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OVERVIEW

• The First Encounter
• Anticipatory Guidance
• Transitioning Care

• History
• SCDAAMI



James Herrick – 1910
First patient diagnosed

With SCD in United States

"peculiar elongated and sickle shaped" 
red blood cells in

"an intelligent negro of 20." 

Walter Clemons Noel
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OUR MISSION

 TO MAXIMIZE THE QUALITY  LIFE OF INDIVIDUALS LIVING 
WITH SCD 

 TO ENABLE INDIVIDUALS WITH SICKLE CELL TRAIT TO 
MAKE INFORMED DECISIONS THAT THEY BELIEVE ARE IN 
THEIR BEST INTEREST WITH RESPECT TO FAMILY PLANNING

 TO PROVIDE EDUCATION, TESTING AND 
INFORMATION FOR THE GENERAL PUBLIC

 SERVE AS THE COODINATING CENTER FOR THE NEWBORN 
HEMOGLOBINOPATHY SCREENING PROGRAM FOR THE 
MDHHS



Gaston et.al.

Landmark article paved the way for newborn screening



PENICILLIN STUDY

PlaceboPenicillin

Deaths                   0                       3

Infection                 2                      13

Total #               105                    110





Dear Ms. Jones: 
 
Every child born in the state of Michigan is tested for sickle cell conditions. 
The test performed on your newborn indicates that he/she has sickle cell 
disease.  Although the initial test is very reliable, a repeat test is required by the 
state.   
 
I am a pediatrician with a special interest in sickle cell disease and would like to 
help you get your baby retested and provide your family with free educational 
sessions about sickle cell disease.  We also provide routine medical care for 
children with sickle cell disease at the Sickle Cell Clinic at Children’s Hospital.  
Please call me at (313)864-4406 at your earliest convenience.  If I am not 
available please ask to speak to my assistant Tamika Sanders. 
 



 Verify that she received the letter
 Trait status of both parents
 Aware of risk?
 Parental testing if FS – non paternity issue
 Know anyone with SCD (then vs now - variability)
 Infants pediatrician
 Infants insurance
 Need for repeat test
 Fever/Penicillin
 Pain
 Fetal Hemoglobin
 Educational Sessions
 Medical Referral
 Contact information
 Offer encouragement (not false hope)

INITIAL PHONE CONTACT



Type of sickle cell diseases
____________ SS
____________ SC
____________ S Thal Zero
____________ S Thal Plus

Usual Hemoglobin Level  ___________

Name_________________________________



First session:
• What is SCD
• Health problems that occur early
• SCT vs SCD

Second Session:
• How do you get SCD
• Different Types of SCD
• Why is it more common in Black     

People
• Good News (Research Update)

OUTLINE
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http://backandneck.about.com/od/conditions/ss/tiltedpelvis_3.htm
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HEMOGLOBIN



HEMOGLOBIN C

NORMAL HEMOGLOBIN
SICKLE HEMOGLOBIN
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VASO-OCCLUSION

The science of sickling
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http://backandneck.about.com/od/conditions/ss/tiltedpelvis_3.htm


Hemoglobin
Spillage of 
contents





ONE DAY AT A TIME

http://click.infospace.com/ClickHandler.ashx?du=http://www.visualphotos.com/photo/2x3104656/guys_playing_basketball_42-17198425.jpg&ru=http://www.visualphotos.com/photo/2x3104656/guys_playing_basketball_42-17198425.jpg&ld=20121205&ap=8&app=1&c=babylon2.hp.row&s=babylon2&coi=372380&cop=main-title&euip=69.246.22.19&npp=8&p=0&pp=0&pvaid=661668ba7aed4700812e68edff4e1c81&ep=8&mid=9&hash=893D44F0E3D178FC06CC4AA48C8DCB89


Spleen 
Scan



INFECTION

Bacteria

Strep
Pneumo





Routine Immunizations:
Prevnar 13
Meningococcal
Influenza
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DELAYED GROWTH AND PUBERTY
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Infection, increased
susceptibility to COVID19

Splenic sequestration

Gallstones

Avascular necrosis AVN Retinopathy

Leg Ulcers

Pulmonary Hypertension

Yellow Jaundice

Stroke Acute Chest Syndrome



PRE TEST:  SCT CANNOT CHANGE INTO SCD

GENES



SICKLE CELL
Children

TRAIT

Father Mother
SICKLE CELL
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No
Children Adoption

Prenatal diagnosis

Amniocentesis
CVS

Preimplantation
genetic

diagnosis



CORD BLOOD STORAGE



BENEFITS
RISKS



Give penicillin twice a                     
day until age 5

Treat fever as an emergency
101 under the arm

For pain not fever

Get the pneumovax
vaccine 1st dose 2 year old

Remember to:



CHALLENGES PATIENTS FACE

• Young people don’t know their trait status
• For 20 years only one disease modifying 

medication 
• No universal cure
• Pediatric vs adult care  “sickler” 

“drug seeker” 
• Limited mental health resources



Lifespan Approach to Education







NHLBI Guidelines



Type of sickle cell   ____ SS  ____ SC  ____Sbeta thal
zero  ____ Sbeta thal plus

Other ______________________

Usual Hemoglobin level ___________________

Blood Type _____________________________

Allergies: 

• Medications
• Hospitalizations
• Transfusion Hx
• Surgical Hx
• Diagnostic Studies
• Medical 

Appointments



Hertz Nazaire

“10 Redefined” “Hope”



Shirley Miller

Manager - Adult sickle cell program
Carolinas Healthcare System









We’ve come a long way…
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