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KANSAS NEWBORN SCREENING PROGRAM 
FINANCIAL REVIEW AND CONSULTATION 

 
 
Executive Summary 
 

The following brief outline summarizes information in the report that follows.  The 
points noted here should not be taken out of context without viewing the supporting report.  
Reference materials are included in the Appendices to aid the reader in achieving a fuller 
understanding of some of the issues discussed.  In order to better understand the broad concepts 
of newborn screening (NBS) as a system that includes the public health program as one 
component, attention should be paid to Appendix 3 [U. S. Newborn Screening System 
Guidelines:  Statement of the Council of Regional Networks for Genetic Services (CORN). 
Screening 1992;1:135-147.] and Appendix 4 [Executive Summary - Serving the Family from 
Birth to the Medical Home: Newborn Screening a Blueprint for the Future. Pediatrics 
2000;106(suppl 2):383-427]. 
   

• The current Kansas Newborn Screening Program (KNSP) includes screening for 29 of 
the 30 conditions now recommended by the Secretary of the U.S. Department of Health 
and Human Services. (Note: Severe Combined Immunodeficiency was added to the 
recommended panel in 2010 and pilot programs are currently being initiated in some 
states.) 

• Current legislation allows for newborn screening (NBS) of “all infants born in the state” 
by the Kansas Department of Health and Environment (KDHE). 

• The NBS program in Kansas and 3 other jurisdictions currently do not recover screening 
expenses through a fee. All other state NBS programs have fees ranging up to $125. 

• Fee revenue that sustains the NBS system generally comes from 3rd party payers (through 
maternity benefits packages as opposed to direct fee for service billing), including 
Medicaid, and no newborns are denied screening because of inability to pay. 

• Kansas law provides for state payment for treatment/management of conditions identified 
through NBS on a sliding scale based on income.  

• Kansas law does not currently require insurers doing business in the State to cover 
metabolic foods and formulas that are medically necessary for treatment of metabolic 
conditions identified through NBS. Such legislation exists in many other States. 
Legislation of this type might reduce the State’s expenditures for treatment/management. 

• Screening services are currently offered 5 days a week despite the fact that expanded 
testing now includes several disorders that may have dire consequences within the first 
few days of life.  A 6-day work week and adjusted holiday schedules are needed to meet 
detection and treatment norms for these conditions. 

• A courier system that efficiently reaches specimen submitters would likely improve 
transit times for specimens from collection to testing. A system previously existed for 
other public health laboratory functions, primarily for county health departments, and it 
did not reach most NBS submitters. 

• NBS data management is currently handled using multiple computer systems with data 
entered and transferred manually. An integrated data management system is needed to 
improve efficiency and decrease the chance of human errors in data management and 
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tracking, and to manage the legislatively required case registry.  
• Long-term outcome information is not currently available to demonstrate the 

effectiveness of the current Kansas NBS program. Any future data system should have 
the ability to monitor long-term outcome indicators currently being developed nationally 
as a means of program evaluation and improvement. 

• Data system integration with vital records is urgently needed for quality control measures 
to ensure that all Kansas newborns are receiving timely newborn screens. Integration 
with other systems (newborn hearing screening, immunizations, etc.) is also 
recommended. 

• A NBS fee would provide a stable mechanism for sustainable funding, particularly since 
current funding comes primarily from Children’s Initiative Funds (CIF), Medicaid, Title 
V Block Grant and general revenue. 

• A fee would most efficiently be levied on NBS specimen collection kits at the time of 
ordering, and the amount should be sufficient to adequately cover system expenses as 
determined by the KDHE. Since only a single collection form would exist in a specimen 
collection kit, all specimens, including any additional NBS specimens subsequently 
collected on the same patient, would incur a fee. If a laboratory or shipping error resulted 
in the additional specimen collection, a refund or credit would be necessary. 

• Based on current expenses and assuming similar expenditures annually, a fee of 
approximately $72.59 would be necessary; however, in order to overcome program 
inefficiencies in data management, program evaluation and education, a fee of at least 
$81.45 should be initiated (see table on next page for costing details).   

• Fee amounts should be reviewed annually and adjusted as appropriate with concurrence 
of the NBS Advisory Committee and the Approval of the Secretary of KDHE. 

• No newborn should be denied screening due to fee payment issues. 
• Full Medicaid reimbursement (including both the federal and state matches) should be 

integral to any fee discussions. 
• Medicaid funds currently dispersed to the laboratory are essential for its daily operation 

and fee disbursements should be carefully developed so that these funds are appropriately 
replaced. 

• All funds generated by a fee-based system should be utilized for NBS system expenses 
first. 
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Estimated Costs for Fee Implementation  

 
 Current Program Costs Enhanced Program Costs 

Item Comment Cost Comment Cost 
Staff – Salaries and Benefits 9 lab FTEs = $563,146 

1 data entry FTE = $35,000 
4 non-lab FTEs = $222,532  

$820,628 
 

$820,628 

Communications Postage, phone, etc. 24,643  24,643 
Freight and Express  2,453 Courier (~$64,500) 66,953 
Printing and advertising  12,577  12,577 
Rents Clinic sites; Facilities Mgt. 76,688  76,688 
Repair and services  66,462  66,462 
Travel  16,730  16,730 
Fees – other services Laboratory tests 33,403  33,403 
Fees – professional services Clinic contracts 139,182  139,182 
Other contractual  318 Computer Support  150,318 
Food for human consumption  1,350  1,350 
Motor vehicle supplies  411  411 
Office supplies  10,868  10,868 
Professional supplies Medical needs; lab reagents 1,164,910  1,164,910 
Capital outlay Laboratory 146,899  146,899 
Other supplies  1,951  1,951 
*Billing Specialist Laboratory kit fee recovery 41,654 Lab kit fee recovery 41,654 
Education Specialist   Educational training 45,000 
Laboratory Specialist   Weekend duties 45,000 

 
Operating total  2,561,177  2,865,995 
 

Estimated indirects 25%** 0.25 x $2,241,693 = 560,423 0.25 x $2,546,511= 636,628 
 

Total program cost  $3,121,600  $3,502,623 
 

Cost per newborn (43,000 births) *** 
 

$72.59  
 

$81.45 
*One FTE needed to handle fee issues 
**Fees – Professional services and capital equipment are excluded from indirect calculations. 
***This report uses 43,000 as the approximate number of births. The latest NCHS data available are for 2008 and list 
KS as 42,568. The fees per newborn may vary slightly based on birth numbers and should be adjusted appropriately by 
the end user of this report. 
Underlined items are not currently a part of the program. 
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Report 
General Logistics 

 On December 13-14, 2010, a Newborn Screening Financial Review Team 
(Review Team) (brief resumes in Appendix 1) met with selected staff members of the 
newborn screening program of the Kansas Department of Health and Environment 
(KDHE) to review program finances and make related recommendations.  This review 
service was provided by the National Newborn Screening and Genetics Resource Center 
(NNSGRC) through a cooperative agreement with the Genetic Services Branch of the 
Maternal and Child Health Bureau (MCHB), Health Resources and Services 
Administration (HRSA).  This review was at the request and invitation of Marc Shiff, 
MPA, CPM, Director, Special Health Care Needs/NBS, Bureau for Children, Youth and 
Families. Also present via telephone was Gary Hoffman, special consultant to the KDHE 
on NBS financial issues. 

