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Abstract 
Introduction: Nigeria has the greatest burden of 
sicklc cell disease (SCD) in sub-Saharan Africa. The 
disorder is usual ly a s s o c i a t e d wi th a huge 
psychological and financial toll on families and 
individuals in developing countries. However, SCD 
diagnosis and managemen t a re st i l l l a rge ly 
rudimentary especially in Africa. This study therefore 
aims to explore the views of physicians about 
challenges facing SCD management in Nigeria as 
well as the health system responses to these 
challenges. 
Methods: This qualitative cross-sectional study was 
conducted in 2015. A total of ten in-depth interviews 
(IDIs) were conducted among purposivcly selected 
resident doctors at the Hematology Department of 
the University College Hospital (UCH), Ibadan, 
Southwest Nigeria. Data f rom the IDIs were 
transcribed and analyzed with the aid of the NVIVO 
(version 10) software using the thematic framework 
approach to qualitative data analysis. 
Results: In the opinion of the study participants, 
many of the SCD patients, cannot access up-to-date 
medical care bccausc of poor health financing and 
poverty, inadequate health in f ras t ruc tures and 
medical fac i l i t ies i n c l u d i n g o b s o l e t e b lood 
transfusion services and medical equipment. There 
were myriads of med ica l c h a l l e n g e s f ac ing 
individuals with SCD in Nigeria: frequent illnesses 
and criscs which may comprise bone pains, recurrent 
anemia, malaria, chronic leg ulcer and even risk of 
HIV and Hepatitis B from frequent blood transfusion. 
Similarly, SCD pa t i en t s may e x p e r i e n c e 
psychological cha l l enges , a c c o r d i n g to the 
respondents, due to the f r e q u e n t i l l ne s se s , 
discrimination suffered as well as soma t i za t ion . 
Some respondents submitted that there is still 
significant ignorance about the disease and its 
pathophysiology among the patients themselves, 
their caregivers and the general population thereby 
feeding a lot of superstitious beliefs. Some health 
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systems challenges highlighted in SCD management 
include inadequate financial support as well as poor 
infrastructures for diagnosis and treatment. 
Conclusion: The knowledge gap in the community 
about sicklc cell disease should be bridged through 
constant health education in order to alleviate stigma. 
There is also a need for an effective policy to protect 
persons living with SCD from discrimination in the 
labor market as well as the workplace. Better funding 
for research as well as the strengthening of the social 
health insurance will go a long way to promote the 
management of S C D and reduce ca tas t roph ic 
expenditure and poverty among SCD patients and 
their families. 

