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AN ACT relating to maternal and child health.

Be it enacted by the General Assembly of the Commonwealth of Kentucky:

SECTION 1.   A NEW SECTION OF KRS CHAPTER 211 IS CREATED TO READ AS FOLLOWS:

As used in Sections 1 to 4 of this Act, unless the context requires otherwise:

(1)
"Cabinet" means the Cabinet for Health and Family Services; 

(2)
"Commissioner" means the commissioner of the Department for Public Health; 

(3)
"Department" means the Department for Public Health; and

(4)
"Secretary" means the secretary of the Cabinet for Health and Family Services.

SECTION 2.   A NEW SECTION OF KRS CHAPTER 211 IS CREATED TO READ AS FOLLOWS:

(1)
The secretary shall appoint the Perinatal Advisory Committee to make recommendations for the improvement of the following statewide health status indicators that relate to pregnancy and perinatal care:

(a)
Infant mortality;

(b)
Preterm birth;

(c)
Substance abuse during pregnancy;

(d)
Neonatal withdrawal syndrome, also called Neonatal Abstinence Syndrome (NAS); and

(e)
Maternal mortality.


The committee may make recommendations on evidence-based guidelines and programs to improve the outcomes of pregnancies, including ways to improve coordination of existing programs operated by the cabinet and private organizations.

(2)
The advisory committee shall be attached to the cabinet for administrative purposes and be composed of the following members:

(a)
The director of the Division of Maternal and Child Health, Department for Public Health, who shall serve as chair of the advisory committee;

(b)
The director of the Division of Maternal-Fetal Medicine, University of Kentucky College of Medicine;

(c)
The director of the Division of Maternal-Fetal Medicine, University of Louisville School of Medicine;

(d)
The director of a maternal-fetal medicine program from a pediatric teaching hospital with a Level III NICU that has a minimum of thirty (30) beds, to be selected by the secretary;

(e)
The director of the Division of Neonatology, University of Kentucky College of Medicine;

(f)
The director of the Division of Neonatology, University of Louisville School of Medicine;

(g)
One (1) practicing obstetrician from rural practice in a hospital with a Level I nursery, to be selected by the secretary;

(h)
One (1) practicing obstetrician from rural practice in a hospital with a Level II neonatal intensive care unit (NICU), to be selected by the secretary;

(i)
One (1) practicing pediatrician from rural practice in a hospital with a Level I nursery, to be selected by the secretary;

(j)
One (1) practicing pediatrician or one (1) practicing neonatologist from rural practice in a hospital with a Level II NICU, to be selected by the secretary;

(k)
One (1) practicing pediatrician or one (1) practicing neonatologist from a non-university urban practice hospital with a Level II NICU, to be selected by the secretary;

(l)
One (1) practicing pediatrician or one (1) practicing neonatologist from a pediatric teaching hospital with a Level III NICU that has a minimum of thirty (30) beds, to be selected by the secretary;

(m)
The president of the Kentucky Perinatal Association or designee;

(n)
The president of the Kentucky Academy of Family Practice or designee;

(o)
The president of the Kentucky Chapter of the American Academy of Pediatrics or designee;

(p)
The president of the Kentucky Section of the American College of Obstetricians and Gynecologists or designee;

(q)
The president of the Kentucky Chapter of the Association of Women’s Health, Obstetric, and Neonatal Nurses or designee;

(r)
The chair of the Kentucky Medical Association’s Committee on Maternal and Neonatal Health or designee;

(s)
The chair of the Kentucky Medical Association’s Committee on Maternal Mortality or designee;

(t)
One (1) board-certified pediatric surgeon, to be selected by the secretary;

(u)
One (1) board-certified pediatrician specializing in medical genetics, to be selected by the secretary;

(v)
One (1) perinatal social worker, to be selected by the secretary;

(w)
One (1) representative from a non-university hospital with a Level II or a Level III NICU located in each Kentucky Metropolitan Statistical Area, selected by the secretary from a list of individuals submitted by the Kentucky Hospital Association;

(x)
Three (3) representatives from a non-university hospital with a Level II NICU located in a rural area from a list of individuals submitted by the Kentucky Hospital Association; and

(y)
The President of the Kentucky Hospital Association, or his or her designee.

(3)
Other subject matter experts may be represented as members of the advisory committee at the discretion of the secretary.

(4)
The advisory committee shall meet at least quarterly and shall hold its first meeting no later than thirty (30) days after the effective date of this Act.

(5)
The advisory committee shall submit an annual report of their activities and recommendations to the secretary and the commissioner.

