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WARRIOR (nhoun)

I'waulz, ' woij3/ - someone
living with a particular haalﬂj
condition;

(first used by Tosin Ofa in relation

to SCD on May 5, 2005)

THE POWER OF PRAYING
PARENTS

Praver 15 the way to walk wath God. As a
child, Jamet and Joeseph Ola prayed
fervenily over their first child, affirnung lite
- long, productve and Tulfitled. Till woday,
their prayers have never fuled 1o calm the
most iwrbulent sickle cell storms!

Almost 20 wvears ago, Tesin Ola kicked
against being called *SICKLER' and
sparked a new word that caught the
imagination of millions around the world __.
She finally broke the jinx; the stigma of a
word long used to descnibe., demean and

Mission:
Ta inform, teach and halp reduce the

burden of sickle cell on family and
society

The African Sickle Cell News & World
is am educationa] mugovine for the glohal &)
cell commumity. Views and apinions expresses
are miu necessarily those of the publish "'J.-i'-:

AFRFCAN SICKELE CELE NEWS & WORLD REPOIRT 15
piblashed quarteriy by SCELL MEDLA, clo Trade Tremds, 4,
Bganima Drve, Suralere. Logos Siate, Nigena, West Adnca
Emal: scdjoumaliwyahapeomm. Tel, Mos: 2548182721386

F2RART TO2 505, 4 234001 50R052 ]

depersonalize people affected by the world's
mosl-commonly inhented blood disorder.

WARRIOR VICTORIES

i Docoors said she would not live bevond
childhood. She turped 43 on Ociober 2!

i Agnother sad she could never have childres.
She has bwological chuldren and more!

& Some told her to her face she would never
find anyone to marry her! Her parents were
once advised to keep mum about 5CD (o
improve the chances of her sisters getting
married!

FROM PAGE 12..

Vislon:
To be the world’s best-known resource
magazine for the world's most
commanly-inherited blood disorder
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TONYMAY FOUNDATION

[MF hodds Sumumdt 8.0 t0 galvamize
masitive changes in pablic perception

gl clase quamers. He invised ber in for e
anid asked formechmore! - PAGE 12

BONE MARROW TRANSPLANT

Dr. Kharya Guoarav's clinis narrale
suCess sborics, enconrage other famalics
tovdo whatever they can to liberaie children
fromihe yokeafSCD PAGE XY
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| MARRIED A
SICKLE CELL
WARRIOR IN
FAITH AND
LOVE

Pl Chlemn

first encountered the term "Sickle Cell
dunng my medical school davs. It was just
another chinical condition in the
textbooks—a disease hke any other, and
forgotten soon after exems. Little did |
know that this word would come to define a
significant part of my life, reshaping my perception
of both medicme and human resilience.

My pemspective on (3CD) dook a protound torn
durng my mternship when | met the woman who
woukd later become my wite. 3he, oo, was a
medical professional, and we shared a belief in
Ciod's healing power. Despite her 85 genotvpe, our
lowe and faith in a better future prevailed, and we
chose to uniie 1 marriage.

Over the course of our 25-vear marnage, my wife
and 1 have weathered the storms of SCD together.
We've witnessed her battles with the disease. and
through 1t all. our faith has remamed unshaken. We
have been blessed with three children, all born
naturally, defving the odds that SCD can impose.

Living with mv wafe, | have gamed profound
insights into the struggles of Sickle Cell Warriors. It
has made me a more compassionate docter, one who
truly understands the plivsical and emotional toll of
SCD.

Our collective responsihility  meludes  fostering
understanding, support, and hope for a broghter
future for SCD warnors worldwide.

Dy Peaed Odenmed, BmBole, FWACP FM. FIMSUK is
oD, Family Medicine Regidency Pragram, 44
MNigrerdai Ay Refersnee Hospitad, Koo

Sickde Cail News WAL BICAECElawE SO

ANYONE
FACING ANY
CHALLENGE

IS A
WARRIOR!

Avoaia (Majide

n his Welcome Address at the recently-
concluded Sickle Cell Summat 3.0
preanized by TonyMay Foundation,
BoT Chairman, Chief Andrew Otokhina
stated that people with sickle cell are
referred to as “Wamors' because each tme they
have cnises, “itis hke they have gone to war!”

In formulating the " Warmor ™ phenomenan, Sickle
Cell Warnor Tosm CHla-Wemssman's name gocs
down in history, marking one of those remarkable
moments when a personal mspiration becomes a
household product.

[ did a doutble take the other day while browsing: 1
came across & lanmby sharing s jourmey raising a
child with thalassemia, The parents referred to
themselves ag Thalassermiz Warrior Parents and to
the child as & Thelassemia Warrior!

That was when it dawned on me that Tosin Ola-
Weissmann's momentary mspiration and  the
subsequent new application to an anceent word
had spread iis usahility - and s wings - to other
arcas of compromised health. [ have come across
usages like Hemophilia Wamor, Albinism
Warrtor, Dowwn's Syndrome Warnor, Autism
Waormor. TH Warnor, HIV Wamor, Arthnns
Warrwor, Cancer Wamor, and 50 on.

Soon, this word will percolate bevond the worlds
of inheritable, communicable and non-
communicable health conditions even to the non-
health seciors.

Avanla Oajide
Editod

Oelnber - Decamber 2023 ]
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Desperation and Cullibility

[ can't agree enough with HRH
Eze (binna Exakonwa, Asa |1
of Ama-Aza, Okpala
Autonomous Community,
Ngor-Okpala, Imo State about
the direet amd cwvelical
relationship between
desperation  and  gullibality.
Wherever there 15 adeguaie
healiheare ndrastructure, hacdiy
wiould vou find the kind or level
of desperation for a reprieve that
vou find m milieus where same
facilities are lacking,

In am eavironment of

deprivation. the sick are casily
scammed - and on occasion
have to pay the ultimate price
for the deceptions of the cure
indusiry, personitied by imams
and pastors and herbal medicine
charlatans,
Solomon Inuwa
Kafanchan, Nigeria

Government Intervention
Reqguired

To curb the excesses of the
clergy povernment in
developing countries  and
indeed in some so-called
developed countries, the health
auihortics should try 46 rein o

sickde Tail Mewes

WA BICAMBC S TE WS CENTl

LETTERS BEARING NAME AND ADDRESS
OF THE WRITER SHOULD BE EMAILED TOx:

scdjowrnalia vahoe.com

the relimous assemblies where
unveritiabhle cures are preached,
This 15 mn the mierest of the
legion of followers who accept
hook-and-line anything a *man
of God” prociaims.
The irony of 1t 15 that even well-
cducated  people - including
doctors and pharmacests - m
developing nations cast scicnce
aside in favourof religion.
Francis (dpoku
Subhum, Ghana

Sickle-Cell Adtects Af Races

Thank you for the article curated
from the NCBI aboul the
American lawyer and mother of
four who lives with sickle cell
amaemia. That she experences
delays while medical personnel
verity and re-verily her
genotype itlusirates the fact that
many stll consider sickle cell o
Black-only health condition.
Okeke Chika
Rhode Islamd, USA

Turning lmpairment Into
Disability

The theory is sound, which
pmnts the prmary source of
disability to social and health
infrastructure  policymakers’
neghigenee! This neghgence (or
unconcemn? helps o exacerbate

an mdividual's physical health
impairment, ranstorming 1t into
gdrsability.

Sickle Cell Disorder and s
orthopedic complications are a
prime  exumple of an illness
socicty makes more painful by
maticntion be the mirastnecture
necds of wamors, SCD can
temporarly or chronically
remder wn apparenily it child or
adult physically impaired, at
which time they require social
support to keep tunctioning,.

Aboubakar Muobammad
Miamey, Niger

Well Done, Thalassemia
Intermational Federation
(TIF}

Kudos to the Thalassemia
Intermnational Foundation {TIF)
for the educational series on
Thalassemia and sickle cell, bwao
geneiic blood diseases similar in
many respecis.

1 have wisited the TIFLEX
website and [ am amazed at the
cducational comtent  available
there

The contents therein has
mproved my koowledge and
mtormed me morne about my
slxteen-yvear-ald's  sickle-cell
bets zero thalassenua conditon.

Sylvia Johanna
Venice. Italy

Gelober - December 2023 &
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CARING FOR UNDERPRIVILEGED CHILDREN WITH SCD

3 '::'---‘- 3

-

Insights From Sickle Cell Orphanage And Underprivileged Home. Agulu, Anaccha LGA,

Anambra Stalte, Nigerla

B At Edhwale-Maduagvn, Nakiomal Cossedinaton CECY, Associatior of People Living Witk 5CD (APLECIH

wple with Sickle Cell
can live full, productive
lives and excel m all

activities that others do. They
can pet marmied and bear
children, but should not exceed
thewr capacity in child bearing.

After myv marringe, ‘with
support from my farnely, 1 found
the first dedicated sickle cell
home in Nigena, taking care of
vulnerable and orphaned sickle
cell children fromn 1 wear o
tcemage. Living waith 5CD
my=elt, 1 have a clear grasp of
the situation and the reguisites
for aneffective management.

Firsily. we found an approprate
location for the home, which
ensures quict and seremity - well
away trom the hustle and bustle
of the er1ty,. The
accommodations are
cnginecred for conduciveness
to  good health,  Seckie Cell
patients don't need
cnvironmenis where they

Sickde Cail News

WAL BICA BN aWE T

would feel suffocated or a
semoke- or noise-polluted
atmosphere, which can be
detrimental to their health.

We began with about 31X poor
and abhandoned sickle cell
children. We discovercd the
circumstances surrounding the
hirths of some among them to
be that of what 1 dab ‘pre-
rmartal misadventures”. Their
mothers gave birth o them
premarnttally. They coold not
follow the mother o her new
home because of thewr health
challenges; and no man would
agree to nccept them onder iy
rent, knowing the financial
consequences of domg so. In
mioat cases, the bith mother
would leave them in the care of
aged parenis, who are olten
poor -and ill-eguipped o
mangge & child with a special
hiealth challenge such as 50

We stant off by giving the
Immates a sense of belonging. in

an attempt to reverse the
pevehologieal trawma
engendered by feelings  of
abandonment. We are now 22 in
number, all on different rungsof
the educational ladder from
primary to secendary school.

Sickle ¢ell advocacy for the
underprivileeed can be enerey-
sapping. The journey can be
cmotionally-draining - and
overwhelming, Howewver,
cultivating a positive outlook is
cssentral to getiing  positive
resulis.

In my humble opiniocn,
soveroment ministrics
responsible For wmen’s and
children's affairs should not
place children with Sickle Cell
iIn conventional orphanages.
These children usually have
special needs, which these
comvenfional homes are often
incapable of providing. Special
necds children reguire special
homes.

Cohabgr - Decernber 2033




Flashhack to GAAF 2021 8CD Awareness Week: Left to Right Di: John Ademilug | GAAF Founder,

-'i:l i —

CEQ Nodde Dhotin Alabd aud Mow Serwice Alahy i Oheiss Sefoed Bavy, ddo ELH

GAAF Declares 12 Days of Climate/SCD
Awareness In Southwest Nigeria

¢ Lrabricl Adewunm
Alaby Foundation
(GAAF) has declared
[2 days of 5CI
AWarcness campalign in
Southwest Nigeria, starling
Movember 2ith and ending 15t
December.

