Florida Senate - 2002 SB 1934

By Senator Wassernman Schultz

32- 1454A-02 See HB
1 Abill to be entitled
2 An act relating to birth defects; creating s.
3 381.00323, F.S.; requiring the Departnent of
4 Health or a contractual designee to mmintain
5 and expand the Florida Birth Defects Registry;
6 providing confidentiality of certain
7 information held by the department; providing
8 | egislative intent regarding funding; directing
9 the O fice of Program Policy Anal ysis and
10 Governnent Accountability to conduct research
11 regardi ng passive vs. active birth defects
12 surveillance; requiring a report to the
13 Legi sl ature; providing requirenents for a
14 program of pilot projects for an active birth
15 defects reporting and prevention system
16 requiring the departnent to establish a birth
17 def ects education program providing program
18 requirements; creating a birth defects advisory
19 council; providing council duties; requiring an
20 annual report; providing nenbership and
21 organi zation; providing for nenbers' per diem
22 and travel expenses; anending s. 411.203, F.S.
23 conforming provisions relating to interagency
24 coordi nation for a continuum of conprehensive
25 services for high-risk pregnant wonen and
26 hi gh-ri sk handi capped children; providing an
27 ef fective date.
28
29 WHEREAS, birth defects are the | eading cause of infant
30| nortality and contribute substantially to illness and
31
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long-termdisability and continue to be a major cause of death
t hrough age 14 years, and

WHEREAS, birth defects are a major cause of norbidity,
nortality, and disability in the state, and

WHEREAS, the handi capping and fatal conditions
resulting frombirth defects represent problens of significant
heal th i nportance, about which little is known, but which
frequently requires expensive nedical care, and

WHEREAS, these conditions influence the overall quality
of life of affected individuals and their famlies and
i ncrease the need for social services and special educationa
prograns, and

WHEREAS, birth defects surveillance systens are vita
for nmonitoring and detecting trends in birth defects,
providing the basis for studies of the causes of birth
defects, and planning and evaluating the effects of prevention
activities, and

WHEREAS, working with maternal and child health
prograns, birth defects surveillance systens can hel p i nprove
prevention and intervention services, and

WHEREAS, an enhanced birth defects reporting system
Wi ll provide information that is tinmely and accurate and will
result in appropriate referral for services and devel oprment of
ef fective prevention prograns, and

WHEREAS, the Legislature intends with this |egislation
to codify, enhance, and expand the Florida Birth Defects
Regi stry, an existing birth defects surveillance program
presently operating within the Departnent of Health under Rul e
64D- 3. 027, Florida Adm nistrati ve Code, NON THEREFORE,

Be It Enacted by the Legislature of the State of Florida:
2
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Section 1. Section 381.00323, Florida Statutes, is
created to read

381. 00323 Statewide birth defects reporting and
prevention system--The departnent or a contractual designee

shall maintain the Florida Birth Defects Registry, with

i nformation collected in accordance with s. 381.0031, to

support activities and studies directed toward the prevention

of birth defects and the reduction of norbidity, nortality,

and disability resulting frombirth defects. The birth defects

reporting and prevention program shall operate statew de, and

the departnment may use information collected by the Florida

Birth Defects Registry to notify affected individuals and

their famlies about avail able services and progranms. Al

information and records held by the departnent or its

aut hori zed representatives relating to birth defects is

confidential and exenpt fromthe requirenments of s. 119.07(1),

as provided in s. 381.0031. The current passive,

popul ati on-based birth defects registry shall continue unti

over 50 percent of the state's population is served by an

active surveillance system It is the intent of the

Legi sl ature that adequate resources be allocated annually for

the current systemto continue operating within the departnment
under Rule 64D-3.027, Florida Adm nistrative Code, and that
fundi ng shall be provided for a program of pilot projects,

| eading to a statew de active reporting and prevention system

over a 10-year period, according to an assessnent of the

nunber of the births and birth defects in the state, the scope

of programactivities, and any special situations or

commtnents requiring increased resources.
(1) ACTIVE SURVEI LLANCE FOR BI RTH DEFECTS; BI RTH
DEFECTS REPORTI NG AND PREVENTI ON SYSTEM PI LOT PROGRAM - - The
3
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O fice of Program Policy Anal ysis and Gover nment

Accountability shall conduct research and provide findings to

the Legislature by January 1, 2003, regardi ng passive vs.