Keywords : Sickle cell disease, Health systems 
management, Physicians'perspective, Out-of-pocket 
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Resume 
Introduction: Lc Nigeria a 1c plus grand fardeau de 
drcpanocytosc en Afriquc subsaharicnnc. Lc trouble est 
gcnera lcmcnt assoc ic a unc lourdc charge 
psychologiquc ct financicrc sur les families ct les 
individus, en particulicr dans les pays en voic dc 
dcvcloppcmcnt. Ccpcndant, lc diagnostic ct la prise en 
charge dc la drcpanocytosc sont cncorc largcmcnt 
rudimcntaircs surtout en Afriquc. Ccttc etude vise done 
a explorer les points dc vuc des mcdccins sur les defis 
dc la prise en charge dc la drcpanocytosc au Nigeria 
ainsi que les rcponscs du systcmc dc santc a ccs defis. 
Methodes: Ccttc etude transversale qualitative a etc 
mcncc en 2015. Au total, ncufcntrcticns approfondis 
ont etc mcncs par mi des mcdcc ins res iden t s 
sclcctionncs au scin du departcmcnt d'hcmatologic 
du College Hospitalicr Univcrsitairc (UCH) a Ibadan, 
Sud - Oucst du Nigeria. Les donnccs des cntrcticns 
approfondis ont etc transcritcs ct atialysccs a Paidc 
du logicicl N V I V O (vers ion 10) en ut i l i sant 
Tapproche du cadrc thematique pour l 'analysc 
qualitative des donnccs. 
Result ats: Dc f a vis des part icipants a I 'e tudc, 
bcaucoup dc patients drcpanocylaircs nc pcuvcnt pas 
acccdcr a des soins mcdicaux a jour cn raison du 
mauvais financcmcnt dc la santc ct dc la pauvrctc, 
des infrastructures sanitaircs ct des installations 
mcdicalcs inadequates, notammcnt des services dc 
t r ans fu s ion s angu ine ct du mater ie l medica l 
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obsolctes. II y avait unc myriadc dc dcfis mcdicaux 
auxqucls sont confrontcs Ics pcrsonncs attcintcs dc 
la drcpanocytosc an Nigeria: maladies frcqucntcs cl 
criscs qui pcuvcnt comprcndrc des doulcurs osscuscs, 
anemic rccurrcntc, paludismc. ulcere dc jartibc 
chroniquc ct mcmc risque dc VIM ct d hepatite B 
provenant dc transfusions sanguines frcqucntcs. Dc 
m c m c , les pa t i en t s d r c p a n o c y t a i r c s p c u v c n t 
rcncontrcr des difficultcs psychologiqucs, scion les 
rcpondants, en raison des maladies frcqucntcs, dc la 
d i s c r i m i n a t i o n s u b i c a insi que dc la 
stigmatisation. Certains rcpondants ont fait valoir 
que la maladic ct sa physiopathologic dcmcurcnt 
ignorantcs chcz les patients cux-mcmcs, chcz lcurs 
soignants cl dans la population en general, alimcntant 
ainsi dc nombrcuscs croyanccs supcrst i t icuscs. 
Certains dcfis lies aux systcmcs dc santc mis en 
evidence dans la gest ion dc la d rcpanocytosc 
comprcnncnt un souticn financier inadequat ainsi que 
des infrastructures mcdiocrcs pour Ic diagnostic ct 
lc traitcmcnt. 
Conclusion: Lc manque dc connaissanccs sur la 
drcpanocytosc dans la communautc devrait ctrc 
comblc par unc education sanitairc constantc aim 
dc rcduirc la s t igmat isa t ion. II est cga lemcnt 
ncccssairc dc mcttrc cn placc unc politique cfficacc 
pour p ro tcgc r les p c r s o n n c s vivant avee la 
drcpanocytosc contrc la discrimination sur lc marchc 
du travail et sur lc lieu dc travail. Un mcillcur 
f i n a n c c m c n t pour la r cchc rchc ainsi que lc 
r cn fo rccmcnt dc Passurancc dc santc socialc 
contribucront grandement a promouvoir la prise cn 
chargc dc la drcpanocytosc ct a rcduirc les depenses 
catastrophiqucs ct la pauvrctc parmi les patients 
attcints dc drcpanocytosc ct lcurs families. 

Mots-cles: Drcpanocytosc. Gestion clcs systcmcs dc 
santc. Point dc vuc des mcdccins, Dcpcnscs dc santc 
directes 

Introduction 
Nigeria bears the greatest burden of sickle cell 
disease (SCD) in sub-Saharan Africa. [4]About 25% 
of Nigerians have the sicklc ccll trait.[6, 7]Thc 
d i so rde r is usua l ly a s soc ia ted with a huge 
psychological and financial burden on families and 
individuals cspccially in developing countries with 
limited social sccurity.[ 1, 5] 

Furthermore, despite being one of the most 
common monogenic d isorders globally, SCD 
diagnos is and management arc still largely 
rudimentary cspccially in Africa where the clinical 
course of the disease is more aggressive and there 
exists a wide knowledge gap with lack of novel 
therapies. [3, 12]Many studies have examined the 
pathophysiology and molecular nature of the disease 
but studies exploring the views of physicians, who 
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arc pr imary a re g i v e r s , ' a b o u t the disease, thc 

management modalities and health systems response 
arc sparse. It is thus imperative to understand the 
views and perspect ives of thc doctors primarily 
invol ved in their management. This information will 
promote our understanding of thc sicklc ccll disease 
p rocess and how thc heal th system may better 
respond to these challenges. 