For the past three vears, GAAF
has conducted SCT) Awareness
outreaches at secondary schools
in Ekiti State with 2 vision to
gensitizing  the very young o
genotype isswes long betore they

ore imtreduced to the world of

romance, and

childbearing. .

marriagc

Schools to be visited meluwde
Crbatatan CGrammar School,
Hupeju, ltapa High School.

Sickde Cail News
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Avede Grammar School, Oye-
[gho High School, and 5t
Augustine College. all in (ye
LA, Ekiti State. Secondary
schiools m Cyve and Osun States
will alzo bevisited.

In ling with s custone, OAAF
will pay a courtesy visik o the
Moye of Oye, HREH (ba
(Huwale Ademola. In 2022, the
OAAF team, led by
Founder/CEQ Noble Dotun
Alabt and ‘Chamman Noble Sola
e called on the (Hejude ot [do
Ringdom. HEH (hha Avonnde
Faboro, Anboyede F11

FromApnl 2023, GrAAF decaded
lo ‘add climate and
environmental 1ssues goorts SCI
awareness drive at secomdary

gchools. The aim 15 10 alert the
policy makers of tomorrow to the
imperative of tree planting io
help combat  desertification,
imsprose air guality and promaote
organic, climate-fricndly
agricultural practices.
Hencetorh, trees will be planted
at every school the organization
YISIES.

Mamed after Engineer Cabnel
Adewunrmm Alabr (1935 - 1973),
GAAF was tounded tn 2014 and
has branches in the UK and
Cihana, In the short term. the
organization plans o widen s
acteviiaes to all States i Migeria.

Plans 1o widen OAAF advocacy
te Migeria's west African
nelghbours 15 chose to frubion.

Cohabgr - Decernber 2033 &
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Everyone has a

role to play to ensure...

#Global
Handwashing
Day:

Hand-washing Is
Good
Frequent; Hand-
washing Is Better;
But Frequent Hand-
washing With Soap
Is Best

andwashing with seap
15 key o protecting
public health, and

leads te benefits In mumrition,
education, economuc growth,
and mone,

Handwashing with seap is
casy:

Everyone can protect
themselves, their famihes. and
their communitics through
handwashing with soap.
Though it requires few
resources—soap and o small
amount of watcr—the benefits
are stgnificant.

Handwashing with soap is
effective:

When handwashing with soap
15 practiced regularly at key

Sickie Coll Naws

e Sekissslliraws warm

times, such as alter using the
taillet or before contact with
food, it can dramatically reduce
the risk of diarrhea and
prcumonia. which can cause
sereous iliness and death.
Handwashing with scap also
helps prevent the spread of
other mfections, including
influciza and Ebola.

Handwashing with seap is
affordable:

A review conducted e 2017
analyzed proxy mcasures of
handwashing behavior 1o
Multipte Indicator Clusier
Surveys and Demographoc &
Health Surveys from 31
countnes  between 2000 and
2013, anmd found that the
ditferences in soap availability
were small or nonexistent in the
countries, signifying that
availability of soap 15 almost
universal, Despate the fact thai
the world's poorest houscholds
are less hikely to have access to
soap, o5t 5 not the principal
bamier o handwashing with
LTV

Most mdividuals around the
world can alford multipurpose

CLEAN HANDS
ARE WITHIN REACH

#Glubﬂmnndwushingﬂﬂy

seap barz, or detergent 1o make
soapy water, Many households
thai do have access to soap
eften use it for laundry,
dizhwashing or bathing, rather
than handwashing.

Investments 1n handwashing
promotion are highly cost
citective, and can maximize the
health Benefits of other
interventions—ifrom access to
clean water and sanitation
infrastructure o nutrition

promaotion.

Diammhea and preumonia are
leading causes of death for
children under the age of five.
Handwashing with soap is
among the maost effective and
INCXpensive ways to prevent
these dizeases. This simple
behavior can save lives, cutting
diarrhea by almaost one-half and
acule respiratory infections by
ncarly one-guarter.
Haondwashing with soap
impacts not just health and
nutrition, but alse education,
coonomics, and equity.

Global Handwashing Dhay s
celebrated every October 15,

Ceiaher - Dacedber 2023



Affordable and Effective Management of SCD:
Harnessing the Power of Antioxidants and Sorghum
Bicolor (Jobelyn)

ckle Cell Disease (SCD) 15 a
challenging health condition to
manage. especially due o the high
cost of reatment and medications.
Despite the lack of a universal ond
affordable cure, there are alternative options that
can help individuals with 53CD  effectvely
manage their comndition withowt breaking the
bank.

Ome significant factor m SCD complications s
Ckidative Stress, which 1s an imbalance between
the production and sgecumulation of Oxygen
Keactive Speckes (ORS) in cclls and f1ssucs.
Fezearch sfudics from Teaching Hospitaks o
Migerta, Camerpon, Ghana, and other countries
have highlighted the role
of Chiidative Stress i the
development and

maintenance of SCD MNigeria, Cameroon,
Ghana, and other

L~ an d
complications.

To combar Oxidative
Stress and its detrimental
¢itects, the miake of
antioxidants is
recommended. While the nnan body produces
anttoxidants naturally, the levels are often
msufficient, leading to the gradual onsct of
dysfunction. Including antioxidant-rich  foods
fike fruits and vegetables inthe dict is beneficial.

Sorghum Bicolor {(Jebelvel has beecn
scientificaliy tested and proven to have ane of the
highest levels of antioxedants in the world, Daily

intike of fobelvs has shown promising results in
rognaging SO0 The benetits include:

« reducing the need for bload transfusions,

< minimizing the frequency and severity of
erises.

« alleviating bone and joint issues,

« pisitively impacting manifest or underlving
health conditions.

Jobelhw s an affordable and accessible ophion for
individuals - with 3CD. making it a wviable
glicrnative to expensive medications.

Research studies from By incorporating
Teaching Hospitals in

antioxidants like Jobelyn
into their diet, Sickle Cell
Warrtors (SCWa) can

CGHI’I'"'EE‘E hﬂ‘h"& hi_ghli_ghtE'd j'!ll'-..'lﬂﬂ.'li'-.'l'."['!.-' address the

the role of Oxidative

Stress in the development e R e T

and maintenance of 5CD
plications

underlying oxidative stress,

comdition andd prevent costly
complications.

T Fegra move abon? fhe anti-fnflammaiar
capalilifies of Jobelyn please visir

https: ‘www. healthforeverng.com/post/ natur
al-treatment-for-chronic-imflammation-
palvphenal-rich-sorghum-bicolor-leaves-
extract

Johelyn® s a product of Health Forever Product Ltd,

11 Dipeolu Street, Off Obafemd Awolowo Way, lkeja, Lagos State, Nigeria.
Telephone: +234 8033376135, +234 807516853

Siokie el MNews VAT SlERiecaiineds. ol Celnbey - Decernber 2023 10



Maintain

WELLNESS

with

Dietary Supplement T‘.‘.lgHRTIEE'P

Benefits of Jobelyn to your wellbeing: Omega 3, 6 &9
" : : ' ; . Selenlum
Supports immune system and wound healing ot e
= Ensures functioning of Red & White blood celis \‘l'l':“ﬂ“:lﬂﬂhlu:"‘lai
= Supports the body to control Blood glucose and tanz'ltnms
regulate Blood pressure HT:ﬂHHhrm
= Aids in lron absorption Calciurm
= Supports functioning of skeletal structure Sodium
43 Potassium
= Improves Sperm motility
= Reduces risk of miscarriages in pregnancy "ITI';;';:':;'I‘,;L':;';ft:g';fj:;‘__‘;:
- R.'E'd UCes cancer ri_sk fram Soeghume Biccler lasd sxbiacl

S all orver thee wiaorld

= Reduces oxidative stress

JOBELYN...gives complete wellness

For further details: ;..
https://health-forever-product-Itd-jobelyn.business.site el e
https://healthforeverng.com Phane: +134 507 B e ]

https://jobelyn.us Wharsapp: +234 818957 6012
https://sorghumsuperfood.com/
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| CHOOSE TO CELEBRATE HAVING SICKLE CELL

chosse 10 vedebrare the
foct thal T'ov alive. My
parens were b when |
wils -4 Thit | skl ol dive

et cheldbond] - | wm 43 mow, |
telehrate beconse | beal chose

pdds over amd over dgam. In
tard, | bave oumlnved the doowo
who prociaineed f. §car cake for

the hirthdsws thar | hod oo coke
T el b | wiss adimined in

the hospetal, dealimg with
excrucuiing pam. There was a
pasty happening alright, bat i
wis imsule iy hody. o thousaed

irolls smashing mw hones amd
joings wilh hammers and

Mokaxes over and oVer apuin
Every beai of my hean consed

By Thain (Na-Feissman

paim_ ackle oell cnsis con snke
al any time with po warmng, can
lasn 2 few howrs, days: weeks,
Cven Mot

My boarding school prescipal
bl iy pagrerits bo ke e bt
and SHp Wasking money 4n my
educarim. He saidd § could never
thrive acadesnically due 1o my
freqeent  ofmences rolated o
SCIF paim episodes; | celebirane
because | graduated high schial
and wen 2 - kst ploce op -
anarids, comnpleed may HiM
progomem. with Homors, and my
Hachelors degree in Mursing as
2 Megaa cum Laude. | have ran
post-graduare degrees -
Maz=er s in Mursing ond anoihes

Sickle cell crisis can strike at any time with

no warning, can last a few hours, days,
weeks, even months

l.l'..‘-l.- LN P i

A S e D T e Dt

Master's in Husimeoes
Adenimistraleon {emphasis dn
Heasthcane Manlgemen

Independence

| ebhobse 1o celebrade pay
mdependence. mmonomy, and
induasity. | make my own
ey, pay my own bills and

fuve been doing s since |
becume an adalt, | am &

registened nuree, and have hedd
my keensé unblemished oo 24
vears, workisg in &0 nemy areis

the UL ED, selemetry, POL
Steplhown, sergical. oncohogy,
PACTLL pravel nurse, school
prarse. | have forged sy career
puthway, and m spie. of my
freguem  hospializations; §

o ' vy paaee S

..l.l AL ....'lll-l""l:ll.. ..:'.-I 1
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P resident € LO.SCDAA

Tmc st Annpal National
Congress of the Sickle Cell

Discase Associatson of Aancrica

(SCDAAY Inc., holds from
October 11 1o 14 in Arlington,
Yirginia. Founded in 1972, the
SC DA A comducts anmsal ovents

to  foster the exchange of

scientific amd clinical
infonmation by distinguished
sctentists from around the
world, Tt also holds educational
workshops, interactive panel
dizcussions, advocacy lectures
alongside other special events.

The 5CDAA convention offegs
cxcellent opportunitics to
connect with healthcare

professionals, pharmaceutical
companics as well as SCD

MNigeria to Host
Sth Global SCD
Congress in 2025

e Global Sickle Cell

Disegase MNetwork
(GSCDN) has announced that
the 5th Global Congress on
Sickle Cell will take place in
Abuja, Nigena from June 3 to 6,
2025

In 1ts announcement, the

cickie Cal MNews

AR SIET e Ce e s Lo

SCDAA Holds 51st Annual National
Convention

pdvocatey and other

stakeholders.

