
anuary  ushered in  a  
p ivota l  phase  for  our  

Newborn Screening  
in i�a�ve,  with  the  
Quan�ta�ve Phase 1  
implementa�on k ick ing  
off.  Th is  pro ject  a ims to
va l idate  point-of-care
tes�ng (POCT)  us ing

dr ied b lood spots  (DBS)  
aga inst  conven�onal  
methods  l ike  i soe lectr ic
focus ing  ( IEF) .  The 
goal?  Ensur ing  a  sus -
ta inable ,  cost-effec�ve 
newborn screening  pro-
gram that  guarantees  
diagnos�c  accuracy.

Going  beyond just  re -
search,  we took  proac -
�ve steps  to  empower  
pr imary  hea l thcare  fa-
c i l i�es .  Our  team con -
ducted t ra in ing  ses-
s ions  to  equip  staff 
with  the  sk i l l s  needed 
to  u�l i se  DBS POCT ef -
fec�vely  for  screening  
and d iagnos is  at  the  
grassroots  leve l .
Ear ly  and accurate  de -
tec�on i s  cruc ia l  for  
managing  s ick le  ce l l  
d isease  f rom bir th .  By  
va l ida�ng DBS POCT 
against  go ld-standard 
techniques ,  we can 
pave the way for  a  de-
centra l i sed screening  
model .  Th is  increased 
access  can revolu�on -
i se  �mely  interven�ons  
and improve outcomes 
for  count less  newborns  
across  communi�es .
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heal thcare  profess ion-
als ,  po l icymakers ,  and 
SCD pa�ents  with  com -
prehens ive  ins ights  on 
hydroxyurea therapy  -  
i t s  importance,  efficacy,  
and poten�al  s ide  ef -
fects .   
We are  immensely  ex-
c i ted about  ACCELER -
ATE's  poten�al  to  t rans -
form c l in ica l  prac�ce 
and improve outcomes 
for  over  4  mi l l ion  Nige-
r ian  SCD pa�ents  and 
count less  others  across  
Afr ica .  By  dr iv ing  in -
creased hydroxyurea 
adop�on through ev i -
dence-based strateg ies ,  
we can pos i�ve ly  

In  February,  members  of  
the  Par�c ipatory  Ap -
proaches  to  Support  
Pa�ent-Centred S ick le  
Ce l l  D isease  Manage -
ment  in  Afr ica  (PACTS)  
pro ject  gathered for  
the i r  inaugura l  in-per-
son mee�ng at  Kwame 
Nkrumah Univers i ty  
(KNUST)  in  Kumasi ,  
Ghana.  Th is  marked a  
s ign ificant  mi lestone as  
i t  was  the  first  �me a l l  
members  f rom the three 
project  s i tes  -  Ghana,  
Niger ia ,  and Zambia  -  
convened face-to-face  
a�er  co l labora�ng 
onl ine  for  over  a  year.

The mee�ng was  struc -
tured into  two phases .  
Dur ing  the  first  phase,  
the  focus  was  on the 
leads  of  the  Stan-
dards-Based Audit  and 
the Par�c ipatory  Ac�on 
Cyc le  Lead,  a long with  
the  PhD students .  In  
phase two,  Program 
Managers  f rom a l l  three 
s i tes  and other  key  ad -
ministra�ve personnel  
came together  to  refine 
cruc ia l  documenta�on.

The gather ing  offered a  
refresh ing  sense of  ca-
marader ie  and co l labo-
ra�on that  i s  un iquely  
fostered by  in-person 
interac�ons.  Mee�ngs  
l ike  these  emphas ise  the  

importance of  the  
human e lement  which  
remains  integra l  to  our  
col lec�ve efforts  in  ad -
vanc ing  pa�ent-centred 
s ick le  ce l l  d isease  man -
agement  in  Afr ica .

