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Important Newborn Screening 
Phone Numbers at a Glance 

 

NBS F/U - Metabolic & Hearing 
Ph   615-532-8462 
Toll Free 855-202-1357 
Fax 615-532-8555 
 

Filter Papers 
Ph  615-262-6391 
Fax 615-262-6455 
 

ICD9 Codes 
Ph  615-262-6300 
 

NBS State Laboratory 
Ph   615-262-6473 
Fax 615-262-6447 
 

Billing  
Ph   615-262-6300 
Fax 615-262-6396 
 

Voice Response System 
615-262-3041 
866-355-6132 

Contributed by Maria del Pilar Aguinaga, PhD., DLM (ASCP), Meharry Sickle 
Cell Center and Vanderbilt Meharry Matthew Walker Center for Excellence in 
Sickle Cell Disease. 

Through a partnership between 
Vanderbilt University (VUMC), 
Meharry Medical College (MMC) and 
Matthew Walker Comprehensive 
Health Center (MWCHC), The Center 
for Excellence in Sickle Cell Disease 
was created in 2011, in Nashville, TN 
under the direction of Michael R. 
DeBaun, MD, MPH (pediatric 
hematologist and JC Peterson, MD 
e n d o w e d  c h a i r  i n  P e d i a t r i c 
Pulmonology, Vice Chair for Clinical 
Research and Professor in Pediatrics, 
Vanderbilt University and Adjunct 
Professor in Pediatrics, Meharry 
Medical College) and with federal 
funding from the Maternal and Child 
Health Bureau, Health Resources and 
Services Administration, Newborn 
Screening Program. Under this 
umbrella a Medical Home for sickle 
cell disease (SCD) is currently 
functioning at Matthew Walker 
Comprehensive Health Center, thus 
providing coordinated health care 
from birth to adulthood at a single 
location to individuals affected with 
sickle cell disease throughout Middle 
TN. Other partners for the Center for 
Excellence in Sickle Cell Disease are 
Tennessee Oncology, Centennial 
Pediatrics and the Sickle Cell 
Foundation of TN. 
 
The Medical Home concept for 
chronic care involves a patient and 

family centered health care approach 
throughout the life spectrum of an 
individual. All newborns, infants, 
adolescents and adults affected with 
SCD will receive their primary and 
specialty hematology care at MWCHC 
under  MWCHC pr imary  care 
physicians who have been trained in 
the routine care of SCD patients and 
u n d e r  V U M C  a n d  M M C 
hematologists. The Meharry Sickle 
C e l l  C e n t e r  ( M S C C ) 
Hemoglobinopathy Confirmatory 
Laboratory is referring SCD and other 
hemoglobinopathy infants identified 
through the Newborn Screening 
Program to MWCHC for follow-up 
care. In addition, several pediatric and 
adult SCD patients are being referred 
to MWCHC from several local 
practices including VUMC and MMC. 
 
Matthew Walker Comprehensive 
Health Center, Inc. is a private, non-
profit health care agency that has 
served the Middle Tennessee 
Community since 1968. The clinic in 
Nashville provides primary health care 
services that include pediatric, family 
and geriatric medicine, women's health 
services, ophthalmology, an on-site 
pharmacy, a diagnostic center (which 
includes laboratory and radiology 
services), behavior health counseling 
and family dentistry.  

(Continued on page 2) 

Upcoming State Holidays 
 
 Nov 22 and 23, 2012: 

Thanksgiving Day and the 
Friday after (instead of 
Columbus Day) 

 Dec 25 and 26, 2012: 
Christmas Day and the day 
after 

 Dec 31, 2012 and Jan 1 
2013: New Year’s Eve and 
New  Year’s Day. 

A Dream Fulfilled: The Medical Home  
for Sickle Cell Disease in Middle TN 
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Beginning January 1, 2013 all babies born in Tennessee should be screened for Critical Congenital Heart Disease 
(CCHD).  Hospitals and birthing facilities are to submit screening results to the State Newborn Screening Program using 
the newborn screening collection form.  The newborn screening collection form is being edited to accommodate data 
collection of CCHD results.  This means the current in-use newborn screening forms will become obsolete and will no 
longer be acceptable for use after December 31, 2012 for collection of dried blood spot specimens.  New forms will be 
available beginning December 1, 2012 to have on hand for the January 1, 2013 start date.  Please contact the State 
Laboratory @ 615-262-6391 to obtain the new blood spot forms.  Note:  You can use current forms for blood collec-
tion up to December 31, 2012. 