For three vears (2020 o 2022 ),
the Convention was unable to
hald in-persen due o the
COVIR 1% pandemie, which
kept ithe world wnder lock and
key,

Comvention  speakers  include:
Vienee L. Bonham. acting
deputy  dircctor and associate
investigator -t the National
Human Genome Rescarch
Institute with the MNational
Inststutes of Health; De. Oladipo
Cole, an adult hematobogy and
ancology fellow at Washington
University School of Medicine
in 5t. Lowis, Missouri; Da

Folugo “Joy' Ogunsile, medical
director of Memorial Healtheare
System's Sickle Cell Day Center
in Flonda: Dr. Kim Smith-
Whitley, global cheef medical
affairgs officer for patient
advocacy and extermal
collaborations at Plizer; and D,
Adsha T. Temry, presideni-clect
of the American College of
Emergency Physicians,

"We're highlighting the
pmportance of working together
this yoar as we move into a new
era of sickle cell history with
new  efforts in resecarch and
treatment ongoing,” said Regina
Hartfield, presadent and CECY of
the Sickle Cell Discase
Associationof America,

ASCDN stated that it was
“immensely pleased’ 1o host the
Congress in partnership with the
Sickle Cell Support Soctety of
MNigeria (SCS5N). 5CD
stakeholders as well as industry
pariners are expected to
participate actively in the event.

Aside from the Congress held in
2019 uncder the anspices of the
Clusegun Obasanjo Foundation
((HIF) and other partners. the
fast time Migeria hosted a
Congress of global proportion
on SCD was in P985 (at Durbar
Hotcl, Festac Town, Lagos),

Qeraber - Dpceimile

Established in 2010, on the
sidelines of the Global Congress
in Accra, Ghana, the SCSSN
brings together Nigerian
scicntists, hacmatologists and
other  specialists from  aroond

the world te add their own quota
to the country’s crises of SCD

rescarch and care.

Headed by D Isaac Odame., the
GSCDN ds a8 community of
clinicians and scientists
dedicated 10 the study of SCD
globaily, paricularly in low and
rredium income countries.
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‘l Was Determined To
Not Allow SCD Hinder
My Ambition’

- Adshat Draamilola Taofeeqg, st Class Psyvchology
graduate

tle zome with

sickle cell use

the health
condition as a prop on
which  to explain  away
their, well, faillures
inadeguacics, Ailshai
Danutlola Taofeck secs in
SCD a siepping stone
ratlier than a smumbling
block! Despite being well-
educated, ver parents were
starkly ignorant of then
aned its
their

sEfnolYpc
implications for
offspring

Ajdshat was diagnosed with
gickle cell anacmia at the
age of 5, after bouts of
hothersome mdispositions
atiributed to other causes.

The diagnoses seemingly
opened the floodgates of
SCD, culminating in
severe splenic enlargersent
when she was 13,

"Diespite being unable fo it
or stand or breath well’

Aishat recalls, ‘it took
sevieral hours 1o be attended
b at thee hospital,’

In her reckoning, excluding
those years before
conzcious lakly kicked m,
shie has been bospitalized
roughly 23 times duc o
SCDrcriscs.

Aishat attended the Lagos
Sate University, passing
out in 2008 with 1st Class
Honours in Psychology, A
rsasters in Psycholomy with
specialization in
Developmental Psychology
IR A0 I,

The SCW experienced
several senous crisis duning
her days at LASU. There
was days she would be
discharged from  hospital
and still appear for tesis
same day, There were also
days when she made class
presentations and  sat Lo
EAAINS N acuie pakn.

conttnred o paghr 28

DO YOU WISH TO SUPPORT OUR WORK?

lgnorance of genotype 5 a major contribator 10 the diagnosis of SCDY in an offspring. Your support will
help susfain the provision of this educational magaane &t no cost W readers from around the world, Do
setd domations to SCELL MEDIA RESOURCES account at GTE ac no 0015151637 First Bank
accpunt b 200 666024, and Paypal: paypal. me'scdjournal (SCELL MEDIA RESOURUES)
Oehodeyr - Dpceiber 2023 14
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& parcnis were
merses; but in the
19605 and T,
premarital
genotype veritication was a non-
isswe. The couple alrcady had
three healthy children; so when
the fourth presended with
frequent illness, sickle cell was
the bast thing on their minds.

Once reality sunk in, the pious
parents did all they could to help
the zpecial child to thrive.
phyvaically and sparitually,

Martha MNoufan gave her life 1o
Chinst, ag she said, at the age of
0, in secondary school. After
completing  secondary  school,
shie went on o study Nurging.

cickie Cal MNews
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Then a young medical infern was
posied 1o her bocality, and given
accommodation right oppositc
her parent's house, The young
man was 8 Christian, zealous for
his faith and gager to préach the
Crgpnd MNews of the Gospel and
wins souls for the Kingdom.

Mot being of Tiv ethnicity, Di
Paul Oduma, an Idoma. couldn't
gpeak  the native dialect, and
required an interpreter as he
preached. As fate would have it
on i pamicular day, he went to
minister at the Teberculosis Thnit
of the Mission Hospital, None of
his regular interpreters was at
hand, s0 he approached the
bashiul teenage nursing student
he ofien sighted around to help

Coradey

Paul &

Martha Odumu:
Endless Love

Hv fovie Fawemindo

fr& ngedad an
itarpreter on s soul-
winning errand. Then
e reaized he wanled
more, and proposed
Saime day!

She was only 18 years

ol and Iving with
Sickie ool anaarrnial

Though ot total strangers. it was
practically the first tme they
would have a conversation. She
agroed.

"W had a fremiendous harvest of
soutls on that day,” Martha recalis
on her blog.

Om their way Back to their houses,
Paul invited her in for tea. Right
while they were having tea, he
dropped a bomb: “will vour mary

pre?

She was flabbergasied. and could

only stare at him, Moticing her
discomfort, he asked her to put it

contimeed on page 18
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for most people with SCD in India is under
CD cannot be treated as Thalassemlia or

Malaﬂa. for which there Is plenty of ingenious expertise In

the country, that :Ii.EEr wihy SCD patients are having life

expectanc

aars shorter than the USA




in prayer. IF st be fove af st
eighir, she thought to herself

Weeks later, while she was et
to respond fo his totally
unexpected propoesal, sickle cell
struck. landing her m groaning
prain on hospital bed. Beautiful
amad fair. she had none of the
stigmata of SCD. She had not
divalged her  status, nof

Enowing his own, and unsure if

the revelation would beave him
disconceried.

When he wenl to visit her, and
learmt of ber sickbe cell, e stoond

hig ground. reminding her of

Drivine favour and Divioe
power 1o heal and restore. And
that was it!

oo TR Lty it e
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Paul and blariha tied the kot on

November 15, 1997, A
Postgraduate Midwife, she wus
just 21 and he, 29

Shared Direams

Mothing could sunder the
couple's shared passion o
shepherd lost LI by
salvation. There was also the
meedecal side of their conjoined
professional companionship.

[ =
SR

To England and the USA,
Martha went to further he
pursang eduacation. The couple
gstablished the Odumchaje
Christian Medical Mission
{(OCMM) in 1998, an NGO

Dareami

Marriage
Proposal
At First
Interaction

coraiiirkien o

T |I .1-

focoaed on providing
affordable holistic
medical services to
underserved
Cornmunitics in Nigeri,
In 2021, OCMM was
formally registered as
Helping Team
[nternational in the
L'5A, with the aspiration
to globalize their
philanthropic medical
ServVices

Mrz. Odumu's 5CD
advocacy grows in leaps
and bounds while her
soulmate, "My Paul', as
she fondly calls him, s the head
of training in Famaily Medicine
wt Migenia's Ministry of Defence.

The fovebirds aré blessed with
fwo  Cod-feaning, God-loving
children, now voung adulls,

Beautiful and fair,
she had none of
the stigmata of

SCD. She had not

divulged her
status, not

knowing his own,
and unsure if the
revelation would
leave him
disconcerted
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cagaes &t TT-RS but my life-
span with SO a5 4245 vears. |
have met obder folks with SCD
laat ey are the excepiiog, nol
the rube. [ any planning imagps
celebrations  fos B
birthday amd Caod
willing, | there, |
colebrate hospitak

iy
partaes
will be

gach
admission that | came home
froam becauge not every wasmiog
CORRES DoWe

At 43, 1 am old mn sickle cell
vears. In childhood. 1 had two
i hemic sivokes, deveral hoan
ancwnalies, and a section of my
lengs suffesed necrosis due o
syidrome. M
grancma's teeth are better thain
mung! | kave a walker, | use a
cane indoors, 1 have Stage 3
Avazcplar Mecrozia (AVM) m
both hips and will peguire two
hip reglacemsents once  they
break. Through o ali, | bave so
praeeh 1o be thanleful fos

acute  clest

| hive faced death
numeroas timed and
lewved 1o 1ell the tale. 1
celebrate that 1 know
G [ have felt His
presence momy life over and over
agan. | am eloser to Him becawss
m my deepest, most termifying
maments, oy hady wracked with
wtimaginable pain, my sackle red
blood cells clotting and

clumping, cieculation
sleigeish, my Hsswes ischemic and
dving, feeling like 000 mien
stabbing me wath knives, | cred
out and He delivered me. Every

single time | should have died. [
iniraculisusly recovered.

There are days where | am in
agonizing pai and [ can’ get up.
Sonye months, | amin gevere pam
15 days out of 30 | choose
celebeate that in the midst of my
paiy, | found srength | never

kv 1 biad

Family Hejections

For msany families. dealing witl s
chronee ilness like SC 18 hard
On top of the financial impact,
I've eard hoeror stories of those

You may not have heard of me, but if
you're affected by sickle cell, you've

probably heard the term, and used it. |

touched your life

Tosin Ola-Weissmann:

The Making of a Warrior

coniinned freim Jargre G

e albaitdon or meglect their apck
kids. Some warviors ase merely
olerated, ireated like a borden,
constantly diseespected, abused
and insulted, even ar home, A
sickle cell waorrior osentec of
mabe in Mew Yosk las to take the
metre biss to the ED every tinwe

shiz s if

crizid after 130y
because et dad does not want 1o
lose his parking spot! She can't
lake the tramn sice climbing up
and down sidies s tao painful
wlven she 15 i crigis, so0 she takes
the bus for over an hour (o get o
the hospital. |n severe pam

."ll.I'.!"Jll-'.

Loving Family, Friends

| choose we cebebrate my amazing
Family whi have carvied and
cared Tor my broken body since
day |, | celebrate my parents,
whese  love  brought me  hene
They praved for five vears o
have a child, and they ol me
Back L0
ignorance of the unglications of
sickle cell frain in West Afreca
My parenits uened thels guilt into

then,  there  was

gaidaead, tey institled inome all
my core values.

L celebrate my pareots, - Pasto
(D) Joseph & (Dw) Mrs Tanet
{ila, whose knees are as hard a8
rock foe the times they
praved for me, for the tlears tey
hawe cried forand with me, for

fawa



‘My parents’ knees are
calloused for endless
hours of praying for
me’

Tosin Ola-Weissmanm
Presidant/CEDQ
Sickie Call Warrior. Inc

bolding mee amd our family
together all these years theeagh all
tlse traals. When 'm e oa crisis, my
dad 15 in the fire with me. He can't
gl aleep, of relax uatil he knows
I'm doing better. He holds a
gpiriiual vigil, fasting and praving
for waoeks at a time. My mom
istustively  knows when 'm i
crisis even il she is thousamts of
miles away. She 15 my comgress,
vy lodestone, and my angel.