SECTION 3.   A NEW SECTION OF KRS CHAPTER 211 IS CREATED TO READ AS FOLLOWS:

All cases of Neonatal Abstinence Syndrome (NAS) diagnosed among Kentucky resident births shall be reported to the Kentucky Department of Public Health by the facility where NAS is diagnosed. The report shall be made at the time of NAS diagnosis pursuant to guidance issued by the department.

SECTION 4.   A NEW SECTION OF KRS CHAPTER 211 IS CREATED TO READ AS FOLLOWS:

(1)
Notwithstanding any other law to the contrary, all information reported or furnished to the Kentucky Department for Public Health pursuant to Sections 1 to 4 of this Act shall be privileged and confidential, shall not be considered a public record under KRS 61.870 to KRS 61.884, and shall not be discussed at any meeting as defined in KRS 61.805, unless conducted in a closed session in accordance with KRS 61.815.

(2)
Information reported in compliance with Sections 1 to 4 of this Act shall not be disclosed by any person or entity, and shall not be subject to subpoena, court order, or discovery, or admissible as evidence in any civil or administrative proceeding in the Commonwealth.

(3)
For purposes of this section, "information" shall be liberally construed to include reports; statements; interviews; memoranda; data, whether kept individually or aggregated; or summaries of same.

(4)
Nothing within this section is intended to limit the Kentucky Department for Public Health's internal use of such information to fulfill the express purposes of Sections 1 to 4 of this Act.

Section 5.   KRS 214.155 is amended to read as follows:

(1)
The Cabinet for Health and Family Services shall operate a newborn screening program for heritable and congenital disorders that includes but is not limited to procedures for conducting initial newborn screening tests on infants twenty-eight (28) days or less of age and definitive diagnostic evaluations provided by a state university-based specialty clinic for infants whose initial screening tests resulted in a positive test. The secretary of the cabinet shall, by administrative regulation promulgated pursuant to KRS Chapter 13A:

(a)
Prescribe the times and manner of obtaining a specimen and transferring a specimen for testing;

(b)
Prescribe the manner of procedures, testing specimens, and recording and reporting the results of newborn screening tests; and

(c)
Establish and collect fees to support the newborn screening program.

(2)
The administrative officer or other person in charge of each institution caring for infants twenty-eight (28) days or less of age and the person required in pursuance of the provisions of KRS 213.046 shall register the birth of a child and cause to have administered to every such infant or child in its or his care tests for heritable disorders, including but not limited to phenylketonuria (PKU), sickle cell disease, congenital hypothyroidism, galactosemia, medium-chain acyl-CoA dehydrogenase deficiency (MCAD), very long-chain acyl-CoA deficiency (VLCAD), short-chain acyl-CoA dehydrogenase deficiency (SCAD), maple syrup urine disease (MSUD), congenital adrenal hyperplasia (CAH), biotinidase disorder, and cystic fibrosis (CF), 3-methylcrotonyl-CoA carboxylase deficiency (3MCC), 3-OH 3-CH3 glutaric aciduria (HMG), argininosuccinic acidemia (ASA), beta-ketothiolase deficiency (BKT), carnitine uptake defect (CUD), citrullinemia (CIT), glutaric acidemia type I (GA I), Hb S/beta-thalassemia (Hb S/Th), Hb S/C disease (Hb S/C), homocystinuria (HCY), isovaleric acidemia (IVA), long-chain L-3-OH acyl-CoA dehydrogenase deficiency (LCAD), methylmalonic acidemia (Cbl A,B), methylmalonic acidemia mutase deficiency (MUT), multiple carboxylase deficiency (MCD), propionic acidemia (PA), trifunctional protein deficiency (TFP), and tyrosinemia type I (TYR I). The listing of tests for heritable disorders to be performed shall include all conditions consistent with the recommendations of the American College of Medical Genetics.

(3)
The administrative officer or other person in charge of each institution caring for infants twenty-eight (28) days or less of age and the person required in pursuance of the provisions of KRS 213.046 shall register the birth of a child and cause to have administered to every such infant or child in its or his care a screening for critical congenital heart disease (CCHD) prior to discharge unless CCHD has been ruled out or diagnosed with prior echocardiogram or prenatal diagnosis of CCHD.

(4)
Each health care provider of newborn care shall provide an infant's parent or guardian with information about the newborn screening tests required under subsections (2) and (3)[subsection (2)] of this section. The institution or health care provider shall arrange for appropriate and timely follow-ups to the newborn screening tests, including but not limited to additional diagnoses, evaluation, and treatment when indicated.

(5)[(4)]
Nothing in this section shall be construed to require the testing of any child whose parents are members of a nationally recognized and established church or religious denomination, the teachings of which are opposed to medical tests, and who object in writing to the testing of his or her child on that ground.