active birth defects surveill ance systens and, based on

research findings that denonstrate the value of active

surveillance for birth defects, shall provide recommendati ons

as to protocol and feasibility for expanding the Florida Birth

Defects Registry into an active birth defects reporting and

prevention system beginning as a pilot programin fiscal year

2003-2004. The pil ot programshall authorize the departnent to

set program paraneters according to the recommended protocol

Initial active birth defects reporting and preventi on system

pilot projects shall be established in H |l sborough, Pinellas,

and Broward Counties, beginning in fiscal year 2003-2004,

shal | be designed to support epidem ological research in
accordance with s. 381.0032 and Rule 64D-3.027, Florida
Admi ni strative Code, and shall facilitate coll aborative

partnershi ps anbng state agenci es, advocacy organi zations,

health care providers, hospitals, |laboratories, and other

organi zations working to identify and prevent birth defects.

The active birth defects reporting and preventi on system

shal | :

(a) ldentify and describe birth defects.

(b) Detect trends and clusters of birth defects.

(c) Quantify norbidity, nortality, and disability of
birth defects.

(d) Stinulate epidem ol ogical research regarding birth

def ect s.
(e) ldentify risk factors for birth defects.

(f) Facilitate intervention in and prevention of birth

defects, including secondary conditions.
4
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1 (g) Facilitate access to support services and

2| treatnment for birth defects.

3 (h) Informand educate health care professionals about
4 | birth defects.

5 (i) Informand educate the public about birth defects.
6 (2) BIRTH DEFECTS EDUCATI ON. - - The depart nent shal

7 | establish a programto educate the public and health care

8 | providers about the public health i nportance of birth defects.
9| The birth defects education programshall use all forns of

10 | nedi a and shall enphasi ze educational materials that can be
11 | used by busi nesses, schools, advocacy organi zati ons, and

12 | health care providers in their regul ar course of business. The
13| birth defects educati on program shall:

14 (a) Be designed to reach all segnents of Florida's

15 | popul ati on.

16 (b) Contain special conponents designed to reach

17 | non- Engli sh-speaki ng and other ninority groups within the

18 | state.

19 (c) Informhealth care providers and the public about
20| the causes of birth defects and opportunities for prevention
21 (d) Educate health care providers and the public about
22 | fetal al cohol syndrone.

23 (e) Educate health care providers and the public about
24 | the inportance of consuning folic acid prior to pregnancy to
25 | prevent serious birth defects.

26 (f) Educate health care providers and the public about
27 | the role of genetics and the environment in birth defects.

28 (3) BIRTH DEFECTS ADVI SORY COUNCIL.--To guide a

29 | statew de conprehensi ve approach to birth defects prevention
30 | di agnosi s, education, care, treatnent, and inpact, and the
31
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costs thereof, a birth defects advisory council is created to

advi se and assi st the departnent.

(a) The council shall:

1. Provide statewi de | eadership to continuously

improve the lives of Floridians with birth defects and reduce
t he burden of birth defects.
2. Serve as a forumfor the discussion and study of

i ssues related to the public health approach for the delivery

of health care services to persons and fanmlies affected by
birth defects.
3. By July 1 of each year, beginning in 2003, after

neeting with the Secretary of Health or the secretary's

desi gnee, provide an annual report to the Legisl ature nmaking

speci fic recomendati ons regarding the public health aspects

of the prevention of birth defects.

(b) The Secretary of Health shall appoint 17 counci

nmenbers who shall serve 2-year terns. These council nenbers

shal | be persons who have know edge of, or work in, the area

of birth defects, as foll ows:

1. Two interested citizens, one of whomis an

i ndi vidual affected by birth defects and one of whomis a

parent whose affected child is served by the public schoo

system
2. Ten nenbers conprising one representative from each

of the follow ng areas: epideniol ogy/biostatistics,

peri nat ol ogy/ neonat ol ogy, obstetrics, county health

departnent, pediatrics, clinical genetics, genetic counseling,

hospital administration, mnority health, and environnental
heal t h.
3. Five nenbers conprising one representative from

each of the followi ng organi zations: the Florida Chapter of
6
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1| the March of Dines, the Florida Chapter of the Spina Bifida

2 | Associ ation of Anmerica, the Florida Devel opnental Disabilities
3| Council, the Florida Healthy Start coalitions, and the

4| Association of Retarded Citizens (ARC).

5 (c) The advisory council may al so include

6 | representatives fromthe following state agencies: the

7 | Departnent of Health, the Agency for Health Care

8 | Adm nistration, the Departnent of Education, and the

9| Departnent of Children and Fami |y Servi ces.

10 (d) The council shall annually elect a chair and vice
11 ) chair fromanong its nenbers and shall neet at |least two tines
12 | each year.