Family "Skeleton’

by parents were told by many of
thiir closest friends that we
slsoisld Koo my 2ackle cell a secoet
iy owder o protect miy younges
gigters' marfiage poteéntial
Bevond close family, | neved
talked about my SCD growng up
It was o lGaly skeleton we
szndsred as mach as-we conld wntil
thye texd cfisis hin. Forme, itwas 3
heavy burden 1o bear because |
was the only ¢ne with it in my
faimily

‘Dot Call Me A Siekler'!

I realized quite early that words
have power, words nsatter, and |
stopped referring o myself as a

Sichler. To sopse, RS just a
word, bul 1o e, it was o label

didl pot want attached 1o =2,

[ had heard the nurse outsade
my racan say o the aide, "Tell
the Sickiler Danll bring ber pain
meds i L3 minuwtes!

ftowas the way he sad st
[nstantly, it teiggesed e, st
fer tears, then to anger. | called
my sister. 1 couwld barely
explain why | wias so upset by
the S-word. She suggedted | do
soqnethung about i 1 asked the
BN for paper and a Sharpae
right before his beeak.

When he got back 30 minates
laber, | ad made two signs! one
For iy door, sod ome nght
above my bed: Dot Call Me
A Nickler - Caoll Me A Sickle
Celi Warvioe '

[ started sigming off iy blog as
the Sickle Cell Warrior.
Ernbeknowisst o me, [ had
igmated a global movement.
Ceoogle it Tosin Ola was the

first person to use the ferm
'sickle cell warrisor' 1n
refereiice o SCTY patients
any pritor electpone media.

Yol imay ol have heard of me,
but if you're affected by sickle
cell, vong've probably beard the
terml, and wad L [ touched
humanized oo
and changed the

iz
wour e,
cachitioa.
okl

Doctors, nurses, people
affected wik 2CD, their
family members, sponsors
geientists, legislators
researchers. even the Rea
Admiral of the U'S NIH nsed it
iy presence! Mow everyoie
acrogs the world uses that terim
Besides owning the trademark
ad copyvright, every e |
hear that pheaze, "Sickle Cell
Warrior', | know thar |
gecomplished part of my
destimy.

e on e 20

‘Every time | hear that phrase, "Sickle Cell Warrior',

| know that | fulfilled part of my destiny’

" ™ [
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BONE OF HER BONE, FLESH OF HIS FLESH

Tosin Ola Puts Up An
Ad For a Friend And
Got a Life Partner,
An American Of
Jewish Ancestry
Who Loves African
Culture

How did wvou meet {drion
Weissmann?

We met onlise m 2005, 1 had
juzs redocaned to Califormria and 1
lsad been there for a few montlss
and been daning different guys.
Bl
ponseiss puys. 5ol complained
e rey giflfriend and she advised
[ write devwn my precise needs
i oa man and place an &l opline
with 54 questions and 3 of oy

pictures. The Craiglist ad was

these  were horrible:

only g for three days amd | got
[ pwen oo oberean.. My

future husband said: it ek like
applying for o job!

I began the process of reading.
weeding out the prospects. OF the
three camdidates 1 - eventually
picked. Orion was the only man
who answerdd all my 50 questbons
it lis email seply, We were 93%
matched and clicked even more
during owr phone calls, Our first
m-person date was October 30
205

He told mee Eater that whes e saw
e Joi the Fost time, his thouglst

wiad, Yeol, Pl poima marey s

As Tor me, what made me think
I'm gonna marry this man wias
when [ had my first sickle cell
crisis and noticed his scacton.
Momnally when | have a crisiy,
thats what sends all the men
running the  opposite

Tast in

] L] e B e | o R B Liaoeiot

dhifertut, 45 fast as I'!l-.':. Ca Tl
But he was there, e camiz, biewas
there. hewas there for me,

A what stage did voo tell him
about sickle cell anaemia? Did
e Know much abowt SCD prios
to vour revelation’

[ todd him flsat § had. sickie cell
about  theee  months e o
relattonship. | explained what i
weas tovweards ehe e of our dade. |
assuned e was just godng o mol
speak 1o mee again, like all the
other guys | lad dated. When 1
fodd him about sickle cedl, e sasd,
ww!, | can't belicve you deal with
all that. Our datie 9z aver, 5o ke
haad 14 pa:

He gave me a Kissand lef

P12 el voul nmeasTie

coutiraen on rape 38
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Dioes sex trigger sickle cell
crises”
Should sex trigger sickle
cell crises?
Why should sex trigoer
sickle cell crises?

athing iz pereralized in

sickle cell discase

because of the
difference in seventy which ane
dwe o Fctors that may not
always be conirallabie

Mol all sickbe cell crises triggess
are avoukable, some can only be
mannged and sex 15 one of thaese
frigeers  that [l wnder this
CAIEROTY.

As misch as there are sickle cell
warriors for whom sex does not
[NEEer Crises, sex  ITLgaerimge
crised for some i3 o relatively
common  complaing, which
imakes it worthy of discussion

Froan imy personal observation,
women  complain o more  than
iz abow sex-trigzerred pain. |
i nof sure i that i as a result
ol men besng shy o discuss theie
gex life an relation to crises or
the fact many men attain orgasm
moee quickly than wormen and
release more happy hormones,

SEX and SCD

. wiren winrost pleasire fupns fo despiial-level pain evenr
managing sex as a trigger of sickle cell crises

By Sickde Cell Warriowr Tozin Adesove. MBES

which probably plays a role.

Sen can be like a double-edged
sword for some warriors. Some
sy ok helps with their SCTr and
ieakes them feel better: some tell
of sex occasiomally dumping tham
i the doldums of pain crises,
Oithers lsave complained of crises
after sex and sometimes priapism
alterthe cxercise.

Sex has a combanation of triggers
jumbled into one:
«Sexual Rkercourse  ig
phiysical activity  and
EXCTLION IR QLeTs CrHses!

« Yo tend 1o perspire a lot dunng
sex. whach leads to debydration.

ﬁLc d
physacial

Dehydration s a known tigger of

sicklecell eriges.

The happy hormones released
during sex. which includes the
patural pain killer “endosphins’
peay ot always be able to handle
the pain caused by these fsctors,
hence the crises.

AVOIDING SEX-
TRIGGERED SICKLE CELL
CRISIS

v Priomtizing your health must be
vour first concern., love vourseld
theat msch,

¢ Ciet a partner that will peloritize
yerif Bealth veeds over thears if
peed e Anything shorl of an
wiclerstanding partner may aot be
gl o ol

<t o know and understand
vour body. a sickle cell warrio

that wnderstands hisher hody
should know when hedishe s

stresaed and should fest o else
hez'she risks crigis

¢ 11 s A wrong meeve 10 ey to lsave
sex  when feeling
emotionslly or physically
stressed, I vour partmer wants i,
let himber know vou are nod goad
for sex just vel Aggravaling an
already prosent ingger can casily
initiate @ cridis duiring of after aex

Vou o afre

vIF you are upwell e g you hove
an anfection of you are  just
recovenng from an illness or you
Just had a3 surgery, those are
already trggers. don't add anotlset
trigges tooar . Wait untsl you are fir!

vHydrate sufliciently before,
during and after sex iF necessary,
Thiz helps manage the
dehwdration that occurs armong

contimien on pagre 28

it is a wrong move to try to have sex when you are feeling

emotionally or physically stressed

Sichie Coll Mows
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GANSID Holds Inaugural Global Gathering

he {lebal Action

Metwork For Sickle
Cell and Other Inherited
Blood Diseases {GANSID)
holds s msaugurd congress
virpally froam Ociober 20-21,
2023, With the theme, There's
Peower I the Collecrive, the
pathering brings together
stakeholders in the Inherited
Bload Disorders ([BDs)
Community o adentify
opporiunsties  for  collective
Cliong T WNprove Huicomes
for peaple impacted by
thegited Blood disosders wnd
enable cross-disease
information exchange and
best-practices sharing.

GANSID encourages the
formation and developiment of
natienral and regional
Inherited bloosd disorder
organizatons theoughout the
wiorld. and intends to
assigt and motivaie
such orpanizations
through disease- ‘
apecific and cross-
digeaze excliange of
skills and
knowledge.

I

N
N\

Sichie Coll Mows WL i eea i e cart

October 20-21, 2023

Speakers al the maugural
GAMNSID meeding are  drawi
from aroumd the world, and
include Dr. Mary Akuoa
Ampaemah, a clinical
psvchologist and formes
President/'CEQ of the (ilolsal
Alliance of Sichkie Cell Disease
Dirganizations (GASCDO) [
Laure Joseph, a hasosarolegast
at AP-HP MNecker Hospial,
Paris, France with interest i
boe marrow ransplantation
and gene therapy climcal trials;
and Ekawai Suwaniaro,
President, Thai Hemvophilia
Patient Club, Compmiltes
member of the National
Hemophilia Foundation ol
Thistland and lay member.

Waortd Federation of

Hemophilia{ WEFH).

Oilers feom the soll call of
distingushed speakers incluce
De. Alayo  Sopekan, FMH.
Migeria, Professor
Aclleste [nati, Professos
of Clinkcal Medicine ai
'- the Lebanede-Armerican
Limversity  School of
Medicine, Cesar
Clarrido, President,
World Hemophilia

Foundation. and Winita
Srivastava, & Heahh and Social
care expert from [mdia,

The co-chais  Tor the 2021
Congress are GANSID CEC,
Mrs. Lanre Tunji-Ajay:, MSM,
and Professor Adekunle
Adekile MDD, PRI msemsber of
CGANSHDY's Scienufic Working
Commiisee,

Stakeholders from  low  and
imedium income regions of the
2 bisbsz with [B Dk stand to benefit
from  membership a2 well as
participation i the GANSID
Congress: they get (o interact
with simsilar organtzations and
experts from advanced milicus
Through data-driven advocacy,
collaboration, and capacity
buildusg, GANSID empowers
member organizations and
advances crosg-disease
IEifiatives to IMgrove OuLEonses
for peogde living with sickle cell
& other inhegited blood
discedirs.

The historic Congress g
gpodtagred by Agios, Roche,
Movo Mordisk, Vertex and
Taskag Cilobal Consulting,

Dol - Dacember J023 24
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Changing rerc -

ECTING THE SICKLE CELL CC
INGC SUSTAINABLE SOLUT

calthcare professionals,
legal and business
consultanis. SCD

stakehalders and the public
converged at Lagoes Asrport Hotel
Sepltember 14 2023 for
discusgions on changing the
petception  of gckle ecell
Migeria

The SummiEl was organized by
Termwblay Foundatsomn, the third in
a genes of formal discussions on
SCD. which debuted i 2015,
adrmed ar placing, msaintaining and
imgrinting SCD sanes on pablc
CORSCIOUE RS i Migeria,

In his openeing  speech, Claef
(Barrister] Andrew Mokhkina,
Chairiman, Board of Trustees,
Toavblay Foundatbon, stated that
continuous discussions on 3CD
will help o stamp oul ighorance
and open up wheas For better ways

TEWTEY,

i‘l'.r'l'. l:'.". PSS

Jokiesailnews com

of managing the diserder.

The mumber of Migerans with
Sickle Cell Trait and the number
divwis with the disease s mind-
blawarg.” Chief Crok i stated.
redterating TonyvMay
Foundation's commitment 1o
confronting the 'monster
deaining the black man of
personnel and resources’.