Logistics Details 
An intensive 1½ day interview session was held with selected KDHE staff 

members including: Linda Kenney (Bureau of Children, Youth and Families), Marc Shiff 
(Children and Youth with Special Health Care Needs), Linda Williams and Jamey 
Kendall (Newborn Screening – Follow-up), Stacey Sandstrom (Laboratory – Chemistry 
Supervisor), and Colleen Peterson (Laboratory – Newborn Screening Supervisor). 
Additional information was contributed by Liz Abbey (Sound Beginnings Program 
Coordinator), Eleanor Buffington (Laboratory Fiscal Analyst), and Shelley Russell 
(Hicks) (Fiscal). 

All Review Team members had previously visited KDHE in 2005 as part of a 
program review and so their primary need was review and updating to reacquaint them 
with administration of the NBS program. Marc Shiff provided introductory comments 
and Linda Kenney provided a historical review of legislation affecting NBS, including 
in-depth information about funding. Additionally, she reviewed all NBS fiscally related 
issues within the follow-up and treatment program, and provided an overview of issues 
related to funding sources – primarily tobacco settlement funds [designated for 
Children’s Initiative Funds (CIF)], Title V, and Medicaid.  Stacey Sandstrom provided 
similar information for laboratory operations. Linda Williams, Colleen Peterson, and 
Jamey Kendall answered technical question relating to their respective functions. As the 
interview process proceeded, Liz Abbey was requested to review the operations of the 
newborn hearing screening (NHS) program, particularly providing information relative to 
Medicaid reimbursement and hospital charges. Because a significant portion of the 
laboratory budget currently comes from Medicaid reimbursement for NBS and certain 
other services, Eleanor Buffington provided necessary clarifications. Financial questions 
about follow-up and treatment costs were answered by Shelley Russell.  
 The dedication of all staff associated with the screening program and their interest 
in providing a fiscally sound, quality newborn screening program that meets the needs of 
Kansas citizens was evident. 
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Newborn Screening Program Information  

Newborn screening (NBS) is a preventive public health program focusing on 
early detection and treatment for congenital conditions that can cause mental and 
physical disabilities, including death. NBS began with legislation requiring screening for 
phenylketonuria (PKU) in 1965. It has expanded over the years until its current status as 
defined in Kansas Statutes Annotated (KSA) §65-180 (see Appendix 2 for full text). 
Since July 1, 2008, the education, screening, testing and follow-up NBS program has 
included the 29 conditions (including hearing screening) recommended by the Secretary 
of Health and Human Services prior to 2010. Additionally, the enabling legislation 
requires maintenance of “a registry of cases including information of importance for the 
purposes of follow-up services” and the provision of “necessary treatment products for 
diagnosed cases” limited to “appropriations available therefor.” Treatment services are 
provided by the state only after certain financial considerations have been met as defined 
in the statute. An Advisory Council appointed by the Secretary of Health and 
Environment advises the KDHE on the rules and regulations governing the program. The 
KDHE is tasked with periodically reviewing the program for efficacy and cost 
effectiveness, and to determine adjustments that may be needed in order to maximize 
program outcome.  
 There are approximately 43,000 births annually (42,568 in 2008 reported by the 
National Center for Health Statistics – latest figures available) in Kansas with a majority 
occurring in 10 birthing facilities.  The number of out-of-hospital births is not known.  
Approximately 40% of all Kansas births qualify for Medicaid reimbursement. Over 90% 
of all births are recorded via electronic birth certification.   NBS record keeping occurs 
through a combination of manual records and unlinked computer systems (one in 
laboratory and one in follow-up) that are limited to the most basic program needs. A 
comprehensive data system capable of managing patient and specimen information from 
the initial hospital patient encounter through maintenance of long-term outcome 
indicators, including linkage to birth records and other child health programs, is not 
available, primarily due to cost considerations. As a result, the program currently suffers 
from less than optimal record management and future electronic healthcare efforts 
targeting computerized medical information exchange will likely be impacted. Limited 
electronic capabilities also appear to contribute to the slow reporting of laboratory quality 
assurance data to the national reporting system (data has not been reported for the years 
2008-2010) and may be limiting internal quality assurance efforts. Additionally, limited 
computer technology contributes to the fact that there is currently no efficient mechanism 
for comparing births to specimens tested to ensure that all Kansas babies are being 
screened. A NBS serial number is currently a part of the screening record of each 
newborn and could be included in the official birth record as a simple means of record 
linking. This linking concept has been favorably discussed internally, but there has been 
no action taken yet to implement it.  

There is currently no NBS fee in Kansas, making it one of four programs without 
such a fee (NY, DC, PA, KS). It should be noted, however, that the programs in PA and 
DC include fees charged to patients for screening tests by hospitals. No data exists in 
Kansas regarding possible hospital charges for specimen collecting and administering the 
NBS program. At the present time, Kansas NBS funding arises primarily from CIF with 
some additional monies available from Medicaid, Title V Block Grant and general 
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revenue. Medicaid funds are only available in the laboratory and currently do not support 
any non-laboratory activities despite the fact that other activities comprise the newborn 
screening program [e.g. administration, education (patient, provider, and policy maker), 
follow-up, tracking, etc.]. In the case of newborn hearing screening (NHS), Medicaid 
costs for testing are reimbursed to hospitals depending on the type of testing provided 
(otoacoustic emission = $54.58; auditory brainstem response = $44.67). No data were 
available to the Review Team regarding total Medicaid expenditures for NHS. 

KNSP Program Operations 
The KNSP laboratory staff currently includes 9 personnel (2 Senior Laboratory 

Scientists, 2 Laboratory Scientists, 2 Microbiologists, 1 Chemist, 2 Laboratory 
Technicians, 1 Senior Administrative Specialist),  exclusive of the data entry staff, who 
are in a separate unit (approximately 1 FTE is used for this activity). Testing in the 
laboratory occurs 5 days/week (40 hr. work week). The KNSP laboratory receives 
approximately 50,000 specimens annually (the number of specimens is much greater than 
the number of births because some pediatric practices routinely obtain a second specimen 
at the first outpatient visit, intensive care units may submit multiple specimens on the 
same baby, repeat specimens may be required to confirm initial findings, and specimens 
of unsatisfactory analytical quality may require recollection/testing). A state courier 
service, which collected specimens for other laboratory programs (primarily serving 
country health departments) previously transported approximately 10% of total 
specimens, but was this service has been discontinued and essentially all specimens are 
now conveyed by the U.S. Postal Service.  Bar coded serial numbers on specimen 
collection cards (kits) are linked to the birthing facilities receiving them as a means of 
monitoring collection kit inventories. These serial numbers are included in the data 
entered for each received specimen, and they enable automatic printing of facility mailing 
information when returning results.  Phone calls are made to submitters in order to 
identify the newborn’s physician on all specimens arriving without this information.  
Reports of laboratory results are provided to both the birthing facility and the physician 
identified on the submission form.  For primary care physicians with fax numbers on file, 
reports are automatically faxed (approximately 60% are faxed).  Most laboratory reports 
are finalized and submitted within two days of specimen receipt.  All residual blood 
specimens are retained at -20ºC for one month and then autoclaved and destroyed with 
one exception – specimen cards that exhibited abnormal results are retained indefinitely. 

