contract with both KY-SPIN and PINK for activities focused on family participation.

Other Program Activities

Two years into Medicaid Managed Care in Kentucky, family responses to the Commission’s
Needs Assessment indicate that the impact on CSHCN and their familiesis negligible.
However, the Commission has seen a major impact on the roles and responsibilities of staff
members. It is reasonable to conclude that the Commission’s ability to serve as an arbiter
between families and the MM C partnerships accounts for the families' perception. The
Commission continues to intervene with such problems as families failing to understand the
process for getting PCP referrals to clinics; and, Commission nurses are able to advocate with
the partnerships to allow CSHCN continuation of a case management model that best serves
this population. Another impact for the Commission has been recognition of the low referral
rate of patients from primary care providers participating in the partnerships. This has caused
the Commission to increase outreach efforts to PCPs and to work to improve coordination of
care with referring physicians.

Over the next year, the statewide MMC plan will undergo significant changes. In December
1999, the Commission was notified that Kentucky Health Select (KHS) the MMC partnership
serving counties in the Lexington region would be dismantled by 6-30-00. Children enrolled in
KHS would be transferred to the traditional Medicaid KenPAC program and the Commission
began efforts to transfer patients to that system. The Commission was also notified of the
opportunity to “carve out” CSHCN under the pending revised state plan. Recognizing that not
all CSHCN require the same level of care, the Commission drafted language regarding the
segment of CSHCN population that would qualify for case management and be appropriate for
a“carveout”. Thisdraft language was provided to the state Dept for Medicaid Services for
review and submission to HCFA.

Since theinitial implementation of MMC in the state, only PassPort the partnership operating
out of Louisville and affecting families primarily seen in the Commission’s Louisville and
Elizabethtown regions has been fully functioning. The Commission has had a good working
relationship with PassPort with regular dialogue to discuss issues identified as they have
emerged. In 2000, the Commission and PassPort have initiated a project to:

- share data on patient population quarterly and annually to identify children enrolled in
both programs; and,
to define criteria (acuity) that will result in placement of those identified children into
the appropriate level of care, case management vs. monitoring
improve the rate of referral of children from Passport to the Commission
monitor and improve quality of care viamonthly report from the Commission to
Passport on number of complaint calls received relative to Commission enrolleesas a
whole and specific to PassPort members
monitor transition from pediatric to adult healthcare services
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4.3

4.4

Historically the Commission has striven to provide quality care to children. However, the
Commission recognized the need to measure quality, not only through the performance
measures identified for the purpose of the block grant, but to meet the expectations of families,
providers and other contracted entities (MCO's, Medicaid, third party carriers, etc.). This
endeavor requires the full time attention of a professional staff member to coordinate training,
define performance measures and assemble data into reports that medical and social services
staff can interpret to improve services as well as outcomes. Therefore, the role of the Director
of Clinical Serviceswas redefined to encompass the duties of a quality manager.

A quality improvement committee comprised of various Commission department leaders was
convened during the last quarter of 1999. The committee will meet on a monthly basis,
beginning March 2000, with its first objective being to define a quality audit/review tool.
2000 will be used as a baseline-gathering period for Commission operations, as well as
education of all Commission staff about the use of the audit tool.

Asdiscussed earlier, significant program efforts around the passage of the early childhood
legidation has resulted in numerous opportunities for the Division of Adult and Child Health
and the Department for Public Health. This significant funding and legid ative commitment
for the next two years provides the incentive to systematically address all of the strategies
outlined within hisplan.  The education of the workforce, quality of education for families
and genera quality of life issues have always played a significant role in determining private
economic development commitments within Kentucky. The early childhood devel opment
legidative package provides the foundation for Promoting Economic Development.
Research shows that brain is not developed at birth but continues to make connections
during the first few years of life. Efforts on brain development will pay off for Kentucky's
strategy of Improving Education Product. The significant alocation associated with the
home visitation program, the resources targeted for consultation in child care centers on
health, nutrition and safety and the folic acid campaign coupled with existing maternal and
child health efforts all work toward Building Self-Sustaining Families. The multitude of
collaborative work necessary to implement all the components of the early childhood
legidation and the accountability issues arising for meeting the outcomes necessitates
Strengthening Efficiency and Operations of Government. Like with charge from the Health
and Human Resources Administration, Maternal and Child Health Bureau to improve data
capacity and resources, the early childhood development legidlation elevates the necessity to
share data and resources across agency lines as well as more effectively within agencies.
Finally, the strategy Reducing Crime and its Costs to Society can best be addressed by
having well educated, healthy and economically successful families and communities.