The Keynote Speaker at the
summiat was Mrs, Chinyere
Okerocha, Pasiner and Head
Health and Phamaceatical
Sector, Jackson, Emi and Edu,
Eagos, ahly represented by bis.
[va Ohiku

The Moderators were Clam
Mporam, sales/markefing  guru
and hursan resousces specialist,
Adebukunola Telefusi.
Execurive Dirccior, Xcene

Beseéarch amd BMra. Nike
Opaalense, CEO, Nike Opaléme
Sickle Cell Foundation

Panelists wscluded Ms Toyin
Adezola (SAMI), Stephen
Aribatise (Codix Phammal, Prod
Mkinka Manovelum Odunukwe
(NIOMR), Dr. Olanrewagu
Ajayi (FMC, Ebute Meta). Peter
Oslikova (SAMIE Dr, Kwaku
Marfo (Novartis), Awoola
Olajide . (Sichile Cell  Mews),
Eevin Wake (LISA ) and Sharon
Browne-Perer {L7SA ), The W
of the day was all-rounmnd media
gxpert and visionary sforyvteller,
Tosan Asemude,

TonyMay Foundation was
Fousbed in memory of Sickle
Cell Warriord Tony and May
Uodkchiana, with s tnission to find
a lagiing solution to the CD
conusdnm m Nigera

1
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b available Irealliices:

lar Heikle - Cell
Dvotder may alio kave lorg
fefm IMapicts &5 fhe
regprodichive hedltly ol &
ediban.  Woiteth 0N Serah
mengdemenl opnnes for 500
sich di hydroXyirea, dee
Elvieod nod b6 conceive and
sk contraccpilon Witk
Higitildpalelm  siedm cell
tansplaniaceee (FESCT), the
only. Llranye Aredimel 16§
Al the conditioning
FedlMenls COoREILBENE
eiyloing syerss wed Do
hody frradiolice may
codimlind b W ol oaliog
e Er el PO 1 T [y PR

Manageownal of Ylenospauss
Sy inpemms

The menagemenil of

Eyvimploms &l cnopddse

i fud e

FLeleatyle  chamges. dagl
o T 5|'|||li.|||! = T
M=l By nleivenisnne
mindiulness, soga, CH1
#Hibrmene Eeplicemeil
Therapy (HRT)

P | T T S T [T -
therapkie. 25EIs, SMRN:
CGabapenatin,  Closidise
Crwbininin

Flngoing psychalogecal
Ele=ci

I LR SN AW LLEF LSS TRESE DT Lt g Crprmguing

{Part 11)

Menopause & Sickle Cell

He e Tooye Hokome MESAH, FROOK:

Hormone  Replodestenn
Threrapy {HET) 18 e e
elFetive freElm&nt . Dal
inenopauzal  sysapioms. 1
byl e e it 0l roesdicalinn
cobanEg Tesemnngss by pically
Estrogen wlh  or  wilBasag
progesicgens LI e miod
coldninly uscd 1D WdeERen
froanl ol i whaine ST 8
jires Al B vEriones fekaing
mchelay Boa ol the potenlial
Plaks. ST o sccidled with
af i reisod rrekl oMk clots
ufeld cral HET alsi teis & siiadl
itigaked rink

Tratsadermal HET §{HET
iftvatttd throeggh the s,
lipsvener bids -a neilral ci¥sos
it Thed clorllbisg svsdem dnd o
sid e T b The oo s T e
HET in. woniest with 50D
shoakd b2 BEde a8 &n
ik i vial e, B 2 s LAl 1
heve o dizoeaon with you
healthoare providoer w fingd e
ket approach [or sondging
o B e e R AT

HET vdities o sifisdl
inrdcnsed FukK  oi
i ek e 2, Lridd dhins
afain will meed 1o e
PHIL IS LU e
ind diBoye the
backgrouad rixk
There is o gresder risk
o T ¢ aicer with
iseaily, Lhored=ed

Comsrelbomr, Sevuel amd Repersedciive Heali

dlcahal incaks, lath o©f
cercise and smoking. Again,
gidn - hinfesmeed. dlsetstan with
bnowledgeable healthoass
Brovided e vidal, The
aipudicom bBedelits of HEI
bl lihagg: £y rnpeoemd (Featoien,
Ere ke of e detcfioianiog
s b s Boanm Tefai g
wfien fofgomen

Mespeuse wml S5CT) Bath
carry codrbderahle  saCisl
g, making i dafllcah o
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s D41 a0 Thar B noyeh e
g Wb ST did Bal hive
bomag Wi beiag perpeiuisne:d
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challengiy  aeneatyvpes, diul
providing advecacy and
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From India

With Love

... Parenis of Chitdren
Cured of SCD &
Leukemia Share Tips on
Coping With The BMT
Process

B oy Alaaer

[oas  renrton of 2oy

when BMT Spacialist iy

|":|r||:|Ir_':'|J

Apolle Hogvie!  fedia
came o Nigerle and rollled
raund  his parients for oo
seminargeri-tagether in Abufa
amad Lergos. The first miesting
Feverlt place G Abcife’s Frase
Sieiray while the secomd fook
||-'|I|!|'-C e art Reralivwenn Hafkel, |:|.-rl:.':.
fhefa, the aitendees were
pareats of childrven who
iralerwent BMT for SCDY wwrd
fenkemida, (ihers looking fo
rrcrreseie? BT foar plede wonaly

i o
Sickls Coll Mevws L A e

Ganpray, of

MieTalrs s oam

were there ay well, enboldened
aredd enconraged by the success
sTovies thevwere golng o Rear

ENOFTES O
siccess, bul the process was

The  SIodies Wil

e b, S say the least £

v haeve the means and are
einkiing af BMT for vour waerd,
dlow 't overfook thete Hps frobe
fhese whe have Been theve

lake Exira Funds With You:
Youu miaay lsave receivied your bill
Lo A armnowand o dedlad=. Bul be
prepared To Speml up b Deice
more! Take exira fuisds with you
- unplansed medical needs ane
sure booarige. 17 you o have
fwece Lhe smount vou're Willed,
ake mrmiriurn 3Py exing. with
YOHLL Yol W'l ERoiy Sou'ne
ter & modey-gulping  odyssey
unt yona're oo vour jourmney and
there™s no furming back!

Brace ap For an Emotional
Kaodber=Coasiier:
‘I have occasiomally félt Lke

[ |

hatisisg and wellm ol o wringing
the dochor s meck!” ays a parel
recalbing the davs of fmstation
glicited by ber chuld's nnitial pood
respEse o Sarie
parens actually harss the BMT
et whar, forunately remiain
catim, knowimg e expenience.

readobenl

hal i's a phase mosl Cant-gavers
e throogh. "L
calmpess infurates me b gl
heavens! says another parent.

Lpllaray &

Take Local FFoads Algng

Fisdaan cuisme 15 fol so bad, bl
meither vou tor vour child s
arcuslOrmed il As oach as you
can, lake foods the chibd 15 ased
o owith you 10 India  Some
claildren ged rned 0T by foreizn
diet &l a tinwe they need all the
nourshment they can gel pre-
BMT. Will vou be able o hold
down when  the
Cludd woal fook 10 India Lo ool &
e o gy Eroo Tosd Jui' she

(W P EAw i) T T

15 f0l s 1w

counnned an page 127

Decombar 2023 2F



‘Despite The Huge
Challenge of SCD,
| Made First Class!’

= Aishat Damilola Taofeeqg
comtimied from poge 14

| was really determmed to s
kel BOCTY he the reasom | wasn®
g o make & Forsd Clasis, ©
wanted 1o be an exaimple 1o
oither Warrsiss, thal eegardless
ol what we o through, we can
achieveaur goals.”

Like maost ofher Wamors,
Arshal bas been Tace o [ace
wilh sirgmatizalwon. An
mslance elched 1n memaocy
wias when she apphed for
redeplovmenl. o n less
physicilby=demamdmg section
of ihe hospatal where she
pbhserved MNabional Youth
SETYBOLE,

The redepdovment lock a long
Limez ceaming and she bell sl
prachcably  every weekemd,
migsing work and bemng
gueried.  The redeployvment
did happem a1 ksl bal mo
withimal ber boss makmg the

Dr. Tee:
SEX AND SCD

R PR TEy .|','.I-:ll.llll'..|;i_': A5

SOME WilTiors as oa resull o
seExual achivity

¥ Blay away Troem sex shvbes ol
e lIgrns Hhear are Endrgy-
Hpping. SEAymg o doime soex
posims 15 aclually hke a

Siolde Cal News

il @ Even: pam Crases

WA, S DA B SN BV DO

5-1I.111."I11£' CnTE A

“1 thowght vou wanted us 1o
hade vonur shame!

swdl singhe, Aashar, 26
pledpes to make penotype
a cardmal part of e
charactensies of her
knight. After all,
experrence 1x Lhe best
(Aashal  admaiis
that she somelimees blames
her parenils = ussally ot the pesk
fuar the
health challenge resulting fram
MAeir ignorance ).

beachsr

Blammg ome's paremls loc Lhe

‘1 thought you

wanted us to hide
your shame!’

ealt of SCEY & tanbaooant o
saveig: “why dsd you Baa choose
to brimg Ehas ordead wpon senfess.
inndcent me!’

il hag been my mock, 1 iever
expected o make I8 thas Bar,” <he
save. ‘Haveng a stromg family
stpport sysbem., delemunation
and perseverande helped mie to
cope with  the  challepnges ol
Isvamg with sickle cefl

rigerous exercase. [ voea are a
sackle cell warrpor sou are belles
a1 takeng 11 Bymig supani;

¥ Know vour limiations, many
rouncls ol sex within a short
period of bme may
Crises;

iy el {ey

¥ Leam W engage in loreplays
whien you ane nol {1l encugh o
e adl the weay,

 Avosl rough amd ageressave
jex, It cam easly tnpger crises
bor some wirrsors:

viIf you are a warror thal
usually experiences Crises
duaring ek, taksng oral
analgesecs belore the act won'l
be o hacl sdea al all, Talk o your
doctar ahout 5l

Ociober - Oacombar 20023 Fr.



TAHF
Launches
Project FHP

100 For

Warriors
By Avooda Hajede

aurday Auguest 12

wouldl have been his

dird birthday.

Temitava Awosiko
would probabiy have done
what hiz famely dad on s
hehall: the Awosikax rallied
roumned Sickle Cell Wamors to
help cushion the pegative
elfects of harsh economme and
hmancial roalises m Adnca's
il populous nation amd the
world's Jeghest 3O D-endesmic
cuuniry. Cognizant thai
increasing  healthcare cosis
would negatively impact
Warrtors, the Foundation

afCATe AN Mo

WL S b A S GO

memortalizing Temitayo
Awvasika rodled om Progect FHP
1080 an Aupisst 13, exacily 24
vears after iz demise.