The non-laboratory part of the KNSP (administration/follow-up) consists of 4 
personnel (2 Public Service Executive I, 1 Administrative Specialist, 1 Administrative 
Assistant). Several contracted medical consultants are available to the program to provide 
follow-up (including treatment/management.  All (in addition to others) serve as program 
advisors. The administrative/follow-up staff is responsible for tracking all suspect 
screening results to ensure appropriate follow-up and confirmatory testing. These staff 
members also undertake public and professional education, and other system-wide 
administrative functions, including oversight of treatment/management protocols. As part 
of program services, metabolic foods and formula, and treatment drugs for other 
conditions, may be supplied to each patient on a sliding fee scale based on income 
criteria.  While collection and evaluation of long-term outcome data are essential to 
evaluating and improving NBS, there are currently only limited efforts in this regard.  
Because long-term outcome follow-up requires funding, it must be included in costing 
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considerations. 
KNSP Costs 

As a part of this review, current cost information was supplied by both the 
laboratory and non-laboratory arms of the KNSP. These data have been summarized in 
Table 1. An additional employee identified as a “Billing specialist” has been listed as a 
laboratory expense (a necessary expense for fee administration identified by the program 
during the review). “Estimated indirect” expenses of 25% of direct costs (excludes 
professional fees and capital equipment) have also been included to give a total current 
expenditure estimate of $3,121,650, or approximately $72.59 per newborn (assuming 
43,000 births), should a fee be established in the current program configuration. This fee 
assumes that professional fees, capital outlay, facilities management charges, etc. remain 
fairly consistent each year. 

 
Table 1. Current Costs for Fee Implementation (supplied by program) 

 
 Non-Laboratory Program Costs Laboratory Program Costs 

Item Comment Cost Comment Cost 
Staff – Salaries and Benefits 4 FTEs $222,532 9 FTEs = $563,146 $598,146 
   1 FTE (data entry pool) = $35,000  
Communications Postage, phone, etc. 12,000  12,643 
Freight and Express  500  1,953 
Printing and advertising  3,000  9,577 
Rents Clinic sites 3,000 Div. of Facilities Mgt. 73,688 
Repair and services  500  65,962 
Travel In-state = 3,000 12,381 Combined in-state and out-of-state 4,349 
 Out-of-state = 9,381    
Fees – other services Laboratory tests 33,153  250 
Fees – professional services Clinic contracts 137,874  1,308 
Other contractual  318   
Food for human consumption  1,350   
Motor vehicle supplies  200  211 
Office supplies  6,500  4,368 

Professional supplies Medical needs, inc. 
CYSHCN 154,000 Laboratory reagents 1,010,910 

Capital outlay    146,899 
Other supplies  1,951   
*Billing Specialist   Additional staff for fee recovery 41,654 

 
 Operating total 589,259 Operating total 1,971,918 
 
**Estimated indirects 25% 0.25 x $418,232 = 104,558 0.25 x $1,823,461 = 455,865 

 
 Total $693,817  $2,427,783 
 
Total estimated expenditures for current program in fee configuration = $3,121,650 or $72.59 per newborn (43,000 births). 
 
*One FTE needed to handle fee issues 
**Fees – Professional services and capital equipment are excluded from indirect calculations. 
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The Review Team was asked to develop additional costing information for 
program improvements that would result in a more efficient and effective Kansas NBS 
program in today’s electronic environment. In particular, there were major concerns 
raised during the interview process regarding the lack of a comprehensive computerized 
system of data management and record keeping, including proper maintenance of a 
statutorily required disease registry. Several commercial systems exist that might meet 
the needs of the KNSP. In general, these systems begin with an electronic record at the 
birthing facility and allow for patient information and specimen tracking through the 
screening process (specimen collection, transport to the screening laboratory, laboratory 
testing), short term follow-up to diagnosis, and long term follow-up through 
treatment/management and beyond (so that program and patient accomplishments can be 
evaluated). Additionally, an automated system should include 24 hour access to result 
reports either through voice response or secure on line reporting. Capability for internal 
linking to other related systems such as vital records should be available. 

In order to obtain a system that best meets the needs of the program, multiple 
vendors should be asked to explain their current operations in other states and countries. 
From this information, the program will likely be able to generate a technical 
specification to guide the bidding process. Quick estimates obtained at the time of the 
Review Team visit seemed to indicate an initial outlay of approximately $500,000 with 
recurring maintenance costs of approximately $70,000. Subsequent information obtained 
by Review Team members suggests that annual costs of approximately $100,000-
$150,000 per year long-term would be an appropriate estimate to use in fee 
considerations and would include amortized costing of both software and hardware, 
likely for 5-7 years, in some combination with ongoing maintenance. Because there are 
many ways in which to package a commercial system, it is difficult to estimate this cost, 
but it will likely be in the range of $2.50- $3.00 per specimen per year.  

Two other major program enhancement areas involve testing service and 
education. Since many of the conditions now being screened as part of the KNSP involve 
disorders that have severe mortality and/or morbidity within the first few days of life, 
faster turnaround of results is essential. Two major influences on faster service involve 
specimen transit and laboratory testing.  In the former instance, a courier service that 
reaches a large majority of the birthing centers is desirable. While a courier service for 
other laboratory testing programs was previously in place, it apparently did not 
efficiently reach the birthing facilities that submit NBS specimens. Careful attention to 
program needs should be addressed in any courier contract, including Saturday/holiday 
transport.  The Review Team recommends an expansion of laboratory testing services 
and related follow-up to include weekends and holidays. In order to provide screening 
results within 5-7 days of birth for time critical disorders, a 6-day laboratory (and 
subsequent follow-up) work week for a portion of the testing staff is necessary. On 
special holidays, specimen transport may be problematic, but in no case should there be 
more than 2 consecutive days of laboratory closure. While scheduling can be challenging 
and staffing requirements may increase slightly, this type of testing service is needed 
since time-critical screening already exists in the KNSP.  We estimate that a courier cost 
of approximately $1.25-$1.50 per patient would be required to meet the transit 
requirement and an increase of approximately 1 FTE in the laboratory (approximately 
$45,000 or $1.00 per newborn) would be required.  Therefore, an increased cost of 
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approximately $2.50 per newborn would be required to meet the overall service 
enhancement. 