13 (e) Council records shall be kept on file with the

14 | departnent, and these and ot her docunents about nmatters within
15| the jurisdiction of the council may be inspected by nenbers of
16 | the council.

17 (f) Menbers of the council shall serve w thout

18 | renuneration but nmay be reinbursed for per diemand travel

19 | expenses as provided in s. 112.061, to the extent resources

20 | are avail able.

21 Section 2. Section 411.203, Florida Statutes, is

22 | anended to read:

23 411. 203 Continuum of conprehensive services.--The

24 | Department of Education, and the Departnent of Health, and the
25 | Departnent of Children and Fanily RehabiHtative Services

26 | shall utilize the continuum of prevention and early assistance
27 | services for high-risk pregnant wonen and for high-risk and

28 | handi capped children and their famlies, as outlined in this
29 | section, as a basis for the intraagency and interagency

30 | program coordi nation, nonitoring, and analysis required in

31| this chapter. The continuum shall be the guide for the

7
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conpr ehensi ve statew de approach for services for high-risk
pregnant wonen and for high-risk and handi capped children and
their famlies, and may be expanded or reduced as necessary
for the enhancenent of those services. Expansion or reduction
of the continuumshall be deternined by intraagency or

i nteragency findings and agreenent, whichever is applicable.

| npl enent ati on of the conti nuum shall be based upon applicable
eligibility criteria, availability of resources, and

i nteragency prioritization when prograns inpact both agenci es,
or upon single agency prioritization when prograns inpact only
one agency. The continuum shall include, but not be limted
to:

(1) EDUCATI ON AND AWARENESS. - -

(a) Education of the public concerning, but not
limted to, the causes of handi cappi ng conditions, nornmal and
abnormal child devel opnent, the benefits of abstinence from
sexual activity, and the consequences of teenage pregnhancy.

(b) Education of professionals and paraprofessionals
concerning, but not linted to, the causes of handi cappi ng
condi tions, normal and abnormal child devel opnent, parenting
skills, the benefits of abstinence fromsexual activity, and
t he consequences of teenage preghancy, through preservice and
i nservice training, continuing education, and required
post secondary cour sewor K.

(2) 1 NFORMATI ON AND REFERRAL. - -

(a) Providing information about avail abl e services and
prograns to fanmilies of high-risk and handi capped chil dren

(b) Providing informati on about service options and
providi ng technical assistance to aid fanmilies in the
deci si onnmaki ng process.

8
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(c) Directing the famly to appropriate services and
prograns to neet identified needs.

(3) CASE MANAGEMENT. - -

(a) Arranging and coordi nating services and activities
for high-risk pregnant wonen, and for high-risk children and
their famlies, with identified service providers.

(b) Providing appropriate casework services to
pregnant wonen and to high-risk children and their famlies.

(c) Advocating for pregnant wonen and for children and
their famlies.

(4) SUPPORT SERVI CES PRI OR TO PREGNANCY. - -

(a) Basic needs, such as food, clothing, and shelter

(b) Health education

(c) Family planning services, on a voluntary basis.

(d) Counseling to pronote a healthy, stable, and
supportive famly unit, to include, but not be limted to,
financial planning, stress managenent, and educati ona
pl anni ng.

(5) MATERNITY AND NEWBORN SERVI CES. - -

(a) Conprehensive prenatal care, accessible to al
pregnant wonen and provi ded for high-risk pregnant womren.

(b) Adoption counseling for unmarried pregnant
t eenagers.

(c) Nutrition services for high-risk pregnant womren.

(d) Perinatal intensive care.

(e) Delivery services for high-risk pregnant wonen.

(f) Postpartum care.

(g) Nutrition services for lactating nothers of
hi gh-risk children.

(h) A new nother information programat the birth
site, to provide an informational brochure about

9
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i muni zations, normal child devel opnent, abuse avoi dance and
appropriate parenting strategies, famly planning, and
communi ty resources and support services for all parents of
newborns and to schedule Medicaid-eligible infants for a
heal t h checkup.

(i) Appropriate screenings, to include, but not be
limted to, netabolic screening, sickle-cell screening,
hearing screeni ng, devel opnental screening, and categorica
Screeni ng.

(j) Followup famly planning services for high-risk
not hers and nothers of high-risk infants.

(6) HEALTH AND NUTRI TI ON SERVI CES FOR PRESCHOCOL
CHI LDREN. - -

(a) Preventive health services for all preschoo
chil dren.