Public Input [Section 505(a)(5)(F)]

General information submitted to the Department for Public Health was in support of efforts
identified within the application. A public hearing was held on July 12, 2000. There were
no comments to report as aresult of the hearing. A copy of the proceedingsison filein the
Title V office.

Technical Assistance [Section 509 (a)(4)]
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No technical assistance is directly requested.

V. SUPPORTING DOCUMENTS
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51 Glossary
GLOSSARY

Adequate prenatal care - Prenatal care were the observed to expected prenatal visitsis greater than or
egual to 80% (the Kotelchuck Index).

Administration of Title V Funds - The amount of funds the State uses for the management of the Title
V adlocation. Itislimited by statute to 10 percent of the Federal Title V allotment.

Assessment - (see “Needs Assessment”)

Capacity - Program capacity includes delivery systems, workforce, policies, and support systems (e.g.,
training, research, technical assistance, and information systems) and other infrastructure needed to
maintain service delivery and policy making activities. Program capacity results measure the strength
of the human and material resources necessary to meet public health obligations. As program capacity
sets the stage for other activities, program capacity results are closely related to the results for
process, health outcome, and risk factors. Program capacity results should answer the question,
“What does the State need to achieve the results we want?’

Capacity Objectives - Objectives that describe an improvement in the ability of the program to deliver
services or affect the delivery of services.

Care Coordination Services for Children With Special Health Care Needs (CSHCN, see definition
below) - those services that promote the effective and efficient organization and utilization of
resources to assure access to necessary comprehensive services for children with specia hedlth care
needs and their families. [Title V Sec. 501(b)(3)]

Carryover (as used in Forms 2 and 3) - The unobligated balance from the previous years MCH Block
Grant Federa Allocation.

Case Management Services - For pregnant women - those services that assure access to quality
prenatal, delivery and postpartum care. For infants up to age one - those services that assure access to
quality preventive and primary care services. (Title V Sec. 501(b)(4)

Children -A child from 1st birthday through the 21st year, who is not otherwise included in any other
class of individuals.

Children With Special Health Care Needs (CSHCN) - (For budgetary purposes) Infants or children
from birth through the 21st year with special health care needs who the State has elected to provide
with services funded through Title V. CSHCN are children who have health problems requiring more
than routine and basic care including children with or at risk of disabilities, chronic illnesses and
conditions and health-related education and behavioral problems. (For planning and systems
development) - Those children who have or are at increased risk for a chronic physical, developmental,
behavioral, or emotional condition and who also require health and related services of atype or
amount beyond that required by children generally.
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Children With Special Health Care Needs (CSHCN) - Constructs of a Service System

1. State Program Collaboration with Other State Agencies and Private Organizations. States establish
and maintain ongoing interagency collaborative processes for the assessment of needs with respect to
the development of community-based systems of services for CSHCN. State programs collaborate
with other agencies and organizations in the formulation of coordinated policies, standards, data
collection and analysis, financing of services, and program monitoring to assure comprehensive,
coordinated services for CSHCN and their families.

2. State Support for Communities. State programs emphasi ze the development of community-based
programs by establishing and maintaining a process for facilitating community systems building
through mechanisms such as technical assistance and consultation, education and training, common
data protocols, and financial resources for communities engaged in systems development to assure that
the unigue needs of CSHCN are met.

3. Coordination of Health Components of Community-Based Systems. A mechanism existsin
communities across the State for coordination of health services with one another. Thisincludes
coordination among providers of primary care, habilitative and rehabilitative services, other speciaty
medical treatment services, menta health services, and home health care.

4. Coordination of Health Services with Other Services at the Community Level. A mechanism exists
in communities across the State for coordination and service integration among programs serving
CSHCN, including early intervention and specia education, socia services, and family support
services.

Classes of Individuals - authorized persons to be served with Title V funds. Seeindividual definitions
under “Pregnant Women,” “Infants,” “Children with Special Health Care Needs,” “ Children,” and
“Others.”

Community - agroup of individuals living as a smaller socia unit within the confines of alarger one
due to common geographic boundaries, cultural identity, a common work environment, common
interests, etc.

Community-based Care - services provided within the context of a defined community.

Community-based Service System - an organized network of services that are grounded in a plan
developed by a community and that is based upon needs assessments.

Coordination (see Care Coordination Services)

Culturaly Sensitive - the recognition and understanding that different cultures may have different
concepts and practices with regard to health care; the respect of those differences and the devel opment
of approaches to health care with those differences in mind.