Education (including consumers, healthcare providers, and policy makers) was 
also considered to be an area of need and concern. Not only is it necessary to provide 
both pre-screening information about the program and the methodology for specimen 
collection and result reporting, but it is also increasingly important to provide post-
screening information for physicians and family members about disorders that might 
have been detected, possible services available, and outcome measures that should be 
monitored. While residual NBS blood spots are not currently saved for research in 
Kansas, there is increasing interest among consumer groups regarding the ultimate 
disposition of their baby’s blood specimen. Other programs are finding that education 
about disposition of residual dried blood spots requires increasing attention and the same 
is likely true in Kansas 

Professional educational efforts can be combined with electronic quality 
assurance monitoring to improve program efficiencies. For example monitoring 
unsatisfactory/unacceptable specimen rates can identify submitters requiring additional 
specimen collection education where rates are the highest. This in turn can significantly 
reduce the number of babies requiring collection of a subsequent because of analytical 
quality issues.  Fewer specimen rejections can enhance support of the program by the 
medical and consumer community. Proper attention to all of the educational needs 
identified will likely require the services of 1 additional FTE in the follow-up group at a 
cost of approximately $45,000 annually or about $1 for each newborn screened. 

Based on the calculations above, an additional charge of approximately $7 per 
newborn would cover most costs associated with program improvement. As 
treatment/management costs increase, it might be prudent to plan for some increase to 
cover these costs. On this basis, a fee of approximately $82 would seem appropriate to 
cover the program and the improvements noted above. While this fee was calculated on 
the basis of 43,000 newborns, the usual number of specimens received would probably be 
higher (based on previous history). Any extra funds would likely be useful for 
replacement equipment or, perhaps, equipment for expansion. Of course, as national 
standards of practice change and new conditions are added to the screening program, cost 
adjustments will be necessary.  Already it is anticipated that additional costs for adding 
Severe Combined Immunodeficiency (SCID) screening would increase costs in the 
neighborhood of $5 per newborn. 

As noted in the AAP Task Force Report {[Pediatrics 2000;106(suppl 2):383-427] 
– see Executive Summary in Appendix 4}, it is strongly recommended that the entire 
newborn screening system be supported in such a manner that if a fee exists, it should 
first pay for all newborn screening system expenses before it is absorbed into government 
general revenues for other programs. Table 2 (p. 12) provides a listing of the fees 
currently charged for newborn screening in all U.S. programs.  The latest published 
information is used even though it exists in different years for different items. A 
comparison of fees in 2006 versus 2010 has been listed to show the tendency among 
programs to increase fees as program expansion needs are realized. 
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Table 2.  Newborn Screening Births, Percent Medicaid Births, and Screening Fees (Latest 
published data) 

 

State 

Births 
(Occurrence) 

In 2008 a 
 

Percent  
Medicaid 

births  
(2003b) 

Number 
of 

screens 
required 

Fee 
1/2006 

Current Fee 
1/2011  Notes 

Alabama 63,450 45.5 1 $139.33 $125.57 Two screens strongly recommended. 
Alaska 11,329 55.1 1  $55.00 $75.00 Fee includes any repeats. Two screens recommended. 
Arizona 100,089 50.5 2 $20.00 $70.00 Separate fee for each mandated specimen. 
Arkansas 39,502 51.7 1 $14.83 $89.25  
California 552,618 44.3 1 $78.00 $102.75  
Colorado 70,527 37.3 2 $53.25 $85.00 Fee includes 2 mandated specimens (2-part form).  
Connecticut 40,930 28.4 1 $28.00 $56.00  
Delaware 12,545 41.0 2 $64.00 $98.00 Fee includes 2 mandated specimens and any repeats. 
District of Columbia 14,499 33.7 1 No Fee No Fee Hospitals pay screening lab. District does not charge a fee. 
Florida 231,652 49.6 1  $15.00 $15.00  
Georgia 147,799 50.0 1 No Fee $40.00  
Hawaii 19,463 27.2 1 $47.00 $55.00  
Idaho 24,676 39.7 1 $23.00 $30.00 $46 for double kits if screening occurs prior to 48 hrs. 
Illinois 173,410 39.9 1 $47.00 $59.00  
Indiana 89,345 41.2 1  $62.50 $85.00 Includes $32.50 laboratory surcharge and all repeats. 
Iowa 40,281 28.1 1 $56.00 $77.00 Fee includes any repeats. 
Kansas 42,568 39.6 1  No Fee No Fee  
Kentucky 56,621 43.7 1 $14.50 $53.50  
Louisiana 65,073 58.7 1  $18.00 $30.00 Fee expected to increase to $40.00 later in 2005. 
Maine 13,500 47.0 1 $44.00 $110.00  
Maryland          74,615 34.0 1 $42.50 $42.00 Fee includes repeats; 2  screens strongly recommended. 
Massachusetts 77,543 29.5 1 $54.75 $54.75  
Michigan 120,172 35.5 1  $55.72 $87.03 Fee includes any repeats. 
Minnesota 72,220 36.6 1 $61.00 $101.00  
Mississippi 44,139 60.0 1  $70.00 $70.00  
Missouri 81,992 45.4 1  $25.00 $65.00  
Montana 12,551 35.0 1 $39.34 $91.70  
Nebraska 27,082 39.6 1 $30.75 $38.50  
Nevada 39,192 21.0 c 2 $60.00 $60.00 Fee includes 2 mandated specimens (2-part form). 
New Hampshire 13,630 23.3 1 $18.00 $71.00  
New Jersey 109,703 24.2c 1 $71.00 $95.00  
New Mexico 29,572 51.7 c 2 $32.00 $89.00 Fee includes 2 mandated specimens (2-part form). 
New York 252,360 40.5 1 No Fee No Fee  
North Carolina 132,106 47.9 1 $10.00 $19.00  
North Dakota 10,312 30.0 1  $36.00 $60.00  
Ohio 149,346 32.1 1 $33.75 $55.16  
Oklahoma 53,720 49.5 1  $75.59 $120.33 Fee includes hearing screening. 
Oregon 49,499 42.6 2 $54.00 $54.00 Fee includes 2 mandated specimens (2 -part form) 
Pennsylvania 148,460 31.0 1 No Fee No Fee Most hospitals charge a fee for expanded testing.  Fees vary. 
Rhode Island 12,812 37.0 1 $59.00 $110.00  
South Carolina 60,401 55.3 1 $42.00 $68.51  
South Dakota 12,631 36.0 1 $18.53 $60.00  
Tennessee 90,885 46.2 1  $47.50 $75.00  
Texas 412,127 47.6 c 2 $19.50 $34.50 Separate fee for each mandated specimen.  
Utah 56,787 30.2 2 $31.00 $75.00 Fee includes 2 mandated specimens (2-part form). 
Vermont 5,957 47.6 1 $33.30 $95.00  
Virginia 104,990 27.6 1  $32.00 $53.00  
Washington 90,318 45.6 1 $60.90 $64.40 Fee includes repeats; 2 screens strongly recommended. 
West Virginia 21,441 50.0 1  No Fee $45.00  
Wisconsin 71,272 38.1 1 $65.50 $69.50 $30.00 laboratory surcharge included in fee. 
Wyoming 7,444 46.0 1 $45.00 $70.00  
(a) Latest figures released by the National Center for Health Statistics 
ftp://ftp.cdc.gov/pub/Health_Statistics/NCHS/Dataset_Documentation/DVS/natality/UserGuide2008.pdf (accessed Jan 2, 2011) 
(b) Latest published statistics - from Kaiser State Health Facts Online, http://www.statehealthfacts.org/comparemaptable.jsp?ind=223&cat=4 (accessed Jan. 2, 2011) 
(c) 2003 Medicaid statistics unavailable so statistics are taken from http://www.statemaster.com/graph/hea_as_per_of_sta_bir-births-financed-medicaid-percent-state 
(accessed Jan. 2, 2011). 
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Fee Collection 
Several models for fee collection exist, but the most popular is the sale of 