Temitayvo Awostka Help
Foundation (TAHF} was
exslzblished m 1999, fow months
alier the lamaly suflered the
divastating kss of o beloved
child, Ever since, TAHF hax
relenifessly pursued s visaon of
givinz hope and succowr 1o
SCWy and the poor ine siceely
Wisere mamy lamilied would
huckie amd prishably back oul
welrd revenge asgammit =
comdsizsn that ook away ther
loved goe, the Awnsikas tumed
their  full attesbion B 5410,
beanng 115 hinancial bunden and
proveling a spinitual, emolzonal
and psvchadpgical shoulder for
Warriors o bean oo,

"We will do everythmg withan

oar means o develop and
procure. cifechve  modecabons
and supplements o mankage

Ciobey

sickle cell)' pledged D Mo,
Erere Awodika, MFR, mmni,
Temitayoe's mum. at the
e LT

A telipaw of the West Alrican
Postgraduste College af
Pharmacy, Dv Mrs. Awasika
gl decades ol expersence in
puble sdmamisiration, bankmng
ansl Finance, which comes hamdy
im-a counlry besel with health
perhicy admunisiralein isswes,

Cn hes part, Temitayir's dad and
TAHF's Founder, D, Crlishayvicle
Awosika, encowrsped Warriors
b vigogously putsue theo
ambition, notmg thal they werg
neit e any way dhsaslvantaged by
S,

Take your medicalions  as
prescribed, stay well-hydrated,
like a break as necessary, bud
never lose seghtl of vour dreams

carl Rl T e 24
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Westminster Cathedral, NHS (UK), Richard Coker
Foundation Mark Nigeria's 63rd Independence Day

ndcpemdence lkay = 2
iprcial day in évery

COUNrY; ofel nacwmals lying

abroad ofics make 1l o poind e
vl pailEeer aiieEmiioas o e

coumnys culnaal smdes ind
Ediical e v Emenis.

MEErid G renataTeEd foro Hs
SR T stz ihe =k
simher of babkies biorn
mnueily with A, the =iwer
b weh SUA [Esnimaned
B be berwsen Jd and 6 el
citezens) and SCT rherwesn 40
and VI mallion, che pma)oely
SPIWATE | are 2nough W Sagger
an clepainil

e ol e hallmarks oF 5010 1
MBI - Corsant shomage ol

biood doanated by
someone of the
sSame racial

background is
moare beneficial to
the recipient

hiooed, which piten pulls
wWarrvrs  wally-milly down 2
mnnel of menisl, physical s

soC il el Cons e noe s,

Cogrniesss ol the vake o bt
in fle MEORAEsmeEnt and
prevention ol SC
compliceiions, rhe
Westminster Cathedral, in
Cons LAt cin i the Matkml
Heenlile Mervioe | febs ) LR amad
Hichird Loler Faundation
FRLCED s g hleed drive on
Cictober 14, 10 mark Migera’s
O5rd Indepeiiderce Lay. Lhe
M | Orely ol I|'.'-.'|I|-\.' Wi
SULKSC] sm carth are people
al. AlrCEn ongan, wef 224s
Alricans  donse hlood than
oiherrecial gronps.

According 1o e MNHA
Afrfcans use @@ o 4% of
donaged bloed bol contribole
Cevperilbain 3%

Adthuugh anyone can receive
hlood domnmed by sy hires

With Blood Donation Drive

bzing, Blood denaied by
EiHmEOne of hE ke ToC
heckgroumd 13 wame beradici
iz the mcipiend, oocoRimg o
bt Sl riisis

Lirdinarly,  the  Wesnmmimneier
Caihadral Bokls & soonililc
meetimg Wwitn the WHS oflkcers
The BCF is paniwipdting in the
meeting . o [Wwojecl [ 500
senstivmabon. and  advocacy
MEESSIon dnd =ROWCRAL
MEgeria's culiure omn
||'.|]-:|'".'I'||.'.|.'|I|.|.' Jay, #ays
parishsaner  and ol har
BOF Chiel Ms Julie Coker.

ligse 2= 1he i of Weserninsie
Cuthedral, MES and FCF =
doning-in the Uk, the Amemces
Red Croes, i3 m Ohonoba
leanang up with parmers i the
Hilack comammunm iy bo hkasi bood
drves and enoodsmage  Decaodd
domars whao are Black 1o
sUppHT bt Blood Iressiussos
nesds 1l people willt dickle
el

E )



SIDE EFFECTS OF BONE
MARROW TRANSPLANT

Danion and vecipient face o niomber of

backlashes from the BMT process

one MAarsdawn
Tranzpiant can be
health-enhancing  amd  life-
saving: vel it s ot withou
effects on DOMOR - and

RECTPFIENT.

DONOR:

Donating bone mamow (slem
cellsd s fairly salfe and
straightforward. Side  effects
are usually momeotary  and
i lunde

¥ Ches Fan

# Stilloess of hamds (bolany )
# Lovy Blood Fressure

¥ Fever

# Chills

& Flushing

& Foul tase i Lhe smxnath

¥ Haadache

# Hives

F MNausen

# aan

respill

These evenis  may

cnnplacations such as:

inbecihms, anoem, bleeding
indigesiion,  diarrhoea, nausea
and wvoomting, milammation
and  soreness - im the  mouth,
clotting of small vemns m the
hver, damage 1o the kudneys.
liver, lungzs and heart.

"ll |.'|'.'I'\- 1

eCTlnp . CoiT

RECIPIENT:

While BMT 15 mosily sabe,
(actors that may  imdodce
complications inc hude

¥ The disease isel

Apre and health of
reciprenl

#Whether chematherapy
o1 nediation was  ased
helore the praocedure

#Chaality o the match
kelween doner and
recipionl

#Tvpe ol Transplamt

received (autalogous,
allogenic or ambilical cond
b}

Snme. effects  that  may
appear alter the transplunt
i b

# Calaracts

# Delayed growth in chikdrén

# Infertilicy

& Early menopause

& Caradl Baelure

& Caradl-Yersus-osl- Dizease

# Infection {includimg the VK
Varus|

# Faan

# Inflammaiion and sorenisds m
mioaith, throat, oesophagus amsl
shprnash (maucasibis)

Becawse of s nsks amd sede
etfects, BMT & nt pormally

&

A EMT domor just offer the harvestimg
of siem celis from her budy

recommenidesd for everyoone with
sickle vell or other blood
diseases. The procedure 1%
wanilly recommiended For those
with Frequent and severe 1floess
and  haspilalszalion, serious
camplscations amd  progressive
organ damage. Those with meld
illnesx are éncouraged to

maintain Lheir health by

sidhering o rostive health
behaviours - regular minke of
medications, regular health

checks, pood nutrition - and

brydrabhion, amk o on

Al am afl, ihe benchits of BMT lar
autweigh the side cFhacis.

Osdnhar « Oeoembar 3029 41



Veterans of BEMT
Issue Advice

aiwilAin P frage ¥

Steel Yoursell For Scary
Momenits:

Mrs. ViG's dawghter
develaped the BEK Vims in
the precess of BMT. The BK
Yirus 13 ane of those
oppariumstic verusss fving in
wait for irunsplam recipients
to: undermme the whole
process. Infections: are
commint and have io be
battled: CGmmft Versux Host
Insease (GVHIN} a5 the
scaries af them all

Memories of those moments
will haurt vou fara lomg time,

Frepare Ta Be Phyvsically,
Menitally and Fimaneially
Drained:

Watching yoor child go
throapgh the very process that
woulld rid them of 5CT) or
teakemsa ar other inheriled
blood dizarder 15 one of ihe
most bodyv-demming exercise
of all time, according (o
parcots who have been there
Momenlz of doobis and
regret, maments of angsl and
self:blume, cliff-hanging
moments when you're nnsure
the nickel would drop imio
place, metaphorically
speakang, will be many. Al the
same bime, viou ane also being
fimancsally-suctioned to ihe
paint of hegemg from frieods
and melations and Fellow

Genotype Foundation

camtimuied fiom page I8

parents Lo thmow 1heir hat mio
the BMT nng even if they
were naot completely
fimanceally ready.

"Gl provvides in myshenous
witys.' she zays. Her dasghier

began the joumey with the

SIohrE Gl Nads

irupsplamt amales!

I sald property o get o5 1o
India.' récalls anether pazent,
virl it wax not searly enough.’

Tuke The Rixk, It"s Worth
The Freedom:

Afthough success mbes e
improving every day, thene's
still the nsk of failure based
on several factors: Despibe
that., families that have
urslergones BMT for their kuls
agree that the procedure is
wekl worth it

IT vou have the means, please
o bar i, advise the parents,
it's 1he besit mft you can give
vour child - freedom from
pam and unceramties.”

family huving much kesx than
the ampant reguoired For the
costly procedare. Hpwever,
with the support of frends.
relations  and wolk-wishers,
cyvervihing turned oat right

ibemileye took Lhe
opportunity  in appreciate
staff membsers and supparters,
mecloding the management o

W R S T MR, ST Chodichpr o Decombar 240

the hotel, which had grven her
organizabion frec wse of Hs
facelsives for the pas 18 years.

Speaking at the woccasion,
Suckle Cell Anazmin Wammor
Elder lohn Owhighogho
Arure, 68, wrged everyane all
sickle cell warriors 1o
‘munape [SCDF well. s you
cam Live well.’

] !H.E



EARTH CAN WE PRODUCE A CHILD WIT

MY GENOTYPE IS 5C, MY WIFE'S AA. HDW%SI

Hurr'.r.'_-.': Fromin i mArh

fhree olfder siblimgs
with 58, [ have been
drcalely consciany uf
MY geEmalyppe aind iy
Implications a5 a
chld. Being SC, 1
murried @ wousrin
wlwse  Semolyppie o
Ad. My wife gave
bireh to rthree
chitddren. wl ix AN, 5o
s w1 We recemly

discovered #F e be

TS MiGHT OE A CASE
OF MISDIAGNONIS OF
Hg FHENQGIFPLE - A
rFE R ¥V A 5T F E
CHALLENGE IN
NAeENSA

W The wife has prabably been
given a wirnay resull either for
bersell or lor the child. |We
know, however, of pirls who
lulsify thetr penotypes B et
marmeed to a particular parimer

ut all cases)!

@ This family needs o take &
FOINT F CAHRE TEST
(Pl T b avnsd Buemas erriocs

5% after grueling
puiiin crises eplsode,
wirrch asfed for days
when she was 1]
weranrs anfall

AA amd 5C

Hew  can

prodicce 557 Something ix
Jishyl Our marriage, builf
N IrNAE IR Sel o i the
P

Jke Chpgeodia, £ ari,
MNigeria

of baiched =samples. which
sommelimees oceur in the oelfufose
acetate electrophoresis  hests
This is the crazy situation
expericnced by famabes all over
Migena with umregastersd. smd
pouarly men labs dishing ol
erroncous resalis and breaking
amibies, Having curmed ot 1he
tesl a2 repalable -hospital, the
chamoes af that are shim

1 urge the entire family o go
fir o proper screeming wsmg
{PaCT) o screen and FIPMLC for
confirmaticn. That s where the
HMLC will be beneficial for
confirmation distinguizhing 5%

froum Slthal. The chald™s SEhal
could have heen

muislabeled 55,

prohably

Government  has o oritical mole
i play an the repistrabon of
qualified bsboratories. Having a
mirframal plaw on SCD m place
and mealcating SCC Education
i the curmcoualam fram primany
sthopd 1o onversity in Migena

will go a long way

Adevinka Gladys Fulas
FAS. FAMNS

Friofessar of Hacmatology
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Temitayo Awosika:
24 Years in Mind

el fi g a9

Dr. Awosika praissd men who
stund by thear waves in looking
after theer bealth-challemged
children {of the more than M0
atiendees, only 3 were
fathers!).