T h e f i n d i n g s of t h i s s t u d y will have 
i m p l i c a t i o n s for pa t ien t educa t i on and policy 
formulation in h e a l t h c a r e del ivery. This study 
therefore aims to explore the views of physicians at 
the University College Hospital about challenges 
facing SCD management in Nigeria as well as thc 
health system responses to these challenges. 

Methods 
This cross-sectional study was conductcd in 2015 
and it is part of a larger study on management of 
sicklc cell disease in Nigeria. A total o f t en in-depth 
interviews (IDIs) were conductcd at thc University 
College Hospital (UCH), Ibadan, Southwest Nigeria. 
Thc University College Hospital Ibadan is a flagship 
referral ccntcr for N igcria and many parts of thc West 
African sub-region. The hospital has a department 
of haemato logy that p rov ides clinical care for 
patients with sicklc ccll disease. 

Thc study population consisted of resident 
doctors who had worked in thc Department of 
Hematology for at least a year. A total of 10 resident 
doctors in Hematology were interviewed. All were 
men wi th a g e s r a n g i n g f r o m 25 to 40 
ycars(Mcdian=30.5 years). However, nationality, 
gender or religions were not prerequisites for thc 
selection of participants for thc IDIs. Thc authors 
facilitated some of the interviews while thc others 
were facilitated by research assistants who were also 
doctors in community mcdicinc/hcalth management. 
Each interview was recorded, with thc participant's 
c o n s e n t , u s ing a d ig i t a l vo icc recorder. The 
interviewer also took note of non-verbal expressions 
of participants. All the interviews were conductcd 
in English. 

Par t ic ipants in this study were recruited 
through a purposive sampling method based on their 
ability to provide relevant information on the subject 
of interest and availability. An in-depth interview 
guide was used to facilitate thc interviews. Issuc> 
explored in the interviews included views a" 
opinions of participants presentation of SCD patient 
in this envi ronment , causes of crises in SC • 
challenges faced by people living with SCD "J 
N ige r i a as wel l as the cha l l enges with the 
management of SCD in Nigeria. 114] 

D a t a f r o m t h c I D I s w e r e t r a n s c r i b e d an 
a n a l y z e d w i t h t hc a id o f t h e N V I V O (version 10) 



('/latlcngc* of su kic cc/l tlrscusc 

software using the thematic framework approach to 
qualitative data analysis 115].This was an iterative 
process of analysis which started right after the first 
interview and continued throughout the research. A 
thematic framework was developed from emerging 
themes in the interviews. As themes emerged, these 
were indexed and compared with themes f rom 
subsequent interviews until a sense of attainment of 
saturation was achieved [15]. 

Ethical con side rati ons 
Ethical approval was obtained from the University 
of Ibadan/Universi ty Col lege Hospital Ethical 
Review Board. Written informed consent was also 
gotten from participants before the interviews. 

Results 
The results of the qualitative enquiry into the subject 
of the perception of physicians about the challenges 
of individuals living with SCD in Nigeria as well as 
the physicians' view of SCD management in Nigeria: 

Challenges faced by SCD patients in Nigeria 
The interviewed physic ians thought that S C D 
patients in Nigeria are confronted by a number of 
challenges. Some part ic ipants descr ibed some 
general /background cha l lenges which include 
ignorance and superstitious beliefs on the part o( 
pa ren t s /ca reg ivers of S C D and the p a t i e n t s 
themselves on what causes the disease, the symptoms 
and management op t ions . The ignorance and 
superstition may affect their compl i ance with 
medical management. As stated by some of the 
respondents: 
"...it starts from the ignorance of the parents. Let 
us start from a child being born, if the parents do 
not have idea what sickle cell is. that is a challenge 
on its own. Now when the child begins to have 
problem ... the quality of medical care from the 
childhood is substandard" (IDI 10). 

