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A Dream Fulfilled: The Medical Home
for Sickle Cell Disease in Middle TN

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 (VUMCQ),
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
endowed chair in Pediatric
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 primary care
physicians who have been trained in
the routine care of SCD patients and

under VUMC and MMC
hematologists. The Meharry Sickle
Cell Center (MSCC)

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)

e Newborn Screening Follow-up Program e 425 5th Avenue North e Nashville TN 37243 e



Newborn Screening Newsletter Page 2

A Dream Fulfilled: The Medical Home for Sickle Cell Disease in Middle TN (Continued from page 1)

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.htmI?1D=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)

Updated Newborn Screening Laboratory Form

NEWBORN SCREENING TO AVOID RECOLLECTION — Accurately complete the entire form. All information must be printed.
First Repeat: Prior Unsat Prior <24Hrs or Transf Prior Abnormal Previous TDH#
HOSPITAL INFORMATION
Infant’s Last Name First Previous Last Name Hospital of Birth ID Hospital of Collection ID
/ / ( : Moel 1 )1. Single Birth
Birth Date Birth Time ( )2. Twin ( JA ( )B Infant Medical Record No.
()3 Oer
/ / ( : e
Collect Date Collect Time
Mother's Current Last Name First Age
GENDER: RACE: (___)1. White (__)2. Black ETHNICITY:{___)1.Hispanic
(.M (__)3. Asian (__)4.Am.Ind (__)5. Other (__)2.Non-Hispani o
ress
{2 F BIRTH WEIGHT: Grams GESTATION AGE:
INFANT STATUS AT TIME OF SPECIMEN COLLECTION: CURRENT WEIGHT. Grams City Slate Zip
TRANSFUSED: (___)Y (__IN  Hyes, Dale of Last: / / ( Y=
ANTBIOTICS: (__)Y (__JN  NCU: ()Y (N Pfiona o
FEEDING: (  )1.Breast ( RMNon-lactose ( I3.TPNMLipids ( M.lacose ( JSNPO - - ( ) Code
o 7 ) SEE BACK OF FORM FOR SCREENING INSTRUGTIONS PRIMARY CARE PROVIDER'S INFORMATION
Method: ABR OAE Initial 02 Screen Date/Time: ( N
Right Ear: Pass 1 Refer2 Phone
LeREar: ___ Pass1 Refer 2 / i @l( : )
. Name
—Unabletotesto  _Siillin Hospital 7 | iy 1o RH and foot need to be tested? (__)Y {__)N
_ Declined 3 Expired 8
___Transfered 6 Final Result: Passed(___) Failed (__) Address
Risk Factors: 10 20 30 40 50| porerred to Cardiclo
gy: ()Y (N :
60 A0 BO cO DO EO FO City Stale Zip
TEMNESSEE DEPARTMENT OF HEALTH SPECIMEN CONTROL NUMBER DATE REC'D/LAB NO. [ Lab Unsat

LABORATORY SERVICES
630 HART LANE, NASHVILLE, TENNESSEE

= E- XXXXXX| @

= YYYY-MM Form PH 1582 REV. MM/YY

"Unless Transfusion is marked, the: assumption is that the infant has not lbeen transfused,

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.
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INTRODUCTION

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 20006, 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,
lllinois, and North Carolina to conduct a Demonstration Program designed to
iImprove 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

Maria del Pilar Aguinaga’ 4, Marian T. Sullivan®, R. Lorraine Brown* and Joseph Telfair®.
Meharry Sickle Cell Center! and Department of Obstetrics and Gynecology?, Meharry Medical College,
Nashville, TN, RTI International, Rockville, MD3; Health Resources and Services Administration, Rockville, MD#

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.

The NCC-RTI has produced a Master Plan, which is
the roadmap to assure the success of this Program; a

.S, Department of Health and Human Services

Health Resources and Services Administration

THEUNIVERSITY af MORTH CARCLINA

GREENSBORO

) - raclal and ethnic_
disparities in access and quality are
reduced or even eliminated.*

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

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:
iImprove access to services for individuals with SCD; address the knowledge | o

gaps that exist in the federally qualified health centers (FQHC); and promote S Tets e e By e
the adoption of new developments in care and the routine delivery of genetic

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

Fig. 1. Summary Of the Legislative Authority for Sickle Cell and the literature review and Data collection
Service Demonstration Grants instruments (Table 1l), 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

counseling for Hemoglobinopathies. E EZ:?;TZ model vyith particular emphasi§ on leadership,
A report will be presented to Congress in the year 2010 on data collected )ﬂ partr_‘grzh'psd at’r‘]fj care coordination will  also be
from various data collection instruments. This paper discusses the activities EL N providet tnder this program.
carried on by the four grantees and the NCC-RTI to address health disparities f a "
iIn SCD by providing comprehensive quality health care to SCD patients. |
© on ik CONCLUSIONS
HI ﬁ) ] ]
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
BAC KG ROUND (D:gltliction significantly decreased life expectancy, and has a devastating burden of
12-14-05 Method  SCD Target Population ~ Sample  Administration disease on the patient and family.
SCD was the first genetic disorder identified at the molecular level. However, o3 250 - 2.-The Medical Home as a model protocol for the prevention of morbidity
progress in treating SCD has been slow. This has been in part due to the | | | Addis faged 219 Self orinterviewer and mortality associated with SCD is one aspect that is being developed
complexity of the clinical manifestations of the disease and to the fact that SCD in Fig. 2. Location of the four Treatment and Demonstration PeckQL 21yl o Sereavers ofminors o Self or interviewer under the SCDTDP program.
the US occurs primarily in minority and underserved/underprivileged populations Networks and National Coordinating Center for the SCDTDP oL Chilren and Yout o nenvieer
with limited access to health care, thus constituting a health disparity per se. (5-18 years) Self or interviewer
SCD is no longer considered a disease of childhood, as SCD patients are living INCIDENCE OF SCD BY NBS in the USA U
. . . . . . . arents or caregivers or minors e
longer due to effective therapies. Now SCD is considered a chronic adult iliness. Medical (< 18 years) :
_ : Adults (aged >18)
Incidence of 1:2,000 to 1:2,500 USA newborns. el AC KN OWLEDGEM ENTS
1:375 births in the African American population T E’arlegts or c;aregivers of minors 400 Interviewer
: : : : : ilization < Lo years . . . . .
1:1114 births in the Eastern USA Hispanic population gtésti:mnaire Adults (aged >18) We would like to thank Linda Drawhorn for sharing her slide on the Medical
36.20 incidence per 100K population in Native Americans Home and Lisa Newman for creating the table on Data Collection

1.72 per 100K population in Caucasians Instruments.

Also prevalent in Mediterranean, Middle Eastern Indian,
Caribbean and South American descent.

Table Il. Data Collection Instruments for the SCDTDP .

The Sickle Cell Disease Treatment Demonstration Program grantees as well
as the National Coordinating Center-RTI are being supported by HRSA
Grants UTEMC07656. and HHSH240200635022C.

Table |I. SCD Incidence b y Newborn screening
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