Nevertheless, v Awosika
singled oui 8 recurrent male
face thal preseots iself at
practically every TAHF event
Albajr Wabeed Ade Tijam
Aldhagi Tijan, K1, losi has 19
wear-old son, Sodig Tijany, 1o
SCTD complications, vet be
remained steadfast o SCD

ddvacacy. He travels &4
kilometres to and from his Sanga
(ita, Ogun State mesidence Eo
Opgweddu, Lagos Sinbe,  towing
abong ax meEny Wamiors as woold
go with him o attend TAHF
gathenngs

Hundreds of 80 s smiled home
with health insurince e-cands For
their use whenever crses loans
or barges inwithia warming.

Dr Sgla Adebekin, TAHF's
Executive Secretary, chenishod
Temitayt Awosika as a canng
and compassionate hwoman
being, whose ideals the
organeradion will urwavermgly
pursue.

Dr. Akshat Jain

cardimaed flam page 17

o dozen for o country with
chose toone million patients.

Yom wre doing SCDerelated
research in Migerin., Exactly
what is it showt?

Through a grant praject, what

okt Call Mb-as

WA e B Do s SO

we ore doing iz bring
expertise fmom the LS A for an
exchange program io . f=in
bechinecions, murses, climical
provilders i diagnosis and
treatneent. We 2lso imiend i
create  treaiment  guidelies
for sickle cell Pain, Stroke.
Avascular mecrosis.  Fenal
dysfunction and Leg Ulcers
that can be wsed m pedsaine

R oo

The Project FIIP 100 For 3CWs
comes with free comprehensive
autpatient treatment. For those
oo gdmaszion, it includes froe
sccommendation, infusions and
professsanal services

"With timely medical
imtervemtban - devosd  of  woemw
aboat - finances, this TAHF
initintive will help zave and
prolioae the lives of Warmars.”
says Dir Acdehekun

The FHI* 101 health inswrance
scheme is the resulz of TAHs
colloboration  with  Med-In
Specialist Hospital and Access
Bank PLLC.

and aduft care in Southern
Migena. (her aspects of our
work 10 Migena have 1o do
wilh epidemindogic research
o wnderstand the bammers o
care I Adrcan patients oo
SCD and crucially, to
establish digital healih
infrastmacture =0 patemis in
rural amd rensole areas can
seek care ona digital device.

acambar 2022 4



Foundation

TSCDF Sets
SCD

Awareness
On Fire

o -soner had Towao

Sxckle Cell Drizease

Foeandatica  {TRCTEF)
received i1s Hegiztration
Cerlificate from Megeria's
Corparase Adfirs Commisseon
im March 2023 thoan ol wend imto
aciwn. As aof Seopiomber 3023,
TSCOF suppornts no less than
LoD Sickle 'Warriors in Kwam
Onven, O, Lagos, Osan, Chgun
and Rivers Stale. in sldiizan o
the Federal Capital Territory

TACLW champsns a bwo-prong
pppraach o SCE odvocacy:
first, 10 asxist the living with the
disorder i every. passible
manner amd second. bo do
cverything hamanly passible to
mimimize SCLY bisths in Nigena
nnd Africa as o whode

TSCDW 15 cumremtly on & drive
fooling haspiml bills, payeng
fior ar suwhssdizeng school fees.
larsdimg out food palliatives and
providing free routine and
complications-specific
medications {0 indigent
Warriors  and  their famalics

pcross Nigeria. The

—s et
i
TS T S TV L H

arganization forever looks for
ways to put o smile om the
COUCNANCE W mask the pan
and stress of livieg with or canng
far somezone with SO

The bram behind TSCDF is oo
other than Hikmat Temitope
Abiomny (Odesanmi}, 28 a
master's degree hobder i Global

Health from ke Maontford
Umiversity, Lecesier, K.
Fikmat’s  broitker lives with

sickle. cell ond recently  got
married. Having grown ||p-:-:1
witness the many swdes of a
hydrasbeaded health comdition,

Having grown up to witness the
many sides of a hydra-headed health

condition, establishing TSCDF is, for
Hikmat, an act of aleibadat walshukr

::.' LT :.I". |'-_'| M, AT AR

establishing TSCDF is. for
Hikmat. an act of afenbedo
v el

'I might have mamed soeone
with zickle cell smaemia,
Hikmat says, hal{ i earnest. but
none ever came alang 1o
prapose!’

Such i her identifBcation with o
henlth comdition that
cancentrated am entire {amiky's
emotional resources on & single
indivedial

FSCOF, Hikmat vows, will
refenibexsiy pursue sensilization
activitees that will lead 1o
behoviour change o help hring
down the incidence of 501 n
\frica's most popalows - and the
world's heaviest-hundened SCD
SOy



The Power Of Praying Parents

It way the con .'|'-: & fiewr child wffer 5 vedrs of marriage.
Now the gift of the womil i heged WitH el FETIrEE iiress !

i tiniy fndervieny with Saokle Cedl vews, Jowrn Chla-Hrersvmanr recaps

fow feer paremts " frith tohned her 200 fourne

Your porents are MNigerian -
fell ws mre nboat thena?

by parents ore Pustor {Dr)
Faseph AdchisidAMa, ond Dr
fdirs. Fanet Glufusmlayosila
They were schoolmates m the
Adventist College of West
Adrica (ACWARL i [lishan
Remo, Cehgun Siaie, Migeria
Ihey got mamied in 1575
waning five frustratimg years
be=fiore 1I|-.'| had thsir first child
Rk

::'."I'- ':.'.'.. 'I'.'I B, ATl

kbl oawinie

My parcmils are as
much im Jove (oday

§as they were in
1975

What de vou think
bt was like for them

whenm they
discovered yom

hod n serious
beabh chodlempe?

Mom found me
crying ami holding
on 1o my leg at the
age of faur. Prior to
that [ uscd to he il
freguently  Mom
thowght mayhe 1'd
b my leg. At firs)
the hospitals 1 was
taken to fownd
nathing wrong |
wits later diagnosed
with sickle cell
| unagmia. And tha
was what prompaed
my pareois o bring me W@
America for. better care. We
arerved imAmerica on Jansary 2,

| knew | was not
going to die
because my

parents already

told me so - and |
believed them!

with cewfrelence

1934,

Fhis healih comdition they knew
nothing - ahout |h-'|r-.':'_-g':||g.'
challenged oy parents! It was
scary Forthem

ne time [ was m a onisis anxd
crying noem-stop. Mom just lawd
me on e bed and god down om
her knees and said God, i vou e
o fo fake thes o) foke .'.- 3
janke B rglar nos, or detiver &
Jvme rleis diiness

Every time I'm sack, my parents
say 'you wall live, you will nod
die ‘becouse we have the
covenont with God thet we will
niil see oar children die

Fhey praved over me counsless
fimes - %0 many fimes | really
bepmn o believe that I have
portinn with premasture  death
My mom will say you will see
the full measure of your dayvs aned
VI TC Haing to Bive 1o be an ok
lady

Even in the madst of the worst
crisis, like when [ was deathly il
ar«l in a coma for days, | knew |
was nod geing 0 die becaase may
parcmts :;Iruua:. bald e 20 - and |
believed them! Sometimes the
pain is roally bad and | wish | was
dead; but | always Enew Ciod bhas
me here for a purpose » & great
FUIPase

CAE R b o e 5
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At what ape did vouw have a
siroke? Hpow exscthy did it
affect vou? Dad it make vou
fearful for the future®

[ had a silent stroke between the
apes of four amd six. It was
during a cr=iz, and my parents
took me to the bospaal. The
ondy residual efect = that my
right eye and lefl eye ame not
equal. My nght eve 5 a hit
smaller. Again, the sirength in
niv reght leg and left leg is not
equal. [Hend iodrag moy righi leg
a [sitle. bit's'a bit droopy when |
walk, jusd & lictle bai. 1 think
iheere may be some mental

SCHAF

DISTRIBUTES
PALLIATIVES TO

SICKLE WARRIORS
IN IBEADAN

In celebrmatson of Septenyber
SCD Awarencss Month
2023, the Sxkle Cell Hope
.-'-.I-'.n. Fourslstvom (SCHAFY
Fhadam, Nigeria held a palliative
cum free drugs and
supplemers distribastion drive
at the Apex Ewvemt Centre,
opposite Muslim Praying
Giroued, % uli, Phadan.

SwkE CoY News A

d LT

elfects & well, like
memory - loss  frons
lizsne damage.

Dl ik szroke make me fearsul
of the fudure? Mg, becouse [or
mi, i wasnt oz bed 2z it is in
sons otber. people. [ was =
missir streke; il"s refermed to a5 2
sibend imforct. 5o 0 dwin'l mede

mi fearful of the fubere a5 misch

Fhe mzin thene | nogiced = that it
affected my memory. My long
femn memory ks not as good as
my sislers’ They recall daies
events, people, things tha
bappened in our chalidhood. And
feme, ri's like o bhur

For instamce. when my sisters

recall that we wend to Badogen
Beach for Christmas i WHE.

& lestament o SCHAI s

UNWAVETING  commitment 1o
brighteming the fives of Warriom

the exercise hroughi together

When Parents Pray ...

et i e 76

ared say we dud this and that, |
remember nothimg of i

Since deaving for the U'S5A ot
the nge of four. hove you
visited Nigerin regelarky?

We came hack so Migerio when |
was [0 ond staved untif [ was 14
We hod 1o g0 back becupse | kepi
having crises. | also had syplaoid,
pncumsonia and steff. | cam’
spend more than two weeks in

Migeria o sy visie. [ doa't
novw how Migerians wiil sickle

l:'.”l.llF-l.

[ loved and =ill bove sha, asare
tvam pormidgel; fu. okrs and
Asdnn

otber  stakchaolders - meluding
healthcare professionals and the
media




| el thai night becuuse [
thoaaght | woald never sec him
AFAM

| remernber calling my ount and
| was fike, ah my goshe every
single guy, when [ tell them [
have sickle oell, we end wp
breaking wp. [ really like thix
puy. And xhe said, ' If fi's nweant
o B it will Beee Jusst relax: stos
crving. You're gonma cry
voursellinta a poin cnsis

He was waorking, soldida't hear
froem ham all duye [ thomght he
wasn'{ even goned come, 1ididn’
even gei dressed. And theo he
miznculousty amived the npext
dary for our date

Mo soaner he settled down than
he started firing goestions at me
When woere you diagnosed?
Have yom heand of Miowsan - i's
from Migeria? Look of this
staly. Hove wvou oonssdered
bone mammow trarsplosd? Biash,
alih. klah

| was dlabbergasted fthat he
showed up at all; and he showed
up armed with hooks,
thaoughtlul guestions  ond
research materials om SCTE. T
sman i mesezieg, | thooghi b
myselt, f'm wod gownr et il

.

He Edn't know amdhing sbous
sickie el before | iodd Eim,
that's why be went do the Bibrary

Sutidi Gl Nows AR, o

to do a rescanch. He Bater dug
inta his own family amd
dascoversd that they have the
recessive thalnssemin geme

It wazn't long after my
revelation thad 1 had the st
major cresis which reguired
hospitalizaton. He has been by
oy side ever since. noshokimg.

Oriom Bas turned sutl e be
gatie & laver of African
cultmre - how duoes he
demsonstrate this?

He loves Afrobead music

dascoversd it before # was even
in pop culture. He kaves Afmcun
cuiineg: he cals vl and
umralin with his lands, loves
pounded yam, jodlod momnuain

Give hiom=m ony  Maija

Maroccan or Edhiopian  food
nnd he is happy,

Even thaugh be & by skin calor
a nom=Afncan in kis hear be is

un Adfmecun He bas more Friends
tham § o that are Nigerian.