"...other challenge we find in this 
environment is poor education, some people still 
'believe some myths that sickle cell disease is a 
punishment from some gods whatever... There is this 
dangerous belief people have, that when they attain 
a particular age they are immune from sickle cell 
crisis - that is another challenge. You will see people 
will not come for follow up in a long time" (IDI 6). 
These challenges were described as " . . . l i fe long 
...and e n o r m o u s " (IDI 3). A c c o r d i n g to the 
respondents these chal lenges include medical , 
psychological, social and financial challenges. These 
challenges are highlighted below and summarized 
in Figure 1. 
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Finan (ial c hallenges 
The management of SCD is said to be financially 
tasking. Many of the SCD patients, in the opinion of 
this study participants, cannot access good medical 
care or keep up with prescribed line of management 
because of inadequate finances and poverty. In the 
word of one of the physicians , " . . . t he greatest 
challenge is finance. It is a chronic disease that takes 
away the little earnings that they have and recurrent 
crises and recurrent need for medical treatment and 
their drugs. It tells more on them and most of them 
are mainly from low socioeconomic class" (IDI 6). 
While alluding to the importance of lack of finances 
among all other challenges facing SCD patients in 
Nigeria, a participant said: " . . . I f I would arrange in 
descending order, I would first of all consider the 
financial challenge..." (IDI 9). Furthermore, another 
respondent corroborated: " . . . i t requires a lot of 
resources in managing the crises so I think by and 
large the limitation to resources available to the 
patient is one of the most serious challenges that they 
face" (IDI 4). 

Physicians 'perception of medical challenges faced 
by patients 
According to the participants, there are myriads of 
medical challenges facing individuals with SCD in 
Nigeria. These medical challenges include frequent 
illnesses and crises and slow growth. The illness may 
comprise bone pains, recurrent anemia, malaria, 
chronic leg ulcer and even risk of HIV and Hepatitis 
B from frequent blood transfusion. Also, the chronic 
nature of SCD and the need for constant medications 
s o m e t i m e s a f f e c t p a t i e n t s ' c o m p l i a n c e wi th 
prescr ipt ions. These issues, some par t ic ipants 
opined, are challenging both for the patients and the 
primary caregivers. Some verbatim quotes from 
respondents arc presented below: 
". . .most of them (SCD patients) when they come 
in. you think it is just bone pain; you cannot estimate 
when the patient is likely to be discharged...their 
disease has unpredictable pattern. 1 have seen a case 
that came in with pain and ended up with severe 
haemolytic crisis thereafter went into anemic heart 
failure, sequestration crises. She spent like almost a 
month before we could discharge her" (IDI 5). 
" . . .when they are exposed to some conditions you 
and I ... are exposed to everyday because of their 
condition, they find it very difficult to manage it, 
for example: malaria" (IDI 3). 
" . . . We have some patients who do not believe they 
have to be on m e d i c a t i o n s ( h e m a t i n i c s ) 
perpetually.... That in itself is a challenge because 
it then becomes difficult for you to convince a patient 



Fig. 1: Respondents' view on challenges facing sickle cell disease palients in Nigeria 

to be adherent/compliant to the management when 
stable or there is no apparent sickness" (IDI 3). 
""As a result of repeated transfusion, some SCD 
clients also come down with infections (like) HIV, 
Hepatitis B which could also lead to liver diseases 
and a host of others/1 (IDI 7) 

Psychological challenges 
There arc a number of psychological issues SCD 
pat ients conf ron t . Somet imes , these issues arc 
intertwined with thc medical chal lenges . S o m e 
respondents suggest that it is not only persons living 
with SCD that struggle with these psychological 
cha l lenges but a lso the parents/ ca reg ivers and 
families of SCD patients. Some of the issues that 
may bring psychological stress include thc physique 
(which may be smaller than that of persons of thc 
same age and gender) , f requent i l lness and the 
attendant suffering. 

those days people just get married to each 
other without apparently checking their hemoglobin 
composites and eventually give birth to children willi 
sickle cell disease and because of the chronic natwt-
of the disorder and attendant manifestation ww")il 

times you see family separated because the fillur 

will blame the mother for bringing the problem into 
the family " (IDI 4) . 
" . . . i f you look at their physique, in fuel it isenouS^ 
to make them psychologically affected. becciust°^ 
times with their physique you can actually (h'sir| ^ 
the classical sickle cell habitus even before p<lttL ^ 
are subjected to hemoglobin electrophoresis. 