Culturally Competent - the ability to provide services to clients that honor different cultural beliefs,

interpersonal styles, attitudes and behaviors and the use of multicultural staff in the policy
development, administration and provision of those services.
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Deliveries - women who recelved a medical care procedure (were provided prenatal, delivery or
postpartum care) associated with the delivery or expulsion of alive birth or fetal death.

Direct Hedlth Care Services - those services generaly delivered one-on-one between a health
professional and a patient in an office, clinic or emergency room which may include primary care
physicians, registered dietitians, public health or visiting nurses, nurses certified for obstetric and
pediatric primary care, medical socia workers, nutritionists, dentists, sub-speciaty physicians who
serve children with special health care needs, audiologists, occupationa therapists, physical therapists,
speech and language therapists, specialty registered dietitians. Basic services include what most
consider ordinary medical care, inpatient and outpatient medical services, allied health services, drugs,
laboratory testing, x-ray services, dental care, and pharmaceutical products and services. State Title V
programs support - by directly operating programs or by funding local providers - services such as
prenatal care, child health including immunizations and treatment or referrals, school health and family
planning. For CSHCN, these services include specialty and subspecialty care for those with
HIV/AIDS, hemophilia, birth defects, chronic illness, and other conditions requiring sophisticated
technology, access to highly trained specialists, or an array of services not generally available in most
communities.

Enabling Services - Services that allow or provide for access to and the derivation of benefits from,
the array of basic health care services and include such things as transportation, trandation services,
outreach, respite care, health education, family support services, purchase of health insurance, case
management, coordination of with Medicaid, WIC and education. These services are especially
required for the low income, disadvantaged, geographically or culturally isolated, and those with
special and complicated health needs. For many of these individuals, the enabling services are essentia
- for without them access is not possible. Enabling services most commonly provided by agencies for
CSHCN include transportation, care coordination, tranglation services, home vigiting, and family
outreach. Family support activities include parent support groups, family training workshops,
advocacy, nutrition and social work.

EPSDT - Early and Periodic Screening, Diagnosis and Treatment - a program for medical assistance
recipients under the age of 21, including those who are parents. The program has a Medical Protocol
and Periodicity Schedule for well-child screening that provides for regular health check-ups,
vison/hearing/dental screenings, immunizations and treatment for health problems.

Family-centered Care - a system or philosophy of care that incorporates the family as an integral
component of the health care system.

Federa (Allocation) (as it applies specifically to the Application Face Sheet [SF 424] and Forms 2 and
3) -The monies provided to the States under the Federal Title V Block Grant in any given year.

Government Performance and Results Act (GPRA) - Federal legidation enacted in 1993 that requires
Federal agencies to develop strategic plans, prepare annual plans setting performance goals, and report
annualy on actual performance.

Health Care System - the entirety of the agencies, services, and providersinvolved or potentially

involved in the health care of community members and the interactions among those agencies, services
and providers.
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Infants - Children under one year of age not included in any other class of individuals.

Infrastructure Building Services - The services that are the base of the MCH pyramid of health
services and form its foundation are activities directed at improving and maintaining the health status
of all women and children by providing support for development and maintenance of comprehensive
health services systems including development and maintenance of health services
standards/guidelines, training, data and planning systems. Examples include needs assessment,
evaluation, planning, policy development, coordination, quality assurance, standards development,
monitoring, training, applied research, information systems and systems of care. In the development
of systems of care it should be assured that the systems are family centered, community based and
culturally competent.

Jurisdictions - As used in the Maternal and Child Health block grant program: the District of
Columbia, the Commonwealth of Puerto Rico, the Virgin Idlands, Guam, American Samoa, the
Commonwealth of the Northern Mariana Islands, the Republic of the Marsha Idands, the Federated
States of Micronesia and the Republic of Palau.

Kotelchuck Index - Anindicator of the adquecy of prenatal care. See Adequate Prenatal Care.

Loca Funding (as used in Forms 2 and 3) - Those monies deriving from local jurisdictions within the
State that are used for MCH program activities.