newborn screening kits to birthing facilities and other specimen submitters. In this model, 
all system costs are calculated using standard accounting procedures and the cost of 
screening averaged across all births to calculate a screening kit charge. Kits are then sold 
(usually through an ordering and shipping process based in the screening laboratory) to 
specimen submitters. There are several methods for ensuring that the cost of the kits 
covers all system expenses (including patients who cannot pay, repeat specimens, 
ongoing testing improvement, future expansion, etc.) and that hospitals can recover 
appropriate costs from Medicaid. The important points are to ensure that the system costs 
are comprehensive and that Medicaid reimbursements for hospitals are appropriately 
determined. Because some physicians or birthing centers may prefer to send additional 
screening specimens on some patients and the number of such specimens is difficult to 
predict, it is strongly suggested that a fee be assessed for any specimen tested, unless it is 
the result of a laboratory or shipping error (in which case a refund or credit must be 
given). Experience in other programs has shown this billing process to be efficient and to 
assist in improving the quality of the specimens submitted (since poor quality specimens 
would result in an additional charge unless there was a laboratory or shipping error).   

The Review Team recognizes that NBS Medicaid cost recovery issues in Kansas 
may be complex and, for KDHE laboratory services, may be linked to other funding 
issues. Medicaid funds currently contracted to the laboratory are essential for its daily 
operation and any fee and fee disbursement must be carefully developed so that these 
funds are appropriately replaced. This will likely require a reevaluation more 
comprehensive funding issues within the laboratory – complexities beyond the scope of 
this report. Laboratory fiscal information indicated a current annual Medicaid contractual 
income of $322,654 based on the number of Medicaid patients served and program costs 
(per contract with the Kansas Public Health Authority). The mix of state and federal 
funds was unclear. No income from Medicaid was identified for the non-laboratory 
portion of the program. It was further noted that approximately 40% of Kansas births 
qualify for Medicaid. Likewise it was noted that there are Medicaid payments made for 
NHS, although a total amount of expenditure was not available. The state portion of the 
Medicaid match for Kansas is understood to be approximately 40%. Thus, assuming a 
current fee budget of $3,121,650 ($72.59 per newborn), Medicaid would presumably 
expend (through fee payments) $1,248,660 (of which the federal portion would be 
$749,196 and the state portion would be $499,464). For the optimized program 
discussed, with a fee of $81.45 per newborn ($3,502,623 total budget), Medicaid 
payments would be expected to be $1,401,049 (federal match = $840,629; state match = 
$560,420).  

In the vast majority of state NBS programs, birthing facilities pay for screening 
kits as they are ordered and, in turn, recover their costs from insurers and Medicaid as 
part of their newborn delivery charges (including any additional administration or 
specimen collection fee). In the billing described here (sale of screening kits), Medicaid 
reimbursement schedules to hospitals will need to be adjusted so that hospitals do not 
incur unnecessary revenue loss. The KDHE will need to take a proactive role in assisting 
hospital in recovering both Medicaid and other third party payments. Likewise, Medicaid 
funds currently being accessed by the laboratory play an important role in overall 
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laboratory operations, and their replacement with fee funds must be a consideration in 
costing plans. 
 In order to ensure that program income is sufficient to cover all expenses, an 
annual cost accounting review should be conducted and its results reported to the NBS 
Advisory Committee and the Secretary of KDHE.  If appropriate, fee adjustments should 
be considered.  Rather than continually seeking Legislative approval for fee adjustments, 
program recommendations should be presented to the Advisory Committee for their 
concurrence, and a final recommendation should be presented to the Secretary of KDHE 
for approval and implementation. In cases where a new or improved process may require 
additional funds for implement not covered by the existing fee (either for personnel, 
equipment, reagents or any combination), then a temporary surcharge may be necessary. 
Absent a process for funding new or improved testing, including expansion to other 
disorders, it may be necessary to seek assistance from the Legislature. 
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BRIEF RESUME 

 
WILLIAM HARRY HANNON 

 
ADDRESS 
  4929 Duncans Lake Point 
  Buford, GA  30519    
  Email: whannon@bellsouth.net 
 
EDUCATION 
  Georgia State University, B.S., 1965, Chemistry 
  University of Tennessee, Ph.D., 1972, Biochemistry 
  Oak Ridge National Laboratories, 1974, Post-Doctoral    
 
PROFESSIONAL SOCIETY MEMBERSHIPS 
  Charter Member: International Society for Newborn Screening (ISNS) – 1987 - present;  
            Member of ISNS Executive Council (1999-2010); Vice-President (2002-2010)  
  Member of four other organizations. 
 
PROFESSIONAL COMMITTEES 
1991-present: International Quality Assurance Working Group - ISNS 
1991-present: Newborn Screening and Genetics Committee –Liaison 
   Association of Public Health Laboratories 
2005 – present: Member of HHS Secretary’s ACHDNC, Subcommittee for Laboratory. 
2010 – present: Member, Area Committee for Immunology and Ligand Assays 
     Clinical and Laboratory Standards Institute (CLSI)  
 Serves or served on 20+ other national and international committees for quality assurance, 
and standards development committees for laboratory improvement, and 30+ organizing  
committees for conferences and symposia. 
 
EXPERIENCE 
2010–present:  Consulting services for newborn screening activities with NNSGRC. 
1/5/2009 - Management/Consultant [McKing Consulting Corporation, Atlanta, Georgia] 9/1/2010 
 Provided management consultations and program support for the daily   
 operation of the Newborn Screening and Molecular Biology Branch,    
 Division of Laboratory Sciences (DLS), CDC and to the Acting Branch   
 Chief/Division Director, DLS for both scientific and administrative activities. 
1/2/2009 Retired from Centers for Disease Control and Prevention with 40 years service. 
2007-2008 Acting Branch Chief, Newborn Screening and Molecular Biology Branch, CDC. 
1982-2007 Chief, Newborn Screening Branch, Division of Environmental Health    
 Laboratory Sciences, National Center for Environmental Health, Centers for  
 Disease Control and Prevention, Atlanta, Georgia 30341.  Branch projects   
 involve operation of the National Quality Assurance Program for Newborn   
 Screening (NSQAP) for inborn errors of metabolism, sickle cell disorders   
 and other hemoglobinopathies, HIV antibody assays with dried-blood spots,  
 immunoassay and tandem mass spectrometry methods for fatty acid   
 oxidation disorders, amino acid disorders, organic acid disorders, and   
 assays for immune function disorders. NSQAP provides dried blood spot   
 proficiency testing and quality control materials, performance reports, and   
 technical consultations to 352 NBS laboratories in 53 countries. 
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PUBLICATIONS 
  Over 275 publications in scientific journals and proceedings with most of these concerning filter 
   paper tests and newborn screening issues, e.g.,  
 Blood collection on filter paper for newborn screening programs: approved standard-fifth  edition. 