The month opened on a  
high note  with  the  inau-
gura�on ceremony and 
stakeholders '  workshop 
for  our  "mAnaging  s iCk le  
CEL l  d isEase  through 
incReased AdopTion of  
hydroxyurEa in  Niger ia"  

(ACCELERATE)  pro j -
ect .  Th is  ground -
break ing  in i�a�ve 
wi l l  conduct  the  first  
large-sca le  imple-
menta�on research 
study  for  assess ing  
hydroxyurea adop�on 
in  s ick le  ce l l  d isease  
(SCD)  management  
across  c l in ica l  s i tes .
The pro ject  emerges  
f rom a  co l labora�on 
between NYU's  Dr.  
Peprah (School  of  
G lobal  Publ ic  Heal th)  
and our  esteemed 
director,  Prof.  
Nnodu.  The work -
shop was  a  resound-
ing  success ,  arming 

impact  mi l l ions  of  l i ves  
affected by  th is  d is -
ease.

The h igh- impact  work -
shop set  the  stage for  
progress  by  foster ing  a  
shared understanding  
among a l l  stakeholders .  
As recru i tment  and 
study  implementa�on 
progress ,  we wi l l  share  
regular  updates  in  th is  
bul le�n.  Th is  in i�a�ve 
marks  a  p ivota l  step 
towards  improv ing  SCD 
care  in  our  communi-
�es  through co l labora -
�ve research exce l -
lence.
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May we know you?  

My name is  V ictor ia  
Joseph.  I  am from Kogi  
state .  I  am 53 years  
o ld ,  a  c iv i l  servant  and 
a mother  of  three ch i l -
dren.  

Victor ia ,  can you te l l  
us  a  b i t  about  your  
exper ience l iv ing with  
s ick le  ce l l  d isease? 
How has  i t  impacted 
your  l i fe?

S ick le  ce l l  i s  not  a  d is -
ease I  would  wish  
anyone has .  Growing up 
I  d id  not  know that  I  
had th is  d isease.  My 
parents  d idn ' t  know 
ei ther  because they  
where  not  educated or  
enl ightened.  I  was  i l l  on  
a da i ly  bas is  due to  the  
excruc ia�ng pa in  and 
the  hospi ta l  became my 
second home.  Part  of  
th is  was  caused by  a  
re luctance to  observe  a  

different  l i fe  f rom my 
peers .  I ,  l i ke  most  ch i l -
dren d id  not  l i ke  to  
constant ly  take  medica -
�on,  dress  warm and 
stay  indoors  when my 
f r iends  d id  not  l i ve  that  
way.  Th is  made the con -
di�on worse  than i t  
needed to  be.  

How did  you first  d is -
cover  that  you had 
s ick le  ce l l  d isease,  and 
how were you diag-
nosed?

When I  was  young I  
d idn ' t  know much about  
the  d isease  ne i ther  d id  
my parents .  However,  
they  a lways  adv ised me 
to  take  enough water,  
avoid  be ing  outs ide  late  
at  n ight ,  wear  c lothes  
that  cover  my body and 
take  my rou�ne drugs ,  
because the hospi ta l  
to ld  them so.  

As a  woman l iv ing with  
s ick le  ce l l  d isease,  
have you faced any 
unique chal lenges  or  
exper iences  that  you 
would  l ike  to  share?

No,  I  have not  encoun -
tered any.  The reason i s  
that  a  lot  of  people  are  
not  aware  of  my status  
unless  I  te l l  them.  This  
has  rea l ly  he lped me in  
comba�ng a  lot  of  cha l -

lenges .

How have you man -
aged your  symptoms 
and pain  associated 
with  s ick le  ce l l  d is -
ease? Have you found 
any particular  t reat -
ments  or  coping strat-
egies  that  work  wel l  
for  you?