(b) Nutrition services for all preschool children
including, but not limted to, the Child Care Food Program and
t he Special Suppl enental Food Program for Wnen, Infants, and
Chi | dren.

(c) Medical care for seriously nedically inpaired
preschool children.

(d) Cost-effective quality health care alternatives
for nmedically involved preschool children, in or near their
hones.

(7) EDUCATI ON, EARLY ASSI STANCE, AND RELATED SERVI CES
FOR H G+ Rl SK CH LDREN AND THEI R FAM LI ES. - -

(a) Early assistance, including, but not limted to,
devel opnent al assi stance prograns, parent support and training
prograns, and appropriate foll owp assistance services, for
handi capped and high-risk infants and their famlies.

10
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1 (b) Special education and related services for

2 | handi capped children

3 (c) Education, early assistance, and rel ated services
4| for high-risk children.

5 (8) SUPPORT SERVI CES FOR ALL EXPECTANT PARENTS AND

6 | PARENTS OF H GH RI SK CHI LDREN. - -

7 (a) Nonnedical prenatal and support services for

8 | pregnant teenagers and other high-risk pregnant wonen.

9 (b) Child care and early chil dhood prograns,

10| including, but not Iimted to, subsidized child care, |icensed
11 | nonsubsidi zed child care, fanmly day care hones, therapeutic
12 | child care, Head Start, and preschool prograns in public and
13 | private schools.

14 (c) Parent education and counseli ng.

15 (d) Transportation

16 (e) Respite care, honmenmaker care, crisis managenent,
17 | and other services that allow fanilies of high-risk children
18| to maintain and provide quality care to their children at

19 | horme.

20 (f) Parent support groups, such as the comunity

21 | resource nother or father program as established in s. 402. 45,
22 | the Florida First Start Program as established in s. 230.2303,
23| or parents as first teachers, to strengthen fanmlies and to
24 | enable famlies of high-risk children to better neet their

25 | needs.

26 (g) UWilization of the elderly, either as volunteers
27 | or paid enployees, to work with high-risk children

28 (h) UWilization of high school and postsecondary

29 | students as volunteers to work with high-risk children

30 (9) MANAGEMENT SYSTEMS AND PROCEDURES. - -

31
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(a) Resource information systens on services and
prograns available for famlies.

(b) Registry of high-risk newborns and newborns with
birth defects, which utilizes privacy safeguards for children
and parents who are subjects of the registry.

(c) Local registry of preschoolers with high-risk or
handi cappi ng conditions, which utilizes privacy safeguards for
children and parents who are subjects of the registry.

(d) Information sharing system anong the Departnent of
Health, the Departnent of Children and Fanily and
RehabiH-tative Services, the Departnent of Education, |oca
educati on agenci es, and other appropriate entities, on

children eligible for services. Information may be shared when
parental or guardi an perm ssion has been given for rel ease.

(e) Well-baby insurance for preschoolers included in
the famly policy coverage.

(f) Evaluation, to include:

1. Establishing child-centered and fanily-focused
goal s and objectives for each el enent of the continuum

2. Developing a systemto report child and famly
out cones and program effectiveness for each el enent of the
conti nuum

(g) Planning for continuation of services, to include:

1. Individual and famly service plan by an
interdisciplinary team for the transition frombirth or the
earliest point of identification of a high-risk infant or
toddler into an early assistance, preschool program for
3-year-olds or 4-year-olds, or other appropriate prograns.

2. Individual and fanmly service plan by an
interdisciplinary team for the transition of a high-risk
preschool child into a public or private school system

12
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1 Section 3. This act shall take effect July 1, 2002.

2
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4 HOUSE SUMVARY

5
Requires the Departnent of Health or a contractua

6 desi gnee to mmintain and expand. the FIorlda_Blrth Def ect
Regi Stry. Provides confiden |aI|tY certain_informatio

7 held by the departnment. Provides [egislative intent
regardi ng continued and expanded fundlng Directs the

8 ice of Program Policy Analysis and Gover nnent
Accountability to condutt research regardi ng passive vs.

9 active birth defects surveillance. Requires a report to
t he Leglslature PrOV|des requi renents for a pro ran1of

10 pilot projects for an active birth defects repor and

revention systen1 Requires the departnent to estab ish a

11 irth defects education program and prOV|des ﬂro gram
requirements. PrOV|des for Creation of irth defects

12 advi sory council| to adV|se and assi st the departnent
Provi des counci| nenbersh IP organi zation, and duti es and

13 requi res an annual report o thée Legislature. Authorizes
rei nbursenment of council nenbers' pér diemand travel

14 expenses.
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