Wayne (PA):CLSI; 2007 CLSI Document LA4-A5. 
 Using tandem mass spectrometry for metabolic disease screening among newborns.  MMWR 

Recommendations and Reports April 13, 2001; 50:1-34. 
 Contribution of selected metabolic diseases to early childhood deaths-Virginia, 1996-2001.  

 MMWR 2003; 52 (29):677-679. 
 Applying public health strategies to primary immunodeficiency diseases. MMWR 

 Recommendations and Reports, 2004; 53:1-29. 
Improved MS/MS analysis of succinylacetone extracted from dried blood spots when  combined with 
amino acid analysis and acylcarnitine. Clin Chim Acta, 2009; 407:6-9. 
Newborn screening systems performance evaluation program and assessment scheme (PEAS). Semin 
 Perinatol 2010;34;105-120. 
Development of a DNA-based cystic fibrosis proficiency testing program for newborn 
 screening.  Clin Chim Acta 2010; (submitted)  

 Author of 14 chapters in scientific books. 
 

SPECIAL ACTIVITIES 
 Consultant – 2 international publications; Screening and Infant Screening Newsletter 
 Organizing committee – 30+ National and International Newborn Screening Symposia 
 Co-author for 2 World Health Organization guidelines on Prevention and Control of Congenital 

Hypothyroidism and Phenylketonuria. 
 Served as a member of the Expert Site Review Team for NBS – Reviewing over 34 state programs. 
 Serve on the Georgia Governor’s Public Health Advisory Committee, 2009 to present. 
  
AWARDS 

  Recipient of 35+ Public Health Service special recognition and service awards, e.g., 
 1999 - ISNS Robert Guthrie Award for “Worldwide recognition of outstanding contributions to  

 newborn screening.”   
 2006 - Sigma Xi’s Walter Dowdle Award for Achievements in Public Health Laboratory Science.  

 July 2006. For creating the Newborn Screening Quality Assurance Program and his many  
 other contributions to the health and well-being of newborn infants. 

 2008 - Lifetime Achievement Award from Association of Public Health Laboratories (APHL) 
 for leadership in the field of public health laboratory science and influencing public  health 
policy on a national and global level. 

 2008 - Russell J. Eilers Memorial Award, highest honor that Clinical and Laboratory  Standards 
Institute (CLSI) confers, for outstanding contributions to consensus  laboratory standards. 

 2008 - A global newborn screening award was named in my honor, “The Harry Hannon 
 Laboratory Quality Improvement Award”.  The award is sponsored by APHL.  

 2009 - Dream Makers Award, “Pioneers in Newborn Screening,” April 2009, Jeffrey Modell 
 Foundation, New York City, NY  
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BRIEF RESUME 
 

JULIE LUEDTKE 
 

ADDRESS 
 Newborn Screening & Genetics Program 
 Nebraska Health & Human Services 
 301 Centennial Mall South 
 P.O. Box 95044 
 Lincoln, NE 68509-5044 
 
EDUCATION 
 1983  B.S., University of Nebraska, Lincoln - Education, Community Health Education 

1985-86  University of Nebraska, Lincoln – Graduate work – Human Development 
and the Family 

2002-04   University of Nebraska Medical Center - Master's of Public Health work 
 

EXPERIENCE 
1/85-4/96 Developmental Disabilities Surveyor/Consultant, Nebraska Department of 

Health, Bureau of Health Facilities Standards 
4/96-Present Program Manager, Newborn Screening and Genetics Program and State 

Genetic Coordinator, Nebraska Department of Health and Human Services, 
Division of Public Health, Lifespan Health Services 

 

PROFESSIONAL ACTIVITIES 
 

4/96-4/98 Member, GPGSN State Genetic Coordinators Committee 
4/97-10/99 Member, GPGSN Newborn Screening Committee 
10/97-04/00 Member, Nebraska Family Health Conference Planning Committee 
10/97-present Member, Nebraska Chapter March of Dimes Program Services Committee 
1/98-4/98 Member, Neb. Dept. of Health Public Health Week Promotion Committee 
4/98-10/99 Chairperson, GPGSN State Genetic Coordinators Committee 
1/99-4/02 Co-Chair, Nebraska Neural Tube Defects Prevention Campaign Coalition 
11/00-01/03 Chair, Nebraska Chapter March of Dimes Program Services Committee 
9/02-02/08 ACMG Work Group on Newborn Screening Follow-up and Diagnosis 
1/03-05/04 Member, Planning Committee, National NBS and Genetics Symposium 
9/04-12/05 NCCLS Subcommittee on NBS Follow-up Guidelines 
9/04-present Member NNSGRC PEAS Committee to develop performance evaluation 
 indicators for newborn screening 
4/05-4/06 Member Nebraska Family Health Conference Planning Committee (2006) 
9/05-12/08 Member - US HHS Secretary's Advisory Committee on Heritable Diseases 
 in Newborns and Children, Subcomm. on NBS Follow-up and Management 
2/05-present Member Advisory Council for the Heartland Regional Genetics 
 Collaborative (HRGC) 
10/05-2008 Member State Genetics Coordinators Committee of HRGC 
10/05-present Member Newborn Screening Advisory Committee of HRGC 
10/05-10/06 Executive Secretary to the Education Committee of HRGC 
4/06-present Member Clinical Laboratory Standards Institute Subcommittee on Blood 
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 Collection on Filter Paper for Newborn Screening Programs, 5th Edition  
5/07-present Member Association of Public Health Laboratories Subcommittee on 
 Newborn Screening & Genetics in Public Health 
7/07-present Co-Chair Clinical Laboratory Standards Institute Committee on Guidelines 
 for NBS Practices for Sick and Premature newborns in the NICU. 
11/07-11/08 Member 2008 NBS Symposium Planning Committee 
10/09-present National Coordinating Center for Translational Research Sub-Committee on 
 Long Term Follow-up Data Elements for Newborn Screening 
10/09-present Member Nebraska Dept. Health & Human Services Legislative Liaison 
 Coordinating Council 

 
INVITED PRESENTATIONS 
 10/2002 Great Plains Chapter of Clinical Laboratory Managers Association Fall 
Meeting,   Omaha, NE:  “Nebraska Newborn Screening Program, Present and 
Future.” 

01/2003 3rd Annual MS/MS Program Implementation Meeting: Improving the Efficacy 
and Effectiveness of Tandem Mass Spectrometry Screening, Berkeley 
California:  “Health education resources for families and health professionals.” 

01/2003 3rd Annual MS/MS Program Implementation Meeting:  Improving the Efficacy 
and Effectiveness of Tandem Mass Spectrometry Screening, Berkeley 
California:  “Informed consent and informed decision making: Issues and 
strategies for new MS/MS screening programs.” 