Low Income - an individua or family with an income determined to be below the income official
poverty line defined by the Office of Management and Budget and revised annually in accordance with
section 673(2) of the Omnibus Budget Reconciliation Act of 1981.[Title V, Sec. 501 (b)(2)]

MCH Pyramid of Health Services - (see “ Types of Services’)
Measures - (see “ Performance Measures’)

Needs Assessment - a study undertaken to determine the service requirements within ajurisdiction.
For maternal and child health purposes, the study isaimed at determining: 1) What is essential in
terms of the provision of health services; 2) What is available; and, 3) What is missing

Objectives - The yardsticks by which an agency can measure its efforts to accomplish agoal. (See also
“Performance Objectives’)

Other Federal Funds (Forms 2 and 3) - Federal funds other than the Title V Block Grant that are
under the control of the person responsible for administration of the Title V program. These may
include, but are not limited to: WIC, EMSC, Healthy Start, SPRANS, HIV/AIDs monies, CISS funds,
MCH targeted funds from CDC and MCH Education funds.

Others (asin Forms 4, 7, and 10) - Women of childbearing age, over age 21, and any others defined
by the State and not otherwise included in any of the other listed classes of individuals.

Outcome Objectives - Objectives that describe the eventual result sought, the target date, the target
population, and the desired level of achievement for the result. Outcome objectives are related to
health outcome and are usually expressed in terms of morbidity and mortality.
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Outcome Measure - The ultimate focus and desired result of any set of public health program activities
and interventions is an improved health outcome. Morbidity and mortality statistics are indicators of
achievement of health outcome. Health outcomes results are usually longer term and tied to the
ultimate program goal. Outcome measures should answer the question, “Why does the State do our
program?’

Performance Indicator - The statistical or quantitative value that expresses the result of a performance
objective.

Performance Measure - a narrative statement that describes a specific maternal and child health need,
or requirement, that, when successfully addressed, will lead to, or will assist in leading to, a specific
health outcome within a community or jurisdiction and generally within a specified time frame.
(Example: “The rate of women in [State] who receive early prenatal carein 19 " This performance
measure will assist in leading to [the health outcome measure of] reducing the rate of infant mortality
in the State).

Performance Measurement - The collection of data on, recording of, or tabulation of results or
achievements, usually for comparing with a benchmark.

Performance Objectives - A statement of intention with which actual achievement and results can be
measured and compared. Performance objective statements clearly describe what is to be achieved,
when it is to be achieved, the extent of the achievement, and target populations.

Population Based Services - Preventive interventions and persona health services, developed and
available for the entire MCH population of the State rather than for individuals in a one-on-one
situation. Disease prevention, health promotion, and statewide outreach are major components.
Common among these services are newborn screening, lead screening, immunization, Sudden Infant
Death Syndrome counseling, oral health, injury prevention, nutrition and outreach/public education.
These services are generdly available whether the mother or child receives care in the private or public
system, in arural clinic or an HMO, and whether insured or not.

PRAMS - Pregnancy Risk Assessment Monitoring System - a surveillance project of the Centers for
Disease Control and Prevention (CDC) and State health departments to collect State- specific,
popul ation-based data on maternal attitudes and experiences prior to, during, and immediately
following pregnancy.

Pregnant Woman - A female from the time that she conceives to 60 days after birth, delivery, or
expulsion of fetus.

Preventive Services - activities aimed at reducing the incidence of health problems or disease
prevalence in the community, or the personal risk factors for such diseases or conditions.

Primary Care - the provision of comprehensive persona health services that include health
maintenance and preventive services, initia assessment of health problems, treatment of uncomplicated
and diagnosed chronic health problems, and the overall management of anindividua’s or family’s
health care services.
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Process - Process results are indicators of activities, methods, and interventions that support the
achievement of outcomes (e.g., improved health status or reduction in risk factors). A focuson
process results can lead to an understanding of how practices and procedures can be improved to
reach successful outcomes. Process results are a mechanism for review and accountability, and as
such, tend to be shorter term than results focused on health outcomes or risk factors. The utility of
process results often depends on the strength of the relationship between the process and the outcome.
Process results should answer the question, “Why should this process be undertaken and measured
(i.e., what isits relationship to achievement of a health outcome or risk factor result)?’

Process Objectives - The objectives for activities and interventions that drive the achievement of
higher-level objectives.

Program Income (as used in the Application Face Sheet [SF 424] and Forms 2 and 3) - Funds
collected by State MCH agencies from sources generated by the State's MCH program to include
insurance payments, MEDICAID reimbursements, HMO payments, etc.

Risk Factor Objectives - Objectives that describe an improvement in risk factors (usually behavioral or
physiological) that cause morbidity and mortality.

Risk Factors - Public health activities and programs that focus on reduction of scientifically established
direct causes of, and contributors to, morbidity and mortality (i.e., risk factors) are essential steps
toward achieving health outcomes. Changes in behavior or physiological conditions are the indicators
of achievement of risk factor results. Results focused on risk factors

tend to be intermediate term. Risk factor results should answer the question, “Why should the State
address thisrisk factor (i.e., what health outcome will this result support)?’