The Month of September is recognized as Sickle Cell Awareness Month and Newborn Screening (NBS) Month. For 
more information on SCD, NBS and the medical home for SCD, please see below. 

 

http://www.childrenshospital.vanderbilt.org/services.php?mid=872 
http://www.mc.vanderbilt.edu/reporter/index.html?ID=9510 
http://www.cdc.gov/ncbddd/sicklecell/index.html 
http://www.cdc.gov/ncbddd/pediatricgenetics/newborn_screening.html 
http://www.mc.vanderbilt.edu/news/releases.php?release=2191 
http://scinfo.org/care-paths-and-protocols-children-adolescents/principles-of-care 
 

Raphael JL, Rattler TL, Kowalkowski MA, Mueller BU, Giordano TP. (2012). The medical home experience among 
children with sickle cell disease. Pediatr Blood Cancer. 2012 Apr 22. doi: 10.1002/pbc.24184. [Epub ahead of print] 
 

Aguinaga, M.d.P., Sullivan, M., Brown, R.L., and Telfair, J. (2008). The Medical Home: Overcoming Health Disparities 
in Sickle Cell Disease. NIH Summit: The Science of Eliminating Health Disparities. National Harbor, MD. (See 
attachment) 
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The Medical Home: Overcoming Health Disparities in Sickle Cell Disease 
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RESULTS  AND DISCUSSION 


CONCLUSIONS 


Health Disparities are differences in the incidence, prevalence, mortality and 
burden of diseases and other adverse health conditions that exit among 
specific population groups in the USA. Under this definition, Sickle cell 
disease (SCD) is a major health disparity in the USA, as it affects primarily 
minority populations, yields significantly decreased life expectancy, and has a 
devastating burden of disease on the patient and family. Regarding 
incidence, SCD is the most common genetic disorder identified at birth by 
newborn screening in the USA, irrespective of race (Table I).  
The Sickle Cell Treatment Act of 2003 (S.874/H.R 1736) was enacted into law 
in 2004 (Fig. 1), allowing states to receive federal funding for patient 
counseling, education, and community outreach programs. Patients could 
also receive federal matching funds for services to treat SCD under Medicaid.   
In 2006, the Health Resources and Service Administration (HRSA) Bureau of 
Primary Health Care and the Maternal Child Health Bureau awarded funding 
for four years to four Grantee Networks from the states of Alabama, Ohio, 
Illinois, and North Carolina to conduct a Demonstration Program designed to 
improve access to services for individuals affected with SCD or sickle cell trait 
(SCT) and also funded a National Coordinating Center (NCC) led by 
Research Triangle International (RTI) partnering  with the Meharry Sickle Cell 
Center, and The Sickle Cell Disease Association of America (Fig. 2). The 
demonstration program is designed to improve and expand patient and 
provider education and the continuity and coordination of service delivery for 
individuals with SCD. Known as the Sickle Cell Disease Treatment 
Demonstration Program, or SCDTDP, the program specifically aims to: 
improve access to services for individuals with SCD; address the knowledge 
gaps that exist in the federally qualified health centers (FQHC); and promote 
the adoption of new developments in care and the routine delivery of genetic 
counseling for Hemoglobinopathies.  
A report will be presented to Congress in the year 2010 on data collected 
from various data collection instruments. This paper discusses the activities 
carried on by the four grantees and the NCC-RTI to address health disparities 
in SCD by providing comprehensive quality health care to SCD patients.  
 


SCD was the first genetic disorder identified at the molecular level. However, 
progress in treating SCD has been slow. This has been in part due to the 
complexity of the clinical manifestations of the disease and to the fact that SCD in 
the US occurs primarily in minority and underserved/underprivileged populations 
with limited access to health care, thus constituting a health disparity per se. 
 SCD is no longer considered a disease of childhood, as SCD patients are living 
longer due to effective therapies. Now SCD is considered a chronic adult illness.   


INTRODUCTION 


BACKGROUND 
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1.-SCD is a major health disparity in the USA, as it affects primarily minority 
populations, has a high incidence in the overall population, yields 
significantly decreased life expectancy, and has a devastating burden of 
disease on the patient and family.  
 
2.-The Medical Home as a model protocol for the prevention of morbidity 
and mortality associated with SCD is one aspect that is being developed 
under the SCDTDP program.   
 