04/2004 Great Plains Chapter of Clinic Laboratory Management Association Spring 
Meeting, Omaha, NE:  “Newborn Screening in Nebraska, An update”. 

05/2004 APHL National NBS and Genetics Symposium:, Atlanta, Georgia, “State & 
Private Partnerships for Newborn Screening, Nebraska’s Experience”. 

04/2006 NBS Presentation at Central Plains Society of American Medical Technologists 
06/2006 NBS Presentation at Kansas Governor’s Children’s Health Committee meeting 
05/2007 APHL National NBS Symposium, presentations on using national newborn 

screening data for quality improvement, and using the Performance Evaluation 
and Assessment Scheme to improve newborn screening. 

11/2008 Nat’l NBS Symposium, San Antonio: “CLSI, Newborn Screening Guidelines 
for Premature, Sick and Low-Birthweight Newborns in the NICU - an Update”. 

05/2010 Newborn Screening for Preterm, Low BirthWeight, and Sick Newborns; 
Approved Guideline, Pre-Nat’l NBS Symposium, Orlando, FL: Pre-conference 
workshop on quality assurance for NBS, “CLSI Newborn Screening Guidelines 
for Premature, Sick and Low Birthweight Newborns in the NICU.” 

 
POSTERS  

11/2008 Nat’l NBS Symposium, San Antonio:  “A Policy Analysis of Dried Blood Spot 
Testing for CMV & Genetic Causes of Hearing Loss”   

03/2010 Dried Blood Spot Testing for Congenital Cytomegalovirus and Genetic Causes 
of Hearing Loss:  A Public Health Perspective.  Early Hearing Detection and 
Intervention National Symposium, Chicago, IL Hoffman, J, Miller J, Johnson T, 
Hoefler F. 
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BRIEF RESUME 
 

BRADFORD L. THERRELL, JR. 
 

ADDRESS 
  Director, National Newborn Screening and Genetics Resource Center 
  1912 West Anderson Lane Suite 210 
  Austin, Texas 78757 
   
EDUCATION 
  B.S.   1966 - Chemistry - Mississippi College (Special Distinction, Honors) 
  M.S.  1969 - Inorganic Chemistry - The Florida State University 
  Ph.D. 1971 - Inorganic Chemistry -The Florida State University  
 
CERTIFICATION 
  American Board of Bioanalysis - High-Complexity Clinical Laboratory Director 
 
EXPERIENCE 
  1999 - Professor, Department of Pediatrics, UTHSCSA, San Antonio, Texas 
  1999 - Director, National Newborn Screening and Resource Center, Austin, 

Texas 
  1979 - 1999 Chemical Services Division Director, TDH Bureau of Laboratories, 

Austin, Texas 
  1974 - 1979 Clinical Chemistry Branch Supv., TDH Bureau of Laboratories, Austin 
  1971 - 1973 Project Director (Chemist) of Title XIX Laboratory Project 
 
PROFESSIONAL ACCOMPLISHMENTS 
 1999-present Director, U.S. Nat’l Newborn Screening and Genetics Resource Center 
 1997-present Editorial Board - JOURNAL OF MEDICAL SCREENING 
 1997-present Editorial Board - GENETIC TESTING 
 1996-1999 Chairperson - TEXGENE Newborn Screening Committee 
 1995-present Expert Reviewer - International Atomic Energy Agency 
 1995-present NCCLS Subcommittee on Newborn Screening 
  1995-1998 Secretary of Policy-Council of Regional Networks for Genetic Services 
 1993-1999 President - International Society for Neonatal Screening (ISNS) 
  1991-1995 Chairperson - Newborn Screening Committee, CORN 
 1991-1996 Co-Editor - SCREENING (Journal of the ISNS) 
 1987-present U.S. Health and Human Services Select Panel on Neonatal Screening 
 1987-1999 Editor-in-Chief - Infant Screening (International Newsletter) 
  1987-1993 Secretary - International Society for Neonatal Screening (ISNS) 
 
INTERNATIONAL ACTIVITIES 
  1982-present  Over 75 invited lectures presented in foreign countries 
  1987-present Founding member, Secretary, and President of the ISNS 
  1988-present Member of organizing committees for15 foreign screening meetings. 
  1991-present Faculty - Technology for Infantile and Neonatal Screening - Sapporo 
  1995-present Expert review activities for 15 foreign projects to improve infant health 
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PUBLICATIONS 
 BOOKS – Editor or co-editor of four books including: 
   Therrell BL Jr (ed) Laboratory Methods in Neonatal Screening.  Washington,  DC: 

American Public Health Association, 1993. 
   Therrell BL Jr (ed) Advances in Neonatal Screening. Amsterdam: Elsevier Science 

Publishers, 1987. 
 
 CHAPTERS – Author or co-author of five book chapters - Abbreviated titles: 
 Screening for congenital hypothyroidism, Automation and computerization, Laboratory 

methods for hypothyroidism, Hemoglobinopathy screening techniques for newborns, 
and Methods for phenylalanine analysis in newborns, Newborn Screening for CAH 

 
MONOGRAPHS – Author or co-author of 6 monographs including 2 for the World Health 

Organization (Guidelines for prevention and control of hypothyroidism, and 
Guidelines for prevention and control of phenylketonuria).  

 
ARTICLES – Author or co-author of over 115 scientific articles in the areas of:  public 

health policy, computerization, automation, chemistry, microbiology, endocrinology, 
hematology, and newborn screening including: 

 
Therrell BL Jr, Panny SR, et.al. U.S. Newborn screening system guidelines: statement 
of the Council of Regional Networks for Genetic Services.  Screening 1992;1:135-
147. 
 
Therrell BL, Hannon WH, et.al.  Guidelines for the retention, storage, and use of 
residual blood spot specimens after newborn screening analysis: Statement of the 
Council of Regional Networks for Genetic Services.  Biochem and Molec Med 
1996;57:116-124. 
 
Meaney FJ, Kinney S, Therrell BL, et.al.  Assessing genetic risks - implications for 
health and social policy: response from the Newborn Screening Committee of the 
Council of Regional networks for Genetic Services.  Screening 1996;4:247-249. 
 
Therrell BL, Berebaum SA, Manter-Kapanke V, et.al. Results of screening 1.9 million 
Texas newborns for 21-hydroxylase-deficient congenital adrenal hyperplasia.  
Pediatrics 1998;101:583-590. 

 
Therrell BL.  U.S. newborn screening policy dilemmas for the twenty-first century.  
Molec Genetics and Metab 2001 ; 74:64-74. 
 