State - as used in this guidance, includes the 50 States and the 9 jurisdictions. (See aso, Jurisdictions)

State Funds (as used in Forms 2 and 3) - The State’' s required matching funds (including overmatch) in
any given year.

Systems Development - activities involving the creation or enhancement of organizational
infrastructures at the community level for the delivery of health services and other needed ancillary
services to individuals in the community by improving the service capacity of health care service
providers.

Technical Assistance (TA) - the process of providing recipients with expert assistance of specific
health related or administrative services that include; systems review planning, policy options analysis,
coordination coalition building/training, data system development, needs assessment, performance
indicators, health care reform wrap around services, CSHCN program devel opment/evaluation, public
health managed care quality standards development, public and private interagency integration and,
identification of core public health issues.

Title X1X, number of infants entitled to - The unduplicated count of infants who were digible for the
State’ s Title XIX (MEDICAID) program at any time during the reporting period.

Title X1X, number of pregnant women entitled to - The number of pregnant women who delivered
during the reporting period who were digible for the State’s Title XIX (MEDICAID) program
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Title V, number of deliveries to pregnant women served under - Unduplicated number of deliveriesto
pregnant women who were provided prenatal, delivery, or post-partum services through the Title V
program during the reporting period.

Title V, number of infants enrolled under - The unduplicated count of infants provided a direct service
by the State's Title V program during the reporting period.

Tota MCH Funding - All the MCH funds administered by a State MCH program which is made up of
the sum of the Federal Title V Block grant allocation, the Applicant’s funds (carryover from the
previous year' s MCH Block Grant allocation - the unobligated balance), the State funds (the total
matching funds for the Title V allocation - match and overmatch), Local funds (total of MCH
dedicated funds from local jurisdictions within the state), Other federal funds (monies other than the
Title V Block Grant that are under the control of the person responsible for administration of the Title
V program), and Program Income (those collected by state MCH agencies from insurance payments,
MEDICAID, HMO's, etc.).

Types of Services - The mgor kinds or levels of health care services covered under Title V activities.
Seeindividua definitions under “Infrastructure Building”, “Population Based Services’, “Enabling
Services’ and “Direct Medical Services’.

Y RBS - Youth Risk Behavior Survey - A nationa school-based survey conducted annually by CDC

and State health departments to assess the prevalence of health risk behaviors among high school
students.
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5.2 Assurances and Certifications
ASSURANCES -- NON-CONSTRUCTION PROGRAMS

Note: Certain of these assurances may not be applicable to your project or program. If you have any
guestions, please contact the Awarding Agency. Further, certain federal assistance awarding agencies
may require applicants to certify to additional assurances. If such isthe case, you will be notified.

As the duly authorized representative of the applicant | certify that the applicant:

1. Hasthe legal authority to apply for Federal assistance, and the institutional, managerial and
financia capability (including funds sufficient to pay the non-Federal share of project costs) to ensure
proper planning, management and completion of the project described in this application.

2. Will give the awarding agency, the Comptroller General of the United States, and if appropriate,
the State, through any authorized representative, access to and the right to examine all records, books,
papers, or documents related to the assistance; and will establish a proper accounting system in
accordance with generally accepted accounting standards or agency directives.

3. Will establish safeguards to prohibit employees from using their position for a purpose that
constitutes or presents the appearance of personal or organizational conflict of interest, or personal
gan.

4. Will initiate and complete the work within the applicable time frame after receipt of approva of the
awarding agency.

5. Will comply with the Intergovernmental Personnel Act of 1970 (42 U.S.C. Sects. 4728-2763)
relating to prescribed standards for merit systems for programs funded under one of the nineteen
statutes or regulations specified in Appendix A of OPM’ s Standards for a Merit System of Personnel
Administration (5 C.F.R. 900, Subpart F).