Also s o m e respondents opined thai ^ 
p a t i e n t s o f t e n s u f f e r f r o m lack ol conti c l j 
doubtful marital prospects , stigmatisation an *-
dependency and addic t ion . One participant sa 

iheix'cow(l 
when one is subjected to severe stress.» ^ 

be some Jorm of depression. A Jew might ionu-1 
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Inability to offer Satisfactory Poor 
cutting-edge S C D responsiveness to responsiveness to 

treatment health needs emotional needs 

Pig.2: Respondents' views on challenges with the Management 

with depression. In fact, some of them get addicted 
to things like morphine. In a hid to control the pain 
they develop that dependence. " 

According to another respondent . SCD 
patients tend ". . . to be less confident and they need 
a lot of support to improve their confidence" (IDI 
10). In the opinion of another respondent, parent may 
stigmatise their children with SCD unknowingly: 
"Also a form of somat iza t ion - parents do not want 
other people to be aware of the child's condition.. 
(IDI 2). In addition, there could be regrets from the 
SCD patient (for being born with such an ailment) 
or the parcnt/carcgivcr (for entering the union that 
produced such suffering in an individual). To buttress 
this, a participant said: " . . . some of them have these 
feelings of wanting to blame their parents lor not 
choosing rightly and having children with such an 

of St I) in Nigci ki 

abnormality. So their parents have these ... feeling 
of regret to have married in such a way as to 
predispose them to producing an offspring with 
Sickle cell disease 44 (IDI 5). 

Also there could be fear - of death and 
getting sick, feeling of guilt and inferiority complex 
and this could make the SCD patient withdraw from 
other people. A few quotes from participants to 
support this assertion include: 

"You talk about ...fear of death. He/she may 
not he socially inclined, Jew friends, prohahlv stays 
indoor most of the time, then fear of getting sick" 
(IDI 10) 
"They feel guilty at times for no! performing to 
expectation; they don '/ like the fact that people look 
at them as being "sujynormal ". sort of Then even 
when they are present at work, those (SCD patients) 



200 TS. ikin^hohi. OO Akiny 

always want to perform in a way that people won t 
see them as being subnormal... " (IDI 5) 

"...they withdraw from others - colleagues 
and activities " (IDI 5) 
"...So the one (SCI) patient) who goes in and out of 
the hospital, with time may begin to Jeel inferior and 
want to ask questions: what is really wrong with me? 
Am / normal? "(IDI 3) 

Social challenges 
Respondents al luded to the fact that there are 
numerous social challenges facing persons with SCD 
ranging from school or work absenteeism due to 
frequent illnesses, employability and hence income 
and ability to pay for healthcare, challenges with 
relationships, difficult pregnancy and delivery for 
women. ' \ . . It a fleets the child education; you could 
have poor attendance: when the child is sick, he/she 
misses exams. Now how is the child going to end 
up? How employable is this person? This now 
contributes to the person inability to pay for health 
c a r e r ( IDI10) 

As par relationships, it becomes a little 
challenging as they seem to have a very narrow pool 
to c h o o s e f rom with regards to g e n o t y p e 
compatibility. According to one respondent. "Some 
of the social issues they may see would include 
choice of marriage partner, because they have to be 
sure of the genotype of the person they likely to 
marry. They cannot just marry anybody." (IDI 8) 

A respondent also reported that the stigma 
of being called a 'sicklcr' or being treated like an 
invalid is also a real challenge in the Nigerian 
context: ". . .people say 'you arc a sickler\ that is a 
stigma... She is a sickler; she can die. That stigma is 
there and then in thc workplace, how fit is the person 
for thc kind of work? (IDI 10). A more terrible kind 
of stigma however is to refer to children with SCD 
as Ogbanje - a mythical demonized child who would 
not stay on earth but would die after a while. A 
participant narrated his experience: 
" ...I remember as a child we used to hear what they 
call Ogbanje i.e. some little kids who come from the 
spirit world: they don t want to stay and they keep 
Jailing sick until they end up dying and that is the 
belief which hopefully education and enlightenment 
have come to clear but / can see that some people 
still believe their existence. There is that concept of 
bewitched children. " 