In  my teenage years  
the  pa in  was  intense,  
espec ia l ly  dur ing  my 
menstrua�on.  I  o�en 
missed school  because 
of  the  pa in .  However,  
the  pa in  was  great ly  
reduced when I  got  
marr ied and through-
out  my ch i ld  bear ing  
stage.  Dur ing  my preg -
nancies  I  supported my 
heal th  by  tak ing  fo l ic  
ac id ,  i ron-free  b lood 
tonics  and my other  
medica�ons  unfa i l ing ly.  
By  God's  grace,  these  
had a  des i rab le  effect  
on me and I  was  ab le  
to  de l iver  my ch i ldren 
without  the  need for  
blood transfus ions .  

Can you speak to  the 
impact  of  s ick le  ce l l  
d isease on your  re la-
tionships  and fami ly  
l i fe?  Have you found i t  
chal lenging to  main-
ta in  c lose  connections  
with others?

Not  at  a l l .  Th is  d isease  
did  not  stop me f rom 
having  a  good re la�on -
sh ip  with  my fami ly  and 
f r iends .  I  grew up in  a  
wonderfu l  and support -
i ve  fami ly.  I  am the last  
ch i ld  in  a  fami ly  of  3 .  I  
had 2  o lder  brothers  
and they  took  care  of  
me and made me fee l  
spec ia l .  They  constant ly  
empathized with  me 
and they  he lped me 
with  my work load espe -
c ia l ly  dur ing  my cr i ses  
per iods .  

How have you advocat -
ed for  yoursel f  and 
others  l iv ing with  
s ick le  ce l l  d isease? 
Have you been in -
volved in  any advocacy 
or  awareness  cam-
paigns?

Yes ,  I  c reated aware -
ness  espec ia l ly  in  my 
loca l i ty  and in  my work -
place.  I  d iscovered 
younger  people  in  my 
area who have s ick le  
ce l l  d isease.  Some of  
them have had ter�ary  
educa�on.  I  reach out  
to  them and I  let  them 
know that  th is  d isease  
i s  not  a  death  sentence.  
I  te l l  them that  with  
regular  adherence to  
medica�ons  and other  
safety  prac�ces ,  they  

can l ive  long and 
heal thy  l ives .  Parents  
of  warr iors  a lso  come 
to  inquire  f rom me 
about  what  I  do  to  
keep heal thy.  As  a  
school  teacher,  I  con -
stant ly  encourage my 
students  who are  s ick le  
ce l l  warr iors  and I  edu -
cate  them on combat-
ing  infer ior i ty  complex-
es .

How do you see the 
future  of  s ick le  ce l l  
d isease treatment  and 
management?  Are  
there  any promis ing 
developments  that  
g ive  you hope for  the  
future?

Me I  no see anyth ing  o .  
I ' ve  been in  th is  s i tua -
�on for  more than 50 
years  and I  have not  
exper ienced any  
marked improvements  
in  our  care .  Our  medi -
ca�ons  are  qui te  cost ly  
and stem ce l l  t rans-
p lant  remains  very  ex-
pens ive  to  carry  out .  
My greatest  hope l ies  
in  increas ing  communi-
ty  awareness  to  the  
most  remote areas  of  
the  country.  Th is  wi l l  
reduce intermarr iage 
between AS  genotypes  
and would  tota l ly  erad-
i cate  th is  d isease.  Th is  

in  marr iage due to  
the i r  status .  To  a l l  o f  
th is ,  my adv ice  i s  that  
they  should  turn  the i r  
focus  on improv ing  
themselves  in  any  way 
poss ib le .  I f  i t  has  been 
d ifficult  to  get  a  regular  
job,  cons ider  learn ing  a  
sk i l l  so  that  you can be 
se l f-employed.   Keep a  
pos i�ve mindset  in  a l l  
s i tua�on,and above a l l ,  
mainta in  fa i th  in  God

Final ly,  i s  there  any-
thing e lse  you would  
l ike  to  share  about  
your  exper ience with  
s ick le  ce l l  d isease,  or  
any message you 
would l ike  to  convey 

to  the wider  publ ic  
about  the real ities  of  
l iv ing with  th is  condi -
tion?