Larsson A and Therrell BL.  Newborn screening: the role of the obstetrician.  Clin 
Obstetr Gynecol 2002; 45:697-710. 
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Appendix 2 
 

 Kansas Newborn Screening Statute 
 

Kansas Statutes Annotated (KSA) 65-180 
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Kansas Statutes Annotated (KSA) 65-180 
 

Chapter 65: Public Health 
Article 1: Secretary Of Health And Environment, Activities 
Statute 65-180: Educational, screening, testing and follow-up program concerning phenylketonuria, 
congenital hypothyroidism, galactosemia, maple syrup urine disease and certain other genetic diseases; 
registry of cases; food and treatment products; reimbursement of cost; eligibility; newborn screening 
programs. The secretary of health and environment shall:  
      (a)   Institute and carry on an intensive educational program among physicians, hospitals, public 
health nurses and the public concerning congenital hypothyroidism, galactosemia, phenylketonuria and 
other genetic diseases detectable with the same specimen. This educational program shall include 
information about the nature of such conditions and examinations for the detection thereof in early 
infancy in order that measures may be taken to prevent the mental retardation or morbidity resulting from 
such conditions.  
      (b)   Provide recognized screening tests for phenylketonuria, galactosemia, hypothyroidism and such 
other diseases as may be appropriately detected with the same specimen. The initial laboratory screening 
tests for these diseases shall be performed by the department of health and environment or its designee for 
all infants born in the state. Such services shall be performed without charge.  
      (c)   Provide a follow-up program by providing test results and other information to identified 
physicians; locate infants with abnormal newborn screening test results; with parental consent, monitor 
infants to assure appropriate testing to either confirm or not confirm the disease suggested by the 
screening test results; with parental consent, monitor therapy and treatment for infants with confirmed 
diagnosis of congenital hypothyroidism, galactosemia, phenylketonuria or other genetic diseases being 
screened under this statute; and establish ongoing education and support activities for individuals with 
confirmed diagnosis of congenital hypothyroidism, galactosemia, phenylketonuria and other genetic 
diseases being screened under this statute and for the families of such individuals.  
      (d)   Maintain a registry of cases including information of importance for the purpose of follow-up 
services to prevent mental retardation or morbidity.  
      (e)   Provide, within the limits of appropriations available therefor, the necessary treatment product for 
diagnosed cases for as long as medically indicated, when the product is not available through other state 
agencies. In addition to diagnosed cases under this section, diagnosed cases of maple syrup urine disease 
shall be included as a diagnosed case under this subsection. Where the applicable income of the person or 
persons who have legal responsibility for the diagnosed individual meets Medicaid eligibility, such 
individuals' needs shall be covered under the Medicaid state plan. Where the applicable income of the 
person or persons who have legal responsibility for the diagnosed individual is not Medicaid eligible, but 
is below 300% of the federal poverty level established under the most recent poverty guidelines issued by 
the United States department of health and human services, the department of health and environment 
shall provide reimbursement of between 50% to 100% of the product cost in accordance with rules and 
regulations adopted by the secretary of health and environment. Where the applicable income of the 
person or persons who have legal responsibility for the diagnosed individual exceeds 300% of the federal 
poverty level established under the most recent poverty guidelines issued by the United States department 
of health and human services, the department of health and environment shall provide reimbursement of 
an amount not to exceed 50% of the product cost in accordance with rules and regulations adopted by the 
secretary of health and environment.  
      (f)   Provide state assistance to an applicant pursuant to subsection (e) only after it has been shown 
that the applicant has exhausted all benefits from private third-party payers, Medicare, Medicaid and 
other government assistance programs and after consideration of the applicant's income and assets. The 
secretary of health and environment shall adopt rules and regulations establishing standards for 
determining eligibility for state assistance under this section.  
      (g) (1)   Except for treatment products provided under subsection (e), if the medically necessary food 
treatment product for diagnosed cases must be purchased, the purchaser shall be reimbursed by the 
department of health and environment for costs incurred up to $1,500 per year per diagnosed child age 
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18 or younger at 100% of the product cost upon submission of a receipt of purchase identifying the 
company from which the product was purchased. For a purchaser to be eligible for reimbursement under 
this subsection (g)(1), the applicable income of the person or persons who have legal responsibility for the 
diagnosed child shall not exceed 300% of the poverty level established under the most recent poverty 
guidelines issued by the federal department of health and human services.  
      (2)   As an option to reimbursement authorized under subsection (g)(1), the department of health and 
environment may purchase food treatment products for distribution to diagnosed children in an amount 
not to exceed $1,500 per year per diagnosed child age 18 or younger. For a diagnosed child to be eligible 
for the distribution of food treatment products under this subsection (g)(2), the applicable income of the 
person or persons who have legal responsibility for the diagnosed child shall not exceed 300% of the 
poverty level established under the most recent poverty guidelines issued by the federal department of 
health and human services.  
      (3)   In addition to diagnosed cases under this section, diagnosed cases of maple syrup urine disease 
shall be included as a diagnosed case under this subsection (g).  
      (h)   The department of health and environment shall continue to receive orders for both necessary 
treatment products and necessary food treatment products, purchase such products, and shall deliver the 
products to an address prescribed by the diagnosed individual. The department of health and environment 
shall bill the person or persons who have legal responsibility for the diagnosed patient for a pro-rata share 
of the total costs, in accordance with the rules and regulations adopted pursuant to this section.  
      (i)   Not later than July 1, 2008, the secretary of health and environment shall adopt rules and 
regulations as needed to require, to the extent of available funding, newborn screening tests to screen for 
treatable disorders listed in the core uniform panel of newborn screening conditions recommended in the 
2005 report by the American college of medical genetics entitled "Newborn Screening: Toward a 
Uniform Screening Panel and System" or another report determined by the department of health and 
environment to provide more appropriate newborn screening guidelines to protect the health and welfare 
of newborns for treatable disorders.  
      (j)   In performing the duties under subsection (i), the secretary of health and environment shall 
appoint an advisory council to advise the department of health and environment on implementation of 
subsection (i).  
      (k)   The department of health and environment shall periodically review the newborn screening 
program to determine the efficacy and cost effectiveness of the program and determine whether 
adjustments to the program are necessary to protect the health and welfare of newborns and to maximize 
the number of newborn screenings that may be conducted with the funding available for the screening 
program.  
      History: L 1965,ch388,§1; L 1974,ch352,§49; L 1977,ch213,§1; L 1984,ch223,§1; L 1985, ch205,§1; 
L 1994,ch262,§4; L 1997,ch117,§1; L 2006,ch158,§1; L 2007,ch177,§23; May 17.  
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Appendix 3 – Article 
 

U. S. Newborn Screening System Guidelines:  Statement of the 
Council of Regional Networks for Genetic Services (CORN). 

 
 Screening 1992;1:135-147. 
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Appendix 4 
 

 Executive Summary -  
Serving the Family From Birth to the Medical Home 

Newborn Screening: A Blueprint for the Future 
 

Pediatrics 2000;106:386-8. 
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Appendix 5 
 

Article - Data Integration and Warehousing: Coordination Between 
Newborn Screening and Related Public Health Programs 

 
 

Southeast Asian Journal of Tropical Medicine and Public Health 
2003; 34:S63-S68. 
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Appendix 6 
 

Standardizing Newborn Screening Results for Health 
Information Exchange 

 
 

Proceedings of the American Medical Informatics Association Annual 
Symposium 2010; available at: 

http://www.lhncbc.nlm.nih.gov/lhc/docs/published/2010/pub2010037.pdf 
. 
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