6. Will comply with all Federal statutes relating to non-discrimination. These include but are not
limited to (a) Title VI of the Civil Rights Act of 1964 (P.L. 88 Sect. 352) which prohibits
discrimination on the basis of race, color or national origin; (b) Title IX of the Education Amendments
of 1972, as amended (20 U.S.C. Sects. 1681-1683, and 1685-1686), which prohibits discrimination on
the basis of sex; (c) Section 504 of the Rehabilitation Act of 1973, as amended (29 U.S.C. Sect. 794),
which prohibits discrimination on the basis of handicaps; (d) The Age Discrimination Act of 1975, as
amended (42 U.S.C. Sects 6101 6107), which prohibits discrimination on the basis of age; (€) the
Drug Abuse Office of Treatment Act of 1972 (P.L. 92-255), as amended, relating to non-
discrimination on the basis of drug abuse; (f) the Comprehensive Alcohol Abuse and Alcoholism
Prevention, Treatment, and Rehabilitation Act of 1970 (P.L. 91-616), as amended, relating to non-
discrimination on the basis of acohol abuse or acoholism; (g) Sects. 523 and 527 of the Public Health
Service Act of 1912 (42 U.S.C. Sect. 3601 et seq.), as amended, relating to non-discrimination in the
sale, rental, or financing of housing; (i) any other non-discrimination provisions in the specific
statute(s) under which application for Federal assistance is being made; and (j) the requirements of any
other non-discrimination statute(s) which may apply to the application.
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7. Will comply, or has aready complied, with the requirements of Titles 1 and I11 of the Uniform
Relocation Assistance and Real Property Acquisition Policies Act of 1970 (P.L. 91-646) which
provide for fair and equitable treatment of persons displaced or whose property is acquired as a result
of Federd or federally assisted programs. These requirements apply to all interestsin real property
acquired for project purposes regardless of Federa participation in purchases.

8. Will comply with the provisions of the Hatch Act (5 U.S.C. Sects 1501-1508 and 7324-7328)
which limit the political activities of employees whose principal employment activities are funded in
whole or in part with Federal funds.

9. Will comply, as applicable, with the provisions of the Davis-Bacon Act (40 U.S.C. Sects. 276ato
276a-7), the Copeland Act (40 U.S.C. Sect 276¢ and 18 U.S.C. Sect. 874), the Contract Work Hours
and Safety Standards Act (40 U.S.C. Sects. 327-333), regarding labor standards for federally assisted
construction subagreements.

10. Will comply, if applicable, with flood insurance purchase requirements of Section 102(a) of the
Flood Disaster Protection Act of 1973 (P.L. 93-234) which requires recipients in a specia flood
hazard area to participate in the program and to purchase flood insurance if the total cost of insurable
construction and acquisition is $10,000 or more.

11. Will comply with environmental standards which may be prescribed pursuant to the following: (a)
institution of environmental quality control measures under the National Environmental Policy Act of
1969 (P.L. 91-190) and Executive Order (EO) 11514, (b) notification of violating facilities pursuant to
EO 11738; (c) protection of wetlands pursuant to EO 11990; (d) evaluation of flood hazards in flood
plains in accordance with EO 11988; (e) assurance of project consistency with the approved State
management program developed under the Coastal Zone Management Act of 1972 (16 U.S.C. Sects.
1451 et seq.); (f) conformity of Federal actionsto State (Clear Air) Implementation Plans under
Section 176(c) of the Clear Air Act of 1955, as amended (42 U.S.C. 7401 et seq.); (g) protection of
underground sources of drinking water under the Safe Drinking Water Act of 1974, as amended, (P.L.
93-523); and (h) protection of endangered species under the Endangered Species Act of 1973, as
amended, (P.L. 93-205).

12. Will comply with the Wild and Scenic Rivers Act of 1968 (16 U.S.C. Sects 1271 et seq.) related
to protecting components or potential components of the national wild and scenic rivers systems

13. Will assist the awarding agency in assuring compliance with Section 106 of the National Historic
Preservation Act of 1966, as amended (16 U.S.C. Sect. 470), EO 11593 (identification and
preservation of historic properties), and the Archaeological and Historic Preservation Act of 1974 (16
U.S.C. Sects. 469a-1 et seq.)

14. Will comply with P.L.93-348 regarding the protection of human subjects involved in research,
development, and related activities supported by this award of assistance.

15. Will comply with Laboratory Animal Welfare Act of 1966 (P.L. 89-544, as amended, 7 U.S.C.

2131 et seg.) pertaining to the care, handling, and treatment of warm blooded animals held for
research, teaching, or other activities supported by the award of assistance.
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16. Will comply with the Lead-Based Paint Poisoning Prevention Act (42 U.S.C. Sects. 4801 et seq.)
which prohibits the use of lead based paint in construction or rehabilitation of residence structures.

17. Will cause to be performed the required financial and compliance audits in accordance with the
Single Audit Act of 1984.

18. Will comply will al applicable requirements of all other Federal laws, executive orders,
regulations and policies governing this program.