I  be l ieve  people  with  
s ick le  ce l l  d isease  have 
an above average leve l  
of  inte l l igence.  I  am 
convinced of  th is .  
Therefore  my counsel  
i s  that  we should  
refuse  to  let  our  s i tua-
�on l imit  our  capabi l i -
ty.  Refuse  to  be  sorry  
for  yourse l f.  Refuse  to  
be  bul l ied  or  in�midat -
ed.  You are  God's  cre -
a�on.  Look to  God and 
be ready to  be  industr i -
ous.  You wi l l  get  to  the  
he ights  you wish.

i s  where  my hope l ies .

How do you stay  pos i -
tive and res i l ient  in  the  
face  of  the  chal lenges  
assoc iated with  s ick le  
ce l l  d isease? Are  there  
any particular  sources  
of  inspiration or  sup -
port  that  you re ly  on?

I  re ly  so le ly  on God and 
indeed He has  he lped 
me.  I  am able  to  do 
th ings  that  some 
heal thy  people   cannot  
do.  I  earned my degree 
and I  do  not  miss  work .  
When I  have cr i ses ,  I  
take  analges ics  and I  
pray.  Soon a�er,  I  am 
back  to  my feet .  God i s  
my strength.

What advice  would  you 
offer  to  other  women 
l iv ing with  s ick le  ce l l  
disease? 

Are there  any specific  
steps  they can take to  
manage their  condition 
and improve their  qual -
i ty  of  l i fe?

I  recognize  that  l i fe  may 
be harder  for  many 
younger  warr iors .  They  
may face  d iscr imina�on 
in  employment  with  
many employers  choos-
ing  not  to  h i re  them 
because of  poss ib ly  f re-
quent  s ick  days .  Many 
a lso  face  d iscr imina�on 
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of  inte l l igence.  I  am 
convinced of  th is .  
Therefore  my counsel  
i s  that  we should  
refuse  to  let  our  s i tua-
�on l imit  our  capabi l i -
ty.  Refuse  to  be  sorry  
for  yourse l f.  Refuse  to  
be  bul l ied  or  in�midat -
ed.  You are  God's  cre -
a�on.  Look to  God and 
be ready to  be  industr i -
ous.  You wi l l  get  to  the  
he ights  you wish.

i s  where  my hope l ies .

How do you stay  pos i -
tive and res i l ient  in  the  
face  of  the  chal lenges  
assoc iated with  s ick le  
ce l l  d isease? Are  there  
any particular  sources  
of  inspiration or  sup -
port  that  you re ly  on?

I  re ly  so le ly  on God and 
indeed He has  he lped 
me.  I  am able  to  do 
th ings  that  some 
heal thy  people   cannot  
do.  I  earned my degree 
and I  do  not  miss  work .  
When I  have cr i ses ,  I  
take  analges ics  and I  
pray.  Soon a�er,  I  am 
back  to  my feet .  God i s  
my strength.

What advice  would  you 
offer  to  other  women 
l iv ing with  s ick le  ce l l  
disease? 

Are there  any specific  
steps  they can take to  
manage their  condition 
and improve their  qual -
i ty  of  l i fe?

I  recognize  that  l i fe  may 
be harder  for  many 
younger  warr iors .  They  
may face  d iscr imina�on 
in  employment  with  
many employers  choos-
ing  not  to  h i re  them 
because of  poss ib ly  f re-
quent  s ick  days .  Many 
a lso  face  d iscr imina�on 
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May we know you?  

My name is  V ictor ia  
Joseph.  I  am from Kogi  
state .  I  am 53 years  
o ld ,  a  c iv i l  servant  and 
a mother  of  three ch i l -
dren.  

Victor ia ,  can you te l l  
us  a  b i t  about  your  
exper ience l iv ing with  
s ick le  ce l l  d isease? 
How has  i t  impacted 
your  l i fe?