(6)[(5)]
The cabinet shall make available the names and addresses of health care providers, including but not limited to physicians, nurses, and nutritionists, who may provide postpartum home visits to any family whose infant or child has tested positive for a newborn screening test.

(7)[(6)]
A parent or guardian shall be provided information by the institution or health care provider of newborn care about the availability and costs of screening tests not specified in subsections (2) and (3)[subsection (2)] of this section. The parent or guardian shall be responsible for costs relating to additional screening tests performed under this subsection, and these costs shall not be included in the fees established for the cabinet's newborn screening program under subsection (1) of this section. All positive results of additional screening of these tests shall be reported to the cabinet by the institution or health care provider.

(8)[(7)]
(a)
For the purposes of this subsection, a qualified laboratory means a clinical laboratory not operated by the cabinet that is accredited pursuant to 42 U.S.C. sec. 263a, licensed to perform newborn screening testing in any state, and reports its screening results using normal pediatric reference ranges.

(b)
The cabinet shall enter into agreements with public or private qualified laboratories to perform newborn screening tests if the laboratory operated by the cabinet is unable to screen for a condition specified in subsection (2) of this section.

(c)
The cabinet may enter into agreements with public or private qualified laboratories to perform testing for conditions not specified in subsection (2) of this section. Any agreement entered into under this paragraph shall not preclude an institution or health care provider from conducting newborn screening tests for conditions not specified in subsections (2) and (3)[subsection (2)] of this section by utilizing other public or private qualified laboratories.

(9)[(8)]
The secretary for health and family services or his or her designee shall apply for any federal funds or grants available through the Public Health Service Act and may solicit and accept private funds to expand, improve, or evaluate programs to provide screening, counseling, testing, or specialty services for newborns or children at risk for heritable disorders.

(10)[(9)]
This section shall be cited as the James William Lazzaro and Madison Leigh Heflin Newborn Screening Act.

SECTION 6.   A NEW SECTION OF KRS CHAPTER 211 IS CREATED TO READ AS FOLLOWS:

(1)
As used in this section and KRS 211.690:

(a)
"Home visitation" means a service delivery strategy with voluntary participation by eligible families that is carried out in the homes of at-risk parents during the prenatal period and until the child's third birthday that provides face-to-face visits by nurses, social workers, and other early childhood professionals or trained and supervised paraprofessionals to improve maternal, infant, and child health and well-being, including:

1.
Reducing preterm births;

2.
Promoting positive parenting practices;

3.
Improving school readiness;

4.
Enhancing the social, emotional, and cognitive development of children;

5.
Reducing child abuse and neglect;

6.
Improving the health of the family; and

7.
Empowering families to be self-sufficient;

(b)
"Home visitation program" means the voluntary statewide home visiting program established by KRS 211.690 or a program implementing a research-based model or a promising model that includes voluntary home visitation as a primary service delivery strategy that may supplement but shall not duplicate any existing program that provides assistance to parents of young children and that does not include:

1.
Programs with few or infrequent home visits;

2.
Home visits based on professional judgment or medical referrals that are infrequent and supplemental to a treatment plan;

3.
Programs in which home visiting is supplemental to other services, such as child protective services;

4.
In-home services delivered through provisions of an individualized family service plan or individualized education program under the federal Individuals with Disabilities Education Act, Part B or C; or

5.
Programs with goals related to direct intervention of domestic violence or substance abuse;

(c)
"Research-based model" means a home visitation model based on a clear, consistent program model that:

1.
Is research-based, grounded in relevant empirically based knowledge, linked to program determined outcomes, has comprehensive home visitation standards that ensure high-quality service delivery and continuous quality improvement, and has demonstrated significant, sustained positive outcomes;

2.
Employs highly trained and competent professionals or paraprofessionals who are provided close supervision and continual professional development and training relevant to the specific model being delivered;

3.
Demonstrates strong linkages to other community-based services; and

4.
Is operated within an organization to ensure program fidelity and meets the outlined objectives and criteria for the model design; and

(d)
"Promising model" means a home visitation model that has ongoing research, is modeled after programs with proven standards and outcomes, and has demonstrated its effectiveness or is actively incorporating model evaluation protocols designed to measure its efficacy.

(2)
Beginning fiscal year 2014, an agency receiving state funds for the purpose of the delivery of home visitation services shall:

(a)
Meet the definition of home visitation program in this section;

(b)
Demonstrate to the Department for Public Health that it is part of a coordinated system of care for promoting health and well-being for at-risk parents during the prenatal period and until the child's third birthday; and

(c)
Report data to the statewide home visiting data system managed by the Department for Public Health in a uniform format prescribed by the department assuring common data elements, relevant home visiting data, and information to monitor program effectiveness, including program outcomes, numbers of families served, and other relevant data as determined by the department.
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