CERTIFICATIONS
1. CERTIFICATION REGARDING DEBARMENT AND SUSPENSION

By signing and submitting this proposal, the applicant, defined as the primary participant in accordance
with 45 CFR Part 76, certifies to the best of its knowledge and belief that it and its principals:

() are not presently debarred, suspended proposed for debarment, declared ineligible, or voluntarily
excluded from covered transactions by any Federa Department or agency;

(b) have not within a 3-year period preceding this proposal been convicted of or had a civil judgment
rendered against them for commission or fraud or criminal judgment in connection with obtaining,
attempting to obtain, or performing a public (Federal, State, or local) transaction or contract under a
public transaction; violation of Federal or State antitrust statutes or commission of embezzlement, theft,
forgery, bribery, falsification or destruction of records, making false statements, or receiving stolen
property;

(c) are not presently indicted or otherwise criminaly or civilly charged by a governmental entity (Federal,
State or local) with commission or any of the offenses enumerated in paragraph (b) of the certification,;
and

(d) have not within a 3-year period preceding this application/proposal had one or more public
transactions (Federal, State, or local) terminated for cause or default.

Should the applicant not be able to provide this certification, an explanation as to why should be placed
after the assurances page in the application package.

The applicant agrees by submitting this proposal that it will include, without modification, the clause,
titled “ Certification Regarding Debarment, Suspension, In-eligibility, and Voluntary Exclusion --
Lower Tier Covered Transactions’ in all lower tier covered transactions (i.e. transactions with sub-
grantees and/or contractors) in all solicitations for lower tier covered transactions in accordance with
45 CFR Part 76.

2. CERTIFICATION REGARDING DRUG-FREE WORKPLACE REQUIREMENTS

The undersigned (authorized official signing for applicant organization) certifies that the applicant will,
or will continue to, provide a drug-free workplace in accordance with 45 CFR Part 76 by:

(a) Publishing a statement notifying employees that the unlawful manufacture, distribution, dispensing,
possession or use of a controlled substance is prohibited in the grantee’ s workplace and specifying the
actions that will be taken against employees for violation of such prohibition;

(b) Establishing an ongoing drug-free awareness program to inform employees about-
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(1) The dangers of drug abuse in the workplace;

(2) The grantee's policy of maintaining a drug-free workplace,

(3) Any available drug counseling, rehabilitation, and employee assistance programs, and

(4) The penalties that may be imposed upon employees for drug abuse violations occurring in the
workplace;

(c) Making it arequirement that each employee to be engaged in the performance of the grant be given
acopy of the statement required by paragraph (a) above;

(d) Notifying the employee in the statement required by paragraph (a) above, that, as a condition of
employment under the grant, the employee will-

(1) Abide by the terms of the statement; and

(2) Notify the employer in writing of hisor her conviction for violation of acriminal drug statute
occurring in the workplace no later than five calendar days after such conviction,

(e) Notify the agency in writing within ten calendar days after receiving notice under paragraph (d)(2)
from an employee or otherwise receiving actual notice of such conviction. Employers of convicted
employees must provide notice, including position title, to every grant officer or other designee on
whose grant activity the convicted employee was working, unless the Federa agency has designated a
central point for the receipt of such notices. Notice shall include the identification number(s) of each
affected grant;

(f) Taking one of the following actions, within 30 calendar days of receiving notice under paragraph
(d)(2), with respect to any employee who is so convicted-

(1) Taking appropriate personnel action against such an employee, up to and including termination,
consistent with the requirements of the Rehabilitation Act of 1973, as amended, or

(2) Requiring such employee to participate satisfactorily in a drug abuse assistance or rehabilitation
program approved for such purposes by a Federal, State, or local health, law enforcement, or other
appropriate agency;

(g) Making a good faith effort to continue to maintain a drug-free workplace through implementation

of paragraphs (a), (b), (c), (d), (e), and (f).