S ick le  ce l l  i s  not  a  d is -
ease I  would  wish  
anyone has .  Growing up 
I  d id  not  know that  I  
had th is  d isease.  My 
parents  d idn ' t  know 
ei ther  because they  
where  not  educated or  
enl ightened.  I  was  i l l  on  
a da i ly  bas is  due to  the  
excruc ia�ng pa in  and 
the  hospi ta l  became my 
second home.  Part  of  
th is  was  caused by  a  
re luctance to  observe  a  

different  l i fe  f rom my 
peers .  I ,  l i ke  most  ch i l -
dren d id  not  l i ke  to  
constant ly  take  medica -
�on,  dress  warm and 
stay  indoors  when my 
f r iends  d id  not  l i ve  that  
way.  Th is  made the con -
di�on worse  than i t  
needed to  be.  

How did  you first  d is -
cover  that  you had 
s ick le  ce l l  d isease,  and 
how were you diag-
nosed?

When I  was  young I  
d idn ' t  know much about  
the  d isease  ne i ther  d id  
my parents .  However,  
they  a lways  adv ised me 
to  take  enough water,  
avoid  be ing  outs ide  late  
at  n ight ,  wear  c lothes  
that  cover  my body and 
take  my rou�ne drugs ,  
because the hospi ta l  
to ld  them so.  

As a  woman l iv ing with  
s ick le  ce l l  d isease,  
have you faced any 
unique chal lenges  or  
exper iences  that  you 
would  l ike  to  share?

No,  I  have not  encoun -
tered any.  The reason i s  
that  a  lot  of  people  are  
not  aware  of  my status  
unless  I  te l l  them.  This  
has  rea l ly  he lped me in  
comba�ng a  lot  of  cha l -

lenges .

How have you man -
aged your  symptoms 
and pain  associated 
with  s ick le  ce l l  d is -
ease? Have you found 
any particular  t reat -
ments  or  coping strat-
egies  that  work  wel l  
for  you?

In  my teenage years  
the  pa in  was  intense,  
espec ia l ly  dur ing  my 
menstrua�on.  I  o�en 
missed school  because 
of  the  pa in .  However,  
the  pa in  was  great ly  
reduced when I  got  
marr ied and through-
out  my ch i ld  bear ing  
stage.  Dur ing  my preg -
nancies  I  supported my 
heal th  by  tak ing  fo l ic  
ac id ,  i ron-free  b lood 
tonics  and my other  
medica�ons  unfa i l ing ly.  
By  God's  grace,  these  
had a  des i rab le  effect  
on me and I  was  ab le  
to  de l iver  my ch i ldren 
without  the  need for  
blood transfus ions .  

Can you speak to  the 
impact  of  s ick le  ce l l  
d isease on your  re la-
tionships  and fami ly  
l i fe?  Have you found i t  
chal lenging to  main-
ta in  c lose  connections  
with others?

Not  at  a l l .  Th is  d isease  
did  not  stop me f rom 
having  a  good re la�on -
sh ip  with  my fami ly  and 
f r iends .  I  grew up in  a  
wonderfu l  and support -
i ve  fami ly.  I  am the last  
ch i ld  in  a  fami ly  of  3 .  I  
had 2  o lder  brothers  
and they  took  care  of  
me and made me fee l  
spec ia l .  They  constant ly  
empathized with  me 
and they  he lped me 
with  my work load espe -
c ia l ly  dur ing  my cr i ses  
per iods .  

How have you advocat -
ed for  yoursel f  and 
others  l iv ing with  
s ick le  ce l l  d isease? 
Have you been in -
volved in  any advocacy 
or  awareness  cam-
paigns?

