So your newborn baby has sickle cell disease....What’s next?
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Walter Clemons Noel

YNOTOLIBRARY

First patient diagnosed
With SCD in United States

"peculiar elongated and sickle shaped'’
red blood cells in
"an intelligent negro of 20."
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OUR MISSION

> TO MAXIMIZE THE QUALITY LIFE OF INDIV
WITH SCD

» TO ENABLE INDIVIDUALS WITH SICKLE C
MAKE INFORMED DECISIONS THAT THEY
THEIR BEST INTEREST WITH RESPECT TO F

» TO PROVIDE EDUCATION, TESTING AND
INFORMATION FOR THE GENERAL PUBLI

> SERVE AS THE COODINATING CENTER FOR
HEMOGLOBINOPATHY SCREENING PROGRA
MDHHS
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The New England by
Journal of Medicine me

¢Copyright, 1986, by the Massachus_.ens Medical Society

Volume 314 JUNE 19, 1986 Number 25

PROPHYLAXIS WITH ORAL PENICILLIN IN CHILDREN WITH SICKLE CELL ANEMIA
A Randomized Trial

MariLyN H. Gaston, M.D,, Joer 1. VerTER, Pu.D., GERALD Woops, M.D., CHarLES PEGELOW, M.D..
Joun KeLLener, M.D.; Gerarp Pressury, M.D., HaroLp Zarkowsky, M.D., ELLIOTT VICHINSKY. M.D.,
Rathr Iver, M.D., Jerrrey S. Loser, M.D., STEvEn Diamonp, M.D., C. TaTe HOLBROOK. M.D.,
Frances M. Gier, M.D., Kim Ritcuey, M.D., axp Joun M. FarLerra, M.D..

FOR THE PrROPHYLACTIC PENICILLIN STUDY GROUP

Gaston et.al.

Landmark article paved the way for newborn screening



PENICILLIN STUDY

Penicillin Placebo
Total # 105 110
Deaths 0 3

Infection 2 13






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.

| 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 | am not
available please ask to speak to my assistant



INITIAL PHONE CONTACT

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)
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SS
SC
S Thal Zero
S Thal Plus

Usual Hemoglobin Level




OUTLINE

First session:

« Whatis SCD

« Health problems that occur early
« SCTvsSCD

Second Session:

« How do you get SCD

« Different Types of SCD

 Why is it more common in Black
People

« Good News (Research Update)
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http://backandneck.about.com/od/conditions/ss/tiltedpelvis_3.htm
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HEMOGLOBIN

red blood cell

Iron Molecule

f chain

> helical shape of the
polypeptide molecule



NORMAL HEMOGLOBIN
SICKLE HEMOGLOBIN

AENMOGLOBIN ©
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—— Spillage of
contents

Hemoglobin






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




INFECTION

acteria






Routine Immunizations:
Prevnar 13
Meningococcal
Influenza

Pneumovax 23
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DELAYED GROWTH AND PUBERTY




Infection, increased
susceptibility to COVID19

Gallstones

PRIAPISM:
ERECTION
THAT NEVER ENDSI

\ 1 )
Pulmonary,Hypertensio

Splenic sequestration

Stroke Acute Chest Syndrome Leg Ulicers



Inherited Characteristics




Father

SICKLE CELL
TRAIT

Mother
SICKLE CELL

Children

o
/_10

o
/_/0

1in4
25%

1in4
25%

2in4
50%




Sickle Cell
Trait

Sickle Cell
Trait

1in4

Sickle Cell
Anemia SS

Sickle Cell
Trait

Hemoglobin
C Trait

Hb SC
Disease

Sickle Cell
Trait

Thalassemia
Trait

Sickle
Thalassemia
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Children X Adoption

Prenatal diagnosis Preimplantation
genetic
diagnosis
A T
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Amniocentesis
CVS









Remember to:

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




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
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3-4-4 NUTRITIONAL METHOD

OF EATING

For more information, contact Cayenne Wellness Center at www.cayennewellnes.org :: 818 377 5120

e
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TIONS OF FRUIT AND VEGETABLES

FOREVER

A WAy OF LIFE

Research shows that a dict consisting of whole foods which are plant-
based, nutrient dense, and low-fat will prevent and often reverse most
of the degenerative diseases that are killing us, and becoming more
and more expensive to treat through drugs and surgery.

WHAT IS 3-4-47 —

3-4-4 HAS MANY HEALTH
BENEFITS

Sickle Cell
Disease

If you eat complex carbohydrates versus
simple carbs, if you eat reguiar meals
throughout the day, eat protein (but not
100 much) and healthy fats, you will do
just fine.

3-4-4 and Sickle Cell

3-4-4 helps those with sickle cell disease.
3-4-4 is based on an eating plan rich in
complex carbohydrates, protein and
healthy fats (like olive oil). With 3-4-4, one
eats three meals a day plus two snacks.