For purposes of paragraph (e) regarding agency notification of criminal drug convictions, the DHHS
has designated the following central point for receipt of such notices:

Division of Grants Policy and Oversight
Office of Management and Acquisition
Department of Health and Human Services
Room 517-D

200 Independence Avenue, SW.
Washington, D.C. 20201

3. CERTIFICATION REGARDING LOBBYING

Title 31, United States Code, Section 1352, entitled “Limitation on use of appropriated funds to
influence certain Federal contracting and financial transactions,” generally prohibits recipients of
Federal grants and cooperative agreements from using Federal (appropriated) funds for lobbying the
Executive or Legidative Branches of the Federal Government in connection with a SPECIFIC grant or
cooperative agreement. Section 1352 also requires that each person who requests or receives a Federal
grant or cooperative agreement must disclose lobbying undertaken with non-Federal (non-
appropriated) funds. The requirements apply to grants and cooperative agreements EXCEEDING
$100,000 in total costs (45 CFR Part 93).
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The undersigned (authorized official signing for the applicant organization) certifies, to the best of his
or her knowledge and belief that:

(1) No Federa appropriated funds have been paid or will be paid, by or on behalf of the undersigned,
to any person for influencing or attempting to influence an officer or employee of any agency, a
Member of Congress, an officer or employee of Congress, or an employee of a Member of Congressin
connection with the awarding of any Federal contract, the making of any Federal grant, the making of
any Federa loan, the entering into of any cooperative agreement, and the extension, continuation,
renewal, amendment, or modification of any Federal contract, grant, loan, or cooperative agreement.
(2) If any funds other than Federally appropriated funds have been paid or will be paid to any person
for influencing or attempting to influence an officer or employee of any agency, a Member of Congress
an officer or employee of Congress, or an employee of a Member of Congress in connection with this
Federal contract, grant, loan, or cooperative agreement, the undersigned shall complete and submit
Standard Form-LLL, “Disclosure of Lobbying Activities,” in accordance with itsinstructions. (If
needed, Standard Form-LLL, “Disclosure of Lobbying Activities,” its instructions, and continuation
sheet are included at the end of this application form.)

(3) The undersigned shall require that the language of this certification be included in the award
documents for all subawards at al tiers (including subcontracts, subgrants, and contracts under grants,
loans, and cooperative agreements) and that all subrecipients shall certify and disclose accordingly.

This certification is a material representation of fact upon which reliance was placed when this
transaction was made or entered into. Submission of this certification is a prerequisite for making or
entering into this transaction imposed by Section 1352, U.S. Code. Any person who fails to file the
required certification shall be subject to a civil penalty of not less than $10,000 and not more than
$100,000 for each such failure.

4. CERTIFICATION REGARDING PROGRAM FRAUD CIVIL REMEDIES ACT (PFCRA)

The undersigned (authorized official signing for the applicant organization) certifies that the statements
herein are true, complete, and accurate to the best of his or her knowledge, and that he or sheis aware
that any false, fictitious, or fraudulent statements or claims may subject him or her to criminal, civil, or
administrative penalties. The undersigned agrees that the applicant organization will comply with the
Public Health Service terms and conditions of award if agrant is awarded as aresult of this application.

5. CERTIFICATION REGARDING ENVIRONMENTAL TOBACCO SMOKE

Public Law 103-227, also know as the Pro-Children Act of 1994 (Act), requires that smoking not be
permitted in any portion of any indoor facility owned or leased or contracted for by an entity and used
routinely or regularly for the provision of hedlth, day care, early childhood development services,
education or library services to children under the age of 18 if the services are funded by Federal
programs either directly or through State or local governments by Federal grant, contract, loan, or loan
guarantee. The law also applies to children’s services that are provided in indoor facilities that are
constructed, operated, or maintained with such federal funds. The law doe not apply to children’s
services provided in private residences; portions of facilities used for inpatient drug or acohol
treatment; service providers whose sole source of applicable Federal fundsis Medicare or Medicaid; or
facilities where WIC coupons are redeemed. Failure to comply with the provisions of the law may
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result in the imposition of a monetary penalty of up to $1,000 for each violation and/or the imposition
of an administrative compliance order on the responsible entity.

By signing this certification, the undersigned certifies that the applicant organization will comply with
the requirements of the Act and will not alow smoking within any portion of any indoor facility used
for the provision of services for children as defined by the Act.

The applicant organization agrees that it will require that the language of this certification be included
in any subawards which contain provisions for children’s services and that all subrecipients shall certify
accordingly.

The Public Health Service strongly encourages all grant recipients to provide a smoke free workplace

and promote the non-use of tobacco products. Thisis consistent with the PHS mission to protect and
advance the physical and mental health of American people.
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5.3 Other Supporting Documents

5.4 Core Health Status Indicator Forms

5.5 Core Health Status Indicator Detail Sheets

5.6 Developmental Health Status Indicator Forms

5.7 Developmental Health Status Indicator Detail Sheets
5.8 All Other Forms

5.9 National “Core” Performance Measure Detail Sheets
5.10 State "Negotiated" Performance Measure Detail Sheets

5.11 Outcome Measure Detail Sheets
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