Yes ,  I  c reated aware -
ness  espec ia l ly  in  my 
loca l i ty  and in  my work -
place.  I  d iscovered 
younger  people  in  my 
area who have s ick le  
ce l l  d isease.  Some of  
them have had ter�ary  
educa�on.  I  reach out  
to  them and I  let  them 
know that  th is  d isease  
i s  not  a  death  sentence.  
I  te l l  them that  with  
regular  adherence to  
medica�ons  and other  
safety  prac�ces ,  they  

can l ive  long and 
heal thy  l ives .  Parents  
of  warr iors  a lso  come 
to  inquire  f rom me 
about  what  I  do  to  
keep heal thy.  As  a  
school  teacher,  I  con -
stant ly  encourage my 
students  who are  s ick le  
ce l l  warr iors  and I  edu -
cate  them on combat-
ing  infer ior i ty  complex-
es .

How do you see the 
future  of  s ick le  ce l l  
d isease treatment  and 
management?  Are  
there  any promis ing 
developments  that  
g ive  you hope for  the  
future?

Me I  no see anyth ing  o .  
I ' ve  been in  th is  s i tua -
�on for  more than 50 
years  and I  have not  
exper ienced any  
marked improvements  
in  our  care .  Our  medi -
ca�ons  are  qui te  cost ly  
and stem ce l l  t rans-
p lant  remains  very  ex-
pens ive  to  carry  out .  
My greatest  hope l ies  
in  increas ing  communi-
ty  awareness  to  the  
most  remote areas  of  
the  country.  Th is  wi l l  
reduce intermarr iage 
between AS  genotypes  
and would  tota l ly  erad-
i cate  th is  d isease.  Th is  

in  marr iage due to  
the i r  status .  To  a l l  o f  
th is ,  my adv ice  i s  that  
they  should  turn  the i r  
focus  on improv ing  
themselves  in  any  way 
poss ib le .  I f  i t  has  been 
d ifficult  to  get  a  regular  
job,  cons ider  learn ing  a  
sk i l l  so  that  you can be 
se l f-employed.   Keep a  
pos i�ve mindset  in  a l l  
s i tua�on,and above a l l ,  
mainta in  fa i th  in  God

Final ly,  i s  there  any-
thing e lse  you would  
l ike  to  share  about  
your  exper ience with  
s ick le  ce l l  d isease,  or  
any message you 
would l ike  to  convey 

to  the wider  publ ic  
about  the real ities  of  
l iv ing with  th is  condi -
tion?

I  be l ieve  people  with  
s ick le  ce l l  d isease  have 
an above average leve l  
of  inte l l igence.  I  am 
convinced of  th is .  
Therefore  my counsel  
i s  that  we should  
refuse  to  let  our  s i tua-
�on l imit  our  capabi l i -
ty.  Refuse  to  be  sorry  
for  yourse l f.  Refuse  to  
be  bul l ied  or  in�midat -
ed.  You are  God's  cre -
a�on.  Look to  God and 
be ready to  be  industr i -
ous.  You wi l l  get  to  the  
he ights  you wish.

i s  where  my hope l ies .

How do you stay  pos i -
tive and res i l ient  in  the  
face  of  the  chal lenges  
assoc iated with  s ick le  
ce l l  d isease? Are  there  
any particular  sources  
of  inspiration or  sup -
port  that  you re ly  on?

I  re ly  so le ly  on God and 
indeed He has  he lped 
me.  I  am able  to  do 
th ings  that  some 
heal thy  people   cannot  
do.  I  earned my degree 
and I  do  not  miss  work .  
When I  have cr i ses ,  I  
take  analges ics  and I  
pray.  Soon a�er,  I  am 
back  to  my feet .  God i s  
my strength.

What advice  would  you 
offer  to  other  women 
l iv ing with  s ick le  ce l l  
disease? 

Are there  any specific  
steps  they can take to  
manage their  condition 
and improve their  qual -
i ty  of  l i fe?

I  recognize  that  l i fe  may 
be harder  for  many 
younger  warr iors .  They  
may face  d iscr imina�on 
in  employment  with  
many employers  choos-
ing  not  to  h i re  them 
because of  poss ib ly  f re-
quent  s ick  days .  Many 
a lso  face  d iscr imina�on 

Mrs.  V ictor ia  Joseph
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