Earn in Amernca, my hushand 1=
a crtizen of the wodd. Crion has
traveled to every continent. He
spoaks Enghish. German and
Hebrew floently. He
umlersiandls & hitkle Yaruba
Tagalog and Ambarec. His mom
i=af lroge-l=rueli ancesiry whibe
his dad is 8 mix of Argendinean
and Swss

-

A Union Made in Heaven
conruned frow page 22

iGod must have had me in
mind when He was
molding my husband!'

Right now he is wirking on o
project that wall make nvailahle
one mullion affordable hoosimg
uneis m Ethiopia. A similar
praject 1= planeed for Wigerin
My hizshand loves Africa and 1ts
peaph: no end

At she airpan, when he fars sed
fool om  Magerian soil, he

exchamed: T hove arrdeed
Aot

The moment be scetled m, he
staried cxplaring, going o
paces hke Oneghongho Marke
{lke32p, and pther pdaces on hes
own!

When ke visits wath myalty, he
carisies and prostrates hke amy
trained and culiured Yorobha
man waoubd do

Every relstinnship must have
its low periods. How do vou
deal with the challenges of
those low perieds?

frion is very chee to my
parems. as | am 1o has. His mom
iravels lomg distances o visit me
ar take care of me in the
hospital. When tough times
come, my mwmy lells me, hou
frot & gread miw - don't Love fau
LV e

{aod musi kave hiad nse in mied
when He was mwolding my
husdizond!

e L e Sl = DAl S0 3B
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Gwited States of Qe

Enited States Patent and Trabemark Office ‘?

SICKLE CELL WARRIORS

Reg. No. 7,147,689 Sickle Cell Warriors, Inc.
4 1084 N. El Camino Real, Ste. B151
Registered Aug. 29, 2023 Encinitas, CALIFORNIA 92024

Int. Cl.: 36, 44
Service Mark
Principal Register
Presentation Copy

Kotowine Yally-Vidal_

Director of the United States
patent and Trademark Office
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Panelists for SCDAA's Masterclass Series Seminar
Twao - All Things Considered

The Mesrerclass aor Stokle Cell Dvseaee: O dhe Cespr of o Cae semingr sevies was
created by a pemmership between Yickle Call fhisease dssociation of Americe
INCDAA Ine ), Pftzer, and Enterfminment 2 Affect Chonge

Teshas Samuels

T:-ll.l': lale wiis trasstornied
by am aurdlogoas  genc
I|||.'.'u|'".' iransplam in 2418 that
pu bt in remission from sickle
cell disease A lifelong
sdvorcase, Tesho shares her
EXPETENCE 35 4 pene therspn
Irdisfainl  FECipiem wrilh 1he
hope of inspaig sckle veld
WArTEOTE and prolecy o ey

Fesha establizhed Sodaidei
ehCediense, 4 nonprofit
dedpiyied 31 proveke adyofacy
pad sdppont B odull sickle ozl
LTRNT R ot A T T i | Ldlsgdiieis

1= recogmrtion of Ber sivooacy
ahe wins awarded B2 Sigma
Laanuea K Soronby dnc. Che
L e T Ty e T P R T
in B and D021, Tessha abmo
Clampion:s ofieef rare distases

Shanetta Richardson

Sllr.l!-.'ll.l w pressdent of the
Seckle Ol Assor o il
the Macionsl Capital Area Inc
Eed oaanader sl presiden of Cf
L Aekde Laoli dii
Washanptoan, 1EU . she's xsickle
el warmned e sEnhad s s,

FooEn

Pespeie m Omisding  high
schonl a2 n result af SO0
complicariors, Shaneiio
persevered o obdain her GeL)
maved on e higiser
Shanefis Laolds o
|||.'!.'| Ef I DH=Ilceas
Blepinisirsdion and o MASGET s ih

healtl zervice odministralion

End
e pE ] [P

Slnens s work has eameed L1
many et dmil she hes 2 en
femtired i Rl
and MHL

iothiers

A EaziHy,
Meeas 4, amodg

Clifton R. Kirkman 11

L. year-ohl

C-I:.m s & Myvesrod
Aickle cell ‘warrior,

pdvafnie aod Ireclande
jedrmialst
Af 1 LFEmML noive Wil o

bz helon's digree in elecimanic
medis e il sudies, ClBan
not cenly soeks ol ooempelling
sbodes i e mnodind Ba B cily
Glsn serves as the ool I||'.I|||I
:-|I-u-|...|||:-|'! lor e Seckle Ll
ARECAlOn of America
Machigiom L hagees

Fresancs _|||||I.'-I||ﬂ'. anmil kving
fauser by & H-year-nld daughier,
Clikon holds & Hachelor od
sClemde degnes in Electrnnic
BMedis ond Filis Smdies from
Exdern Miubsgan Leaversity.
Cine of O lefton s $ife milssiords is
e educate others aboul 5CE).
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NOW OFFERING

EFFICIENT SICKLE CELL CARE

Ifelink
eiln
vour Link To HEALTHC | |NIC

Experience efficient care
and management sickle
for sickle cell patients
Get 30% off for YOUR
SICKLE CARE when you
register with us.

& CGeneral & Specialist Sickle cell Mgt
& Specialist Pain Management

& Leg ulcer management

Blood and Heamtologist
service

Psychological and Nutritional
Support Support

€ &« @«

Antenatal Sickle Care package

&

Quarterly Comprehensive care

managedby
G +234 803 324 3606 SIGKLE GEI—L

@ hello@lifelinkclinic ADV“B AEY E{HMMMW
Ii@jo@liferinkciinics 8 Mgt. Initictive



OUR SERVICES:

* Logo Design

* Social Media Design

* Business/Call Cards

* Flyer

* Branding

* Flex Banner
+PRINTS * Roll Up Banner

* Jotter/Memo

* Letterhead
.* And Many More

Y
B N

&

— RHAY—
&ENCEm (i) +234803 381 5056

rhayconcepts@gmail.com
0 winw' feechook. com/rhay cong oplta @ WOWW IR LR AT C O FaN, Cond Sl




sYMPTOMATIC - LIFE OF A SICKLE CELL

TRAIT CARRIER
An Invisible Disability - My Story

This is a first-hand account of
the author’'s personal
experiences with a so-called

rare blood condition, not widely Symptomatic: Llfe Uf A SleIE Cell Caﬂ'ier -
PRESEL R e Aot | An Invisible Disability
enign.
. | My Story
By,Uouise/Rachael|Mwape|Miller,

This book provides an intimate, |
never before disclosed “ :
experience with the author, who

has been symptomatic all her ©
life. || '

Growing up in a community
where the full blown disease
was commonly recognized and
dominant, her experiences as a
carrier were never validated in
early childhood, because of a
gross lack of awareness in the
medical world and in clinical
publications and textbooks.

This is her story from a faith-
filled perspective! This book
aims to spread awareness of the
dangers and highlight the risks

risks of such gross ignorance.

Lulu’s book is a MUST-READ 1F
YOU HAVE SCD/SCT!!!

| https://www.amazon.com/Symptomatic-Sickle-Carrier-invisible-Disability/dp/1914442075 |
@ https:,/instagram_com/mwapemillerMigshid=NTed MTIwN;Q2Y ()—

0 https://m.facebook.com/mwape.miller
0 https:/twitter.com/jemozawellbeing

hitps:/fvm_tiktok.com/ZM2admWdL/
SICKLE CELL TRAIT CAN BE TRICKY!

\ ... in some carriers of the sickle cell gene, it’s not
nearly as benign as medical science believes
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FOR
OUTRIGHT

SALE STRATEGICALLY
LOCATED PROPERTIES
IN THE HEART OF LAGOS

Property Situate at:
11A, Adeniyi Adefioye
Street, Surulere L.GA.

Lagos State

Property Situate at:
11B, Adeniyi Adefioye
Street, Surulere L.GA.
Lagos State

k- 1l
+2348033980521, +2348053749801

Email: olavictor15@yahoo.com, vicoliver2002@yahoo.com




PLOTS OF LAND FOR SALE

,{

Asking Price:

CKelln

(US$ 20,101)

Title:
Survey Plan and

Governor's Consent

For further information, contact:

+2348033980521
Email: olavictor15@yahoo.com

+2348053749801
Email: vicoliver2002@yahoo.com

Per Plot

Three plots of land
available for sale at:
17-19, Rev. Olusegun
Osokoya Street,

(Ori Field) Agbowo,

Ul, Ibadan.

Suitable for students’
hostel/mini residential,
estate/boutique hotel



https://leducation.sicklecellnews.com

SIGKLE QELL

NEWS & WORLD REPORT

SUPP

Two things move this magazine
forward, helping us provide

At home, in the office or on the road, those free editions:

absolutely free editions of this A Adveristspscial thanis o

magazine are availa ble. BAATS Clinical Engineering Ltd, Ibadan
. . Fidson Plc, Lagos
Readers Of OEJ r fI’EE On“ne VErsion Health Forever Products Ltd, Lagos and
come from virtually every country SIFAX Group, Lagos

on the globe.

To advertise your products, services,
email:sicklecelinews@gmail.com

Wourfadvertireachesllocalland
This is not surprising -
SCD is a global B. Donation: To make a donation, pls note our
. . account details”
pUbllc health ISSUe. Account Name: African Sickle Cell News

Foundation
Bank: Guarantee Trust Bank (GTB)
Account Number: 0149894794

EXERCISE YOUR GLOBAL SOCIAL Paypal:
RESPONS'B' LlT‘Y’ TO DAY! https://www.paypal.com/paypalme/scdjournal




Fashion Center

@ Pentagon City
1100 S.Hayes St
Arlington, VA 22202

UNIQUELY CRAFTED

«.5elect from a wide variety of handmade
jewelry, arts and crafts made by artisans from
different parts of Africa.

..... feel the beauty, creativity and richness
of African culture

Phone/Whatsapp: +13019968062 // Email: abby8350@aol.com
https://www.uniquelycraftedstore.com/s/shop
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'''''''''

ONE-STOP
LOGISTICS
COMPANY

At SIFAX Group, we are strategically positioned to
cater for your logistics, hospitality and financial services
need.

We are your go-to company at the seaport and airport
for services like freighting (air and sea), clearing &
forwarding, warehousing, haulage, passenger handling
and baggage handling, among others. We also offer
hospitality and financial services for discerning clients.

With a network of companies offering complementary
services, SIFAX Group delivers best value at all times.

# X =& 4
& Gaz

Anation Financial Hospitality
Services

Maritime Loglstics ol

54, Warehouse Road, Apapa, Lagos, Nigeria.
+234 -1-7120041, +234 8105376814, +234 8105364016, +234 909797403
E-mail: info@sifaxgroup.com, www.sifaxgroup.com

) © O @sifaxgroup @ @officialsifaxgroup




ASTYMIN,

LIQUID CAPSULE DROPS ..

[ woes,

ADULTS

Capsule:

1 or 2 capsules daily
| INDICATIONS: Liquid
10ml twice daily
STRESS

TRALMS CHILDREN

- ¥ L d
DEBILITY S35

WELLNESS ; A S‘I‘Y M [ N | A\ STYM Jr

Sml twice a day

MALNUTRITION INFANTS

. ISk e Drops:
CONVALESCENCE - 6 drops twice daily

ASTYMIN

Fidson Healthcare PLC
8 ikswre Hamd Deaeskare, |

..get alert everyday