Fig. 2. Location of the four Treatment and Demonstration 
   Networks and National Coordinating Center for the SCDTDP 


Fig. 1. Summary of the Legislative Authority for Sickle Cell 
 Service  Demonstration Grants         
 


At the first joint grantees meeting and the  External 
Technical  Expert Committee meeting in the Spring of 
2007, a Logic Model was developed for this 
program and the concept of utilizing the Wagner 


Chronic Care Model for the management of SCD 
was proposed, with the aim of developing  a 
comprehensive, patient-focused, evidence-based 
health care delivery system that emphasizes self-
management, patient-physician collaboration, and 
inter-disciplinary care-coordination. In the Second 
Joint Grantees Meeting in 2008, emphasis was 
placed in learning about the Medical Home and 
Health Disparities  in special and  Emerging 
Populations. 
 


Fig. 3. The Medical Home for Chronic Care of SCD  


INCIDENCE OF SCD BY NBS in the USA 


 
Incidence of 1:2,000 to 1:2,500 USA newborns. 
1:375 births in the African American population 
1:1114 births in the Eastern USA Hispanic population 
36.20 incidence per 100K population in Native Americans 


1.72 per 100K population in Caucasians 
Also prevalent in Mediterranean, Middle Eastern Indian, 
Caribbean and South American descent. 


Table I. SCD Incidence b y Newborn screening 


The NCC-RTI has produced  a Master Plan, which is 
the roadmap  to assure the success of this Program; a 
Communication Plan with 4 levels of communication; a 
Literature Review, created  for the purpose of informing 
the Networks and the NCC on the historical and current 
issues that impact the care and treatment of patients 
with SCD; an Evaluation Plan with specific goals and 
objectives; a Website portal maintained by RTI which is 
functioning as a communication mechanism to post  
calendar of meetings, conference calls, meeting minutes 
and the literature review and Data collection 


instruments (Table II), Recently the grantees  
underwent training on data collection at the RTI 
headquarters in Rockville, MD.  Learning Collaborative 


to provide training and technical assistance to support 
quality improvement and adoption of the medical home 
model with particular emphasis on leadership, 
partnerships, and care coordination will  also be 
provided under this program. 
 


 
 


 


Medical Home – A Core Component of 
Care 


Commonwealth Fund  2006 Health Care 
Quality Survey  
 


• When adults have health insurance 
coverage and a medical home - 
defined as a health care setting that 
provides patients with timely, well-
organized care, and enhanced access 
to providers - racial and ethnic 
disparities in access and quality are 
reduced or even eliminated.*                                  


•                        


 


 


 
 


 According to the American Academy of Pediatrics, a medical home should 
provide care that is “accessible, continuous, comprehensive, family 
centered, coordinated, and compassionate.”  
Currently the grantees are implementing the Medical Homes Index to 
assess their provision of primary care treatment for SCD. The NCC-RTI is 
overseeing data collection, monitoring, data distribution, best practices and 
clinical protocols for the treatment of SCD. As the grantees obtain their IRB 
approvals, the collection of data is expected to start in January, 2009. It will 
be done at baseline and then at 12 months following enrollment for a total 
of 400  individuals (adults, children and caregivers). 


Exhibit 3.1: Data Collection Instruments, SCD Target 


Population, Sample and Mode of Administration 


 
 
Data  
Collection  
Method 
 
 


SCD Target Population 
 
 


Sample 
 
 


 
 
Administration 
 
 


 
SF-36  
 


 
 
Adults (aged >18)  


 
280 


 
 
Self  or interviewer  
   


 
 
PedsQL  


 
Parents or caregivers of minors  
 
(< 18 years)  


 
 
120 


 
 
Self or interviewer  


 
 
 
PedsQL 


 
 
 
Children and Youth 
 
 (5-18 years) 


 
 
 
100 


 
Interviewer  
 
(ages 5-7)  
 
Self or interviewer  
 
(ages 8-18)  


 
 
Medical  
 
Home  
 
Family   
 
Index 


 
Parents or caregivers of minors  
 
(< 18 years) 
 
Adults (aged >18) 


 
400  


 
Self  


 
 
Health Care  
 
Utilization  
 
Questionnaire 


 
Parents or caregivers of minors  
 
(< 18 years) 
 
Adults (aged >18) 


 
400  


 
Interviewer  


Table II. Data Collection Instruments for the SCDTDP . 



http://www.hrsa.gov/