What You Need To Know
About Sickle Cell and Diet

hreefourfour (3-4-4) stands you are guaranteed that each day, you
for breakfast - lunch - and have cavered the gamut of all the food
dinner. Three (3) items tocat | groups, vitamins and minerals.
for breakfast, four (4) items to eat for
Tunch, and another four () items to eat A
for dinner. It is an cating plan thatis | How Can I Get Started on3-4-47
W o8 chining lll cheiemiton; It's easy, really. 3-4-4 requires no
‘minerals, other nutrients and A
phytochemicals necessary for optimum w“‘m.ﬂ?h”n?hf‘dmw
health recipes. It requires eating ‘real food”.
Breakfast.: dried fruit, fresh fruit and
™ grain.
In order to achieve a dict that Lanch: fresh fruit,
encompasscs all of the above, 3-4-4 was | green vegetable,
created so that one would not have to orange vegetable

think about what particular food and protein/
provides vitamin K and what particular | grain.
food source would one obtain Divner: Samio 13

potassium. By cating the 3-4-4 way, ok

Research shows that children with SCO
have decreased height and weight.
Increased calories and protein needs, and
deficiencies in zinc, folic acid, and
vitamins A, C and E may factors.

1. What to eat. Vitamin C (kiwi and
oranges), Vitamin E (mustard greens
and sunflower seeds), Folic Acid
(romaine lettuce, spinach, asparagus,
black beans), Vitamin D (more sun
exposure, salmon), Vitamin A (carrots,
yams, sweet potatoes), spinach, kale),
Magnesium (spinach, mustard greens,
jpumpkin seeds), Phosphorous
(aimonds, lentils), Zinc (spinach,
Ibroccoli, asparagus), Protein (beans,
ssalmon, chicken), Fiber (caulifiower,
bbroccoli, raspberries), Calcium
(spinach, mustard greens, kale,
oranges) and B12 (salmon).

ABOUT REFLEXOLOGY

Raflaxalogy i5 the application of prassura to araas an tha feat, hands and aars.
Refexalogy is panerally refaxing and may be an elfecive way to alevabe sirass,

Tha theary betind reflescicgy is that thesa ameas corespond 1o argans and systams af
the body. Propanents bedieve that pressure appled to these areas affeds the angans
and benalits tha parsan’s heakh

Raflaxolomsts use foot charts to guida them as thay apply prassura ta spedfic araas
Sometimes thess praciioness use items, such as nbbaer bals, nbber bands and slicks
of wand, to assist in thair wark. Practitionars of reflaxalogy induda chiropractors,
prysical therapiats and massape therapists, among others.

Savaral studias funded by the Matanal Cancer Instinite and the Natonal nstitutas af
Haaith indicale that reflexcingy may reduce pain and peychological symptams, such as
ariiety and depression, and ennance refaxaton and skep. Studies also show thal
raflaxalogy may have benafits in paliative cara of pacplka with cancer

Reealopets claim thal refexakygy also can reat o wide variely of medical condiians,

such as asthma, diabetas and cancar. Howavar, soantifiic ewdenca is ladang o suppart
thesa claims.

Reflexalogy i penerally considarad =ale. although wery QOIS pressure may Causs
discomfart for soma peaple:

MyMedSchedule Mobile
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NHLBI Guidelines

Mpiaganin’ ol
Acute Complications

ol Sicie Cell Deaase

Hydrooryurea and

Tramsfusion Therapy
ot the T ot pd

Evidence-Based
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Type of sickle cell SS SC Sbeta thal
zero Sbeta thal plus

Other

-_':';'..-T'PASSPORT

Usual Hemoglobin level

Blood Type

Allergies:

* Medications

* Hospitalizations

* Transfusion Hx
alth e Surgical Hx

%Hness * Diagnostic Studies

* Medical
Appointments




Hertz Nazaire

%410 Redefined” “Hope”



Shirley Miller

Living with Sickle Cell Disease

> The
Stranger
Within Me

Manager - Adult sickle cell program
Carolinas Healthcare System
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DAY
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The New England
Journal of Medicine

¢Copyright, 1986, by the Massachusetts Medical Society

Volume 314 JUNE 19, 1986 Number 25

PROPHYLAXIS WITH ORAL PENICILLIN IN CHILDREN WITH SICKLE CELL ANEMIA

A Randomized Trial
MariLyn H. Gaston, M.D., Joer 1. VerTER, Pu.D., GERALD WooDs, M.D..
Joun Kevrener, M.D., GEraLp Pressury, M.D., HaroLp Zarkowsky, M.D., ELLiorr Vicrinsky, M.D..
Ratui Iver, M.D., Jerrrey S. Loser, M.D., STEvEN Diamonp, M.D Tate HovLsrook, M.D..
Frances M. G, M.D., Kim Rircuey, M.D., anp Joun M. FALLETTA, M.D..

FOR THE PrROPHYLACTIC PENICILLIN ST

CHARLES PEGELOW, M.D.,

upy Group




SHINESEHE LIGHT CAMPAIGN

JUNE 19

June 19th was officially designated as World Sickle Cell Awareness Day. The international aware-
ness day is observed annually with the goal to increase public knowledge and understanding of
sickle cell disease, and the challenges experienced by patients and their families and caregivers.

This year, please join us in our t-shirt campaign by purchasing a t-shirt. Wear your t-shirt and
glow necklace on June 15th as we shine the light on sickle cell and post to your social media page.
Don’t forget to tag the Community Based Organization in your area!

SICKLE CELL MATTERS
SICKLE CELL MATTERS

SICKLE CELL MATTERS
Order between SICKLE CELL MATTERS

All t-shirt orders come

May 2nd
& with a red glow necklace
May 23rd and 5 important facts about SCD

FOR MORE INFORMATION CONTACT US AT (800) 842-0973




we've come a long way...




ANY/QUESTIONS?
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