Challenges with the management of SCD in Nigeria 
There are a number of challenges with the effective 
treatment/management of SCD patients in Nigeria. 
In the opinion of respondents, some of these 
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challenges have to do with how much patients and 
their caregivers know about the condition whereas 
some are as a result of health systems challenges in 
the country. The health systems challenges include 
out-of-pocket payment for healthcare, poor hospital 
i n f r a s t r u c t u r e s , i n a d e q u a t e blood transfusion 
facilities. These challenges are examined in greater 
depth below with verbatim quotes from participants 
Figure 2 below also summarizes these challenges 

Limited knowledge of patients and caregivers about 
SCD 
Many S C D p a t i e n t s as well as their parents/ 
caregivers are still said to be ill-informed about the 
disease and how to take care of themselves or provide 
support to a patient before coming to the hospital. 
According to a participant, " . . . some patients don't 
even know what is happening to them; most of them 
don't know how to lake care of themselves; they 
don't know what to do and what not to do, things to 
avoid and things not to avoid. So having a good 
unders tanding of their own condit ion is also a 
problem for many of thc patients." (IDI 8). About 
caregiver ignorance, a respondent remarked thus: 
" . . . i t starts from thc ignorance of the parents. ... if 
the parents do not have idea what sickle cell is, that 
is a challenge on its own." (IDI 10). 

financial challenges/out-of-pocket payment for 
health care 
Due to the chronic nature of the disease and the need 
lot r e l a t i v e l y f r e q u e n t c o n s u l t a t i o n s and 
hospitalization, with the predominant out-of-pocket-
payment for healthcare, many SCD patients and their 
c a i e g i v e r s e x p e r i e n c e f i n a n c i a l s t ress and 
c a t a s t i o p h i c e x p e n d i t u r e . In the words of a 
respondent. 4 \ . .the fact that they (SCD patients) have 
to be h o s p i t a l i z e d ; pay fo r consu l ta t ion ; do 
invest igat ions, so most of them have financial 
cha l lenges (IDI 5) .The part ic ipant added (hat 

When patient are asked to do lest they can't afford: 
u ' l c n , h c y buy this drug, they may resort to begging 
and soureing for funds. . . We have'some ofthem that 
aie homeless, most o f t h e m are jobless; owing to the 
fact that some have been made handicapped from 
the disease". In the opinion of another participant. 

. . . the greatest challenge is finance. It is a chronic 
disease that takes away the little earnings that tlicy 
have and recurrent crises and recurrent need for 
medical treatment and their drugs. It tells more of 
them and most of them are mainly from low 
socioeconomic class" (IDI 6). 

Although the National Health Insurance 
Scheme (Nil IS) is operational in Nmcna. many SCD 
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patients are not covered. One of the part icipants 
suggested: " . . .we still need more llnancial support 
nt temiNof NWS. I mean Health Insurance Scheme 
to be available to almost all patients. Maybe we 
can ha\e NGO, bodies that can really suppor t 
thenf (IDI 5). 

Inadequate medical aud social infrastructures 
In the opinion o! the i n t e r v i e w e d d o c t o r s , 
challenges of SCD management in Nigeria span 
from diagnosis to actual treatment of patients. 
According to a respondent, "We have so many 
challenges in diagnosis. Though by and large, we 
are able to d i a g n o s e a c c u r a t e l y w i t h 
electrophoresis most of the time Hm» ih?rr ?hts 
pocket of patients that have non typical usual 
hemoglobin v a r i a n t " ( IDI 4 ) . In a d d i t i o n , a 
participant added: "I believe that with the recent 
advancement in management of this SCD, we 
should be able to offer them more than we do now. 
Precisely . . .bone marrow transplant if they can 
afford it...I will not say we have got everything 
to take care of them" (IDI 6). 

Furthermore, pa r t i c ipan t s w e r e of the 
opinion that many SCD patients cannot access 
good hcalthcarc when they need it as a result of 
inadequate health in f ras t ruc tures and medical 
facilities including blood transfusion services and 
medical equipment. According to a respondent , 
"Availability of blood for t r ans fus ion . . . is an 
issue" (IDI 10). The r e sponden t a dde d : " F o r 
instance wc need a pulse oximeter which is very 
important, especially for our triage ccntcrwhich 
we don't have...I think the problem is more about 
facilities and can be improved upon" (IDI 10). 
Some respondents believed that it is diff icult for 
SCD patients to access good heal thcare in the 
Nigerian context of weak health system. In the 
words of one of the respondents, "Health facilities 
in Nigeria generally, I will not say it is adequate, 
but wc arc just trying to offer the best wc can offer 
with the little that is available to us" (IDI 5).In 
the opinion of another respondent, "I think in this 
center wc have a comprehensive care . . . except for 
the sophisticated... bone marrow transplantation 
which is the gold standard therapy for people who 
are eligible at that age" (IDI 4). 

However, a respondent proposed a special 
unit to take care of SCD patients in order to take 
carc of their special needs: "I think special people 
like these should actually have special form of 
carc...I would suggest ... a special unit in the 
hospital, maybe a special ward that will take of 
carc of sicklc ccll patient..."(IDI 3). 

Responsiveness of health workers 
Generally, participants agree that health workers arc 
very responsive to taking care of the health needs of 
SCD patients including their emotional needs. A 
r e s p o n d e n t sa id : " . . . m o s t of the t ime the 
management of SCD is an cmpathic kind of a 
relat ionship. In our own sett ing here, wc have 
dedicated workers who empathize with people who 
have this disease ... to assist them in overcoming 
their distressing circumstance . . . " (IDI 4). One of 
the participants buttressed the need for emotional 
responsiveness from the health workers with a 
personal story: 
" . . . there is a medical student who was a lways 
coming down with pain. I just decided to be a friend 
to the guy and I think for some time now he has been 
doing well. I am just trying to say some of them need 
support. Some of them will just come to the hospital 
with crises and after their parents show them some level 
of love they get better and they go home" (IDI 6). 

However some respondents believe that 
health workers' responsiveness to SCD patients ' 
emotional needs is poorer probably due to stress. As 
a participant puts it: ". . .the stress of work sometimes 
gets to some of us and we do not have empathy. I 
think many of us do try" ( IDI 6). Furthermore, one 
of the participants interviewed believed that it takes 
training to be able to handle emotional needs of these 
patients better. "Yes it conies with the training, yes as a 
doctor you don't only look at the physical part but you 
consider the emotional part" (IDI 3). 

Respondents'satisfaction with treatment received 
by SCD patients 
Many of the respondents believe the carc given to 
SCD patients in a tertiary hospital like theirs is much 
better than what obtains in other centers. Most 
respondents rated the SCD management in their ccntcr 
- the University College Hospital as fair although there 
is a consensus that the management can be better. 
According to a respondent,".. .from what 1 have seen, 
I think our patients prefer our carc because it is better 
than what they get from outside facilities" (IDI 5). 

However, the respondent added that there 
arc patients ". . .complaining about the kind of carc 
they were given at referral ccntqrs that arc not really 
into special care of sicklc ccll disease". Nonetheless, 
another doctor interviewed believed that patients are 
usually treated well especially because management 
has provision for indigent patients. His words: 
". . .based on my experience, they (SCD patients) are 
well attended to... regard I ess of the financial aspcct 
of the patient, you go to the management, talk with 
them and you arc in for the treatment" (IDI 9). 
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Discussion 
Wc present in this siudy physicians* views and 
opinions about the challenges w ;lh J!k: management 
of sickle cell disease in Nigeria as well as the 
challenges facing individuals li\ ing with thc disease 
in thc country. As expected, participants have a good 
understanding about the etiology, distribution and 
presentation of thc disease in line v\ it h what has been 
described in literature |!-3,5-/1. However, while 
making a case for better physician education on SCI), 
Adewoyin | 4 | submitted that Nigerian doctors need 
to know more on SCD p h e n o t y p e s and 
compiehcusivc management of thc di.>case in order 
for thc quality of lives of persons living with the 
disease to improve 

Also, our study suggests that ignorance, poor 
education arc still issues among persons living with 
SCD, their parents or caregivers in Ibadan. In a 
Brit ish study [16], rcsearchcrs reported that 
ignorance about the natural course of SCD and the 
poor information about thc disease's epidemiology 
hampered the cflcctive management of thc disease in 
Britain. Similarly, Bumcs and colleagues [17] 
demonstrated through their Canadian study that thc 
issue of SCD stigma is not limited to developing 
countries and that it has implications for health system 
responsiveness. Their study also showed that stigma 
can lead to social isolation for SCD patterns and their 
families as well as reluctance to join a support group. 

Also, our study highlighted other challenges 
facing SCD patients and their families including 
reported high out-of-pockct expenditure in paying 
for healthcare leading to poverty, stigma which leads 
to isolation in thc immediate communities and in 
thc labor market. Just like this study revealed, Abuosi 
and colleagues [ 18]in a study done in Ghana posited 
that there is a huge financial burden on families 
treating children with non-communicable diseases 
[NCDs] like SCD as a result of the ineffectiveness 
of thc national health insurance system which offered 
no protection for children with NCDs from poor 
families and rural areas. This picture of high financial 
burden and poor insurance coverage among SCD 
patients and households was also demonstrated in 
Nigeria. [19] 

In addition, studies have shown a vicious cycle 
between illnesses from SCD, poverty from low 
productivity as well as social stigma against SCD 
patients, their families [ 19,20]. Mubyazi and Njunwa 
[20] suggested that more resources need to be 
invested in research, public enlightenment and 
education in order to reduce the social stigma as well 
as in engaging policy makers in order to get these 
issues on the policy agenda. 

TS Akinglmfa. OO Alinyemi. OO Amoi/it and HO Java 

Furthermore, apart from stigma. SCD patients 
and their families may also experience family 
disharmony, poor self-conhdcnce and guilt. Good 
family support, reduced daily stress and conflicts 
have been sugges t ed as e s sen t i a l for good 
psychological adjustment among SCD patients 
[21,22]. 

Physicians who participated in this study were 
of thc opinion that the infrastructures lor managing 
SCD were lacking or at best poor in Nigeria despite 
great advances in the management of the disease 
including hydroxyurea therapy, chronic blood 
transfusion and hacmopoietic stem cell transplantation 
14]. However , research has shown that SCD 
management requires a holistic approach which is 
mindful of the psychological, physical and financial 
needs of thc affected individuals in a milieu of a 
responsive health system and good social support [23]. 

Conclusion 
Physicians interviewed in this study were of thc 
opinion that sicklc cell disease patients and their 
families face myriads of challenges in Nigeria which 
range from medical, psychological, social and even 
that of poor health systems to address their needs. It 
is impe ra t i ve that the k n o w l e d g e gap in thc 
community about thc disease be bridged through 
constant health education and enlightenment in ^dcr 
in order to alleviate stigma about the disease. There 
is also a need for an effect ive policy to protcct 
persons living with SCD from discrimination in thc 
labor market as well as thc workplace. 

Hirthcrmorc, thc government as well as thc 
private sector need to invest more in research that 
promote better management of SCD including 
improved blood t rans fus ion services and bone 
manow transplantation. Special protection should 
also be given to SCD patients in thc National Health 
Insuiance Schcmc in order to ameliorate catastrophic 
health expenditure and poverty among SCD patients 
and their families. A possible way of doing this is to 
ensuic greater coverage of the people in thc informal 
scctor [where a greater proportion of thc poor falls] 
thiough a greater spread of thc community based 
health insurance